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Introduction 

My pastoral project is focused on caregivers for children with chronic and severe 

health conditions. The particular nature of the chronic health conditions of the children 

varies, but they all need virtually continuous care. There are two distinct groups whose 

lives and work are so closely intertwined that they spend days and sometimes months 

together at the bedsides of children like these. These two groups consist of caregivers 

who are the parents of such children and caregivers who are nurses caring for these 

children at the children’s hospital where I work. 

These two groups and their approaches to care of the child are distinct and at 

times oppositional, yet they are bound together in an intimate dance at bedside, 

sometimes as the best of friends and staunch co-advocates for the children and at other 

times as virtual enemies whose views of the child and preferred plans of care could not 

be more different. These are persons who care for children who suffer, in a system not 

under their control (nurses and parents alike), and who are daily faced with spiritual 

issues and questions about the nature and meaning of suffering that are particularly 

painful because innocent children are the ones who are suffering. The goal of this 

project is to begin to develop processes and programs to better meet the spiritual and 

emotional needs of parent and nurse caregivers. The pastoral concern to be addressed 

is the need for pastoral care for those who work with and try to keep children alive 

within and in spite of the ongoing onslaught of suffering and stress within the context 

of the intensely stressful and mechanistic environment of the hospital.  



Chapter I 

Description of the Population and Pastoral Concern 

When I invited parent and nurse caregivers to meet with me in “focus groups” to 

discuss the needs and concerns of caregivers of chronically ill children, I asked them 

whether they thought it would be better to have parents and nurses in the same group 

or in separate groups. Unhesitatingly, they asked for separate groups on the grounds 

that their needs and issues were not the same. As a result, I invited them to two 

different group sessions, one for nurses on February 7, 2005 and one for parents on 

February 21, 2005, at which we engaged in theological reflection regarding issues of 

loss, bereavement, suffering and stress for caregivers of chronically ill children. These 

conversations affirmed for me the depth and urgency of need of these caregivers for 

time, space and a community of peers in order to share and process together their 

burdens, stresses and needs as caregivers of chronically ill children. 

I'll describe the demographics of nurse and parent caregivers separately, but 

must begin with the qualification that within each group exist a fairly wide range of 

differences. Both groups are recurrent members of the ever-changing yet ongoing 

population of a busy 190 bed children’s hospital in a southern U.S. metropolitan area 

with a population of over a million people. Both groups spend significant periods of 

time on one or both of the two intensive care units of that hospital, one group as 

employee caregivers who tend to serve on one of the two units and the other group as 

parents of the children who may spend time on both units over the course of their 

children’s lives.  



The nurses work and the parents keep vigil and strive for some measure of 

“parenting” on the neonatal or pediatric intensive care units of the hospital. The 

pediatric intensive care unit (PICU) is a 26 bed unit that is usually full. The child 

patients on this unit are critically ill and often on some form of mechanical life support 

such as ventilators, heart-lung bypass machines, etc. Children recovering from heart 

surgery or awaiting heart transplant are often in this patient population. The neonatal 

unit usually holds 55-60 infants, many of whom are premature neonates born as early 

as 23 weeks gestation who will likely live on the unit for six months or more, sometimes 

for as long as nearly two years. Others are newborns in need of heart surgeries or born 

with chronic lung disease or other devastating illnesses. These are the two units on 

which I serve as the intensive care chaplain at the hospital. 

Of the 50-60 nurses per shift who provide continuous care on these two units, all 

but a few are women. They range in age from their mid-twenties to their late fifties; 

the majority of nurses on both units are in their thirties and forties. Many of the older 

nurses have been on these or similar units for 20 or more years. Nurses on both units 

are, for the most part, white, middle class, college-educated, married, and with children 

of their own. There are a few younger women and a few African-American women. 

These nurses are most often deeply dedicated to their work, but they are also 

under a great deal of ongoing stress resulting from both the nature of the work and the 

work environment. The neonatal intensive care unit (NICU), for example, is a 

congested, noisy place in which all present are continuously bombarded by the sounds 

of alarms from an array of machinery that monitors the children and their medicines. It  



is not uncommon to have a single child connected by tubing to as many as five or more 

machines, including a ventilator providing oxygen, two monitors of various types of 

body functions, and several machines providing continuous or frequent doses of 

medicines at prescribed time intervals; some children are hooked up to as many as 20 

such devices at one time. It is a routine occurrence to enter a room on the NICU, for 

example, where 5 or 6 babies are housed, and to hear multiple alarms sounding. For 

chronically ill children, the sound of alarms is an ongoing part of theirs and their parent 

and nurse caregivers days and nights. 

Nurses become adept at ignoring or responding slowly to these alarms, both 

because the alarms are so frequent and because the nurses trust their observations and 

knowledge of the child, rather than the alarms, to alert them to needs. They know, for 

example, that premature infants frequently stop breathing for short periods and then 

begin again. They know, too, that alarms on medicine dosing machinery indicate that 

administration of a given medicine is complete and completion of a round of TiinG is 

not an emergency unless another administration is immediately required. Parents and 

nurses tend to respond quite differently to the sounds of alarms; this is one common 

example of a difference in the perceptions and responses of these two types of 

caregivers. 

To describe the parent caregivers is more difficult. They come from all over the 

state in which the hospital is located, often from quite remote and rural areas far from 

the city. Many, perhaps 50% or more, are quite young, while some are older couples in 

their thirties or forties. As many as a one-quarter to one-third of the parents are single  



women. About 65%-75% are white; most of the others are African-American or 

biracial. There are usually two or three children on the NICU at any one time who were 

born drug-addicted and are placed under the supervision of child protective services 

shortly after birth. Likewise, there are often a couple of children on the PICU who are 

there as a result of physical abuse, often at the hands of a live-in boyfriend of the 

child’s mother. Many of the parents on both units are relatively uneducated — no more 

than high school — and many, too, are on some form of state or federal government 

support. 

Most of the time, it is the mother of the child, whether or not there is a father 

actively involved, who essentially (and sometimes literally) lives at the hospital or at the 

nearby Ronald McDonald House, where parents are given a room and most meals for a 

donation of $10.00 per night, less if they're unable to pay. It is commonplace for a 

parent from farther away to stay in their child's room on the PICU or in the family 

sleeping quarters just outside the unit (where there's also a kitchen and a laundry 

room) for weeks and even months at a time. As a result, parents on the two units 

often become quite knowledgeable about and engaged in the lives of other parents 

whose children are also hospitalized. A kind of information-sharing community forms, 

often to the dismay of medical staff, in which parents learn about the care and 

treatment of other people’s children. This kind of communication, while often 

supportive and helpful to the families, sometimes creates problems with regard to 

patient confidentiality and other issues for medical personnel. 

Most of the parents are deeply involved in and protective of the lives of their  



children, some of them becoming quite knowledgeable about medical procedures and 

practices. Most, too, experience frequent stress and suffering, as the medical journeys 

of most of the children on both units involve frequent crises and setbacks. Some 

parents may be informed on numerous occasions that it is likely their child is going to 

die. Some are asked repeatedly to consider signing Do Not Resuscitate (DNR) orders 

so that medical staff will not have to continue to employ extraordinary measures when 

their children stop breathing or their hearts stop beating. This constant fear that their 

child might die causes parents immense stress. Richard writes, “The anticipation of 

death is often the source of our deepest suffering” (in Wicks II, 73). 

In times of crisis, which are commonplace, numerous specialist, attending and 

resident physicians will visit the child's room, render medical verdicts, and speak with 

the parents. Often their messages do not coincide. For example, a father whose 

teenage daughter was in a motor vehicle accident once sobbed as he described the 

emotional rollercoaster he experienced as first one specialist pronounced his daughter 

likely to make a swift and full recovery and then another specialist warned him of the 

likelihood of devastating neurological damage and a long and difficult stay. Some 

parents, over time if not from the outset, distance themselves from their children and 

spend less and less time at the hospital. Occasionally, parents do this when they 

become convinced that their child cannot survive. More common, however, are parents 

who keep a nearly continuous vigil at their child's bedside. 

For nurses on these units, care for the children in many ways also involves nearly 

continuous care of the parents as well. If, after some days or weeks, parents must  



return home to work or to care for other children, they may call several times a day to 

ask for updates from their child's nurse about how their child is doing. If there are 

custody issues involved with a child, nurses may become involved in having to screen 

calls and/or regulate who comes to the bedside of a child. Sometimes, the crisis of a 

critically ill child gives rise to family tensions that come to a head in patient rooms or in 

the family waiting rooms outside the units. Nurses and parents alike must sometimes 

deal with these additional stresses. 

In addition, nurses, especially NICU nurses, deal with intense levels of 

professional stress as a result of continuously changing medical orders delivered by a 

continuously changing array of attending physicians, residents, fellows and nurse 

practitioners, many of whom are learning their profession by practicing on these 

children. Nurses, who stand at the bedside, sometimes day after day at the bedside of 

the same child, know the individual weaknesses, quirks and preferences of “their” 

children far better than the medical personnel who rotate in and out of the units and, 

as one nurse said recently, “...never once stop to actually look at the child.” Yet it is 

the rotating physicians and their cadres who continuously recommend changing doses 

of medicines, oxygen levels, etc. and then leave it to the nurses to enact their orders. 

On more occasions than I can name, a nurse has commented as a medical person has 

walked away, “[This child] is not going to like this change; [he/she] is going to crash.” 

They are often right, but only the bravest and most experienced of them dare to 

challenge orders when they're given. 

The word stress is tied to the word distress, which means calamity and comes  



from a root word meaning “pulled asunder.” To be stressed is to be pushed or pulled 

to the breaking point. The breaking point is “the point at which material breaks under 

strain,” or “the point at which one’s endurance, self-control, etc. collapses under trial.” 

(Webster's New World Dictionary, Third College Edition, 1988) Many of the nurses and 

parents I spend time with on the two units I serve have neared or reached a breaking 

point on several occasions, often as a result of watching the suffering of children and 

feeling powerless to help. 

The word suffering means to endure, to bear up under, to undergo. Niebuhr 

says that “Suffering occurs when we are threatened by the presence in our existence of 

that which is not under our control, that which operates under a law other than our 

own.” (H. Richard Niebuhr, in Wicks II, 72) For parent caregivers, almost nothing that 

occurs to their child or to them within the intensive care unit setting is under their 

control, and all of the decisions and procedures undertaken to save or sustain their 

children operate under laws other than their own. For nurses, too, this is often the 

case. Often, in fact, what is done to save or sustain a child appears to be torture both 

to the parents who witness it and the nurses who sometimes inflict it. Richard writes: 

"Some of the most severe forms of suffering occur through separation from loved ones 

or from what happens to a loved one.” (Lucien Richard, in Wicks II, 72) For parent and 

nurse caregivers, the children cared for are beloved and much of what happens to them 

involves separation — the isolation of incubators, prohibitions against touching, frequent 

trips to surgery rooms and/or, for parents, being sent from the child's bedside while 

painful procedures are enacted. Richard goes on to say that “A particularly painful  



expression of the meaninglessness of suffering is the suffering of children. Humanity 

calls out for its elimination.” (Lucien Richard, in Wicks II, 79) The children on these two 

units frequently suffer, in spite of all the best efforts of the nurse and physician 

caregivers to use drugs to minimize pain. 

An important additional aspect of both suffering and stress that parent and nurse 

caregivers undergo has to do with the ever-present possibility of and frequent 

occurrences of loss and bereavement, not only when these chronically ill children die, or 

come close to death, but also when those caring for them are faced with the reality that 

this child’s life will never meet their own hopes, dreams or expectations of what a 

child's life should hold. For example, an infant born with a fatal genetic anomaly died 

on the neonatal intensive care wit at about two weeks of age. At her funeral, her 

father carried her tiny casket up the aisle in his arms. Afterward, he spoke of how this 

was not the “walking her up the aisle” he had imagined. He mourned both the loss of 

his little one and the loss of the hopes for her future that already lived in his mind. 

Pastoral care in response to loss or anticipated loss and bereavement is the most 

frequent occurrence in my hospital chaplain ministry. Often the losses involve the 

death of a child, but more often the losses, like the one above, involve the lost dreams, 

hopes, or plans that parents have for children from before they are born and ongoing 

anticipatory grief through times of medical crises. 

These related areas of concern — loss and bereavement, suffering and stress — 

are everyday experiences of parents and nurses on the intensive care units. Day after 

day, there are crises, emotional upheavals, and desperate situations in which many of  



those present, parents and nurses alike, turn to chaplains for comfort or understanding. 

Each of these areas of concern are often the cause of faith crises for those involved. 

In some ways, especially for parents whose images of “what should be” are so 

penetratingly fixed, the loss and bereavement involved in having a chronically ill child 

may be every bit as troubling as the death of a child. Even in the first few months in 

hospital, whatever the ultimate outcome, parents weep, grieve or rage that they cannot 

hold their child for days at a time, that their child cannot breastfeed, that they must try 

to bond with their child in the midst of the ongoing noise, confusion and continual 

interruptions of hospital life, and that, day after day, week after week, they are told, 

again and again, that “maybe in a couple of weeks” they can begin to talk about the 

child’s going home. All these “little deaths” create a reality of ongoing grief, not one 

loss (however overwhelming) of their child to death, but loss after loss after loss, day 

after day. These “daily deaths” often result in a day-to-day existence characterized by 

great stress. Because of long periods of time, in hospital and at home, at the bedside 

of their child, the existence of parents of chronically ill children is often also an 

existence of isolation and loneliness. 

Questions that arise within this experience, questions I hope to begin to address 

with caregivers through this pastoral project, include: Why did this happen? Why did 

‘God let it happen? What kind of God would let this happen? Where is God now? What 

should we pray for? How should we pray? What avenues of healing and growth exist 

for parents/families suddenly faced with the reality of a permanently, chronically ill 

child? Where is the grace or blessing here? How is it possible to articulate the  



presence of God in the face of such loss and bereavement? What can one do or say to 

give comfort? How does one hang onto faith in an unconditionally loving God in the 

face of the suffering of so many innocent and fragile lives? How does one survive, 

emotionally, psychically, and spiritually, in the face of so much suffering and so much 

grief? These are hard questions; all parents and most caregivers wrestle with them. 

Sociological, Psychological and Theological Dimensions of the Problem 

The historical dimensions of the problems of suffering, stress, loss and 

bereavement experienced by caregivers of chronically ill children are deeply rooted in 

the medical model of care and cure so eloquently described by Erving Goffman in an 

essay published in 1962, "The Medical Model and Mental Hospitalization: Some Notes 

on the Vicissitudes of the Tinkering Trades". The medical model of Western medicine 

begins with a perception of the human body as a machine detached from the person 

who is and is within the body. This fundamental detachment of the body from the 

person results in forms and expressions of care and cure that treat and address 

seemingly discrete parts of the body as though they are not a part of a whole being. 

Specialists dealing with various parts of the body come and go, seldom, if ever, 

focusing on the whole person before them. Actions are undertaken to treat one aspect 

of the body that have serious and sometimes deadly repercussions for other parts or for 

the body as a whole. As a direct result of the implications of this mechanical model, 

caregivers encounter a variety of specialists who each treat only one part of a patient's 

body and are frequently inattentive to other aspect’s of the patient's condition. 

Caregivers are often unwilling witnesses to actions taken in relation to a child’s body  



that are obvious but seemingly unconsidered sources of suffering. 

The sociological context of this children’s hospital has been described in part in 

the section above, in an attempt to describe the odd and hierarchical community within 

which an incredibly diverse group of parent and nurse caregivers are brought together 

at the bedside of chronically and sometimes critically ill children. This is a context in 

which machines and physicians govern and within which very few persons are able to 

focus on the whole persons before them, either the child patients or the parents at 

bedside. The nurse and parent caregivers both have deep attachments to the child 

patients but are often at odds about the type of care or behaviors needed. Often, for 

example, infants who are easily agitated by physical contact have signs posted on their 

beds by nurses which say, “Minimal Stimulation.” Parents are asked to refrain from 

touching these children even though the parents may believe that what their child 

needs most is their touch and talk and assurance of presence. At the same time, this 

hospital is one in which the parents and patients alike are continually bombarded by 

strangers, especially resident and first-year medical students, who vary greatly in their 

competence both in treatment and in communication with parents and nurses. As one 

parent said to me recently, “It's a wonder that anyone whose kid is here can keep from 

going insane.” 

As the above statement suggests, psychologically, this is an extremely difficult 

environment in which to dwell. Neither parent nor nurse caregivers are in control of 

what happens to the children, especially on the NICU where the numbers of physicians 

rotating in and out are much higher than in the PICU. The environment, as described  



earlier, is incredibly stressful, with continuous noise, interruption, alarm bells, and a 

steady flow of strangers whose actions and inactions have direct consequences for the 

child patients cared for by these nurse and parent caregivers. Conversations are 

fragmentary and interrupted, privacy and silence are nonexistent, and all around are 

little children in postures and conditions of apparent suffering. 

For parent caregivers, whatever their ages, developmental issues or life stages 

outside the hospital, their lives inside the hospital culture are totally removed from their 

“ordinary” lives and centrally focused on the suffering and vulnerability of themselves 

and their children within this alien world. Richard states that “... suffering can be 

defined as a severe state of distress” and “...to suffer can also mean to be threatened 

by an alien reality” (in Wicks II, 72). Parents in the environment of this hospital's 

intensive care units are most certainly in a “severe state of distress” and “threatened by 

an alien reality.” 

Erikson describes a sense of “basic trust” as an essential element of healthy 

personalities developed, if at all, in the first year of life. It is hard to imagine how any 

child who spends more than a few days in the alien reality of this hospital could have 

any sense of basic trust when much of what is done to them involves suffering. 

Likewise, even for the emotionally healthiest parents, trust is a commodity sorely tested 

in an environment such as this where so much is incomprehensible, unlike anything 

ever before experienced, and often containing so many seemingly conflicting points of 

view. Whatever trust parents enter into this setting with, within a very short period of 

time most develop or revert to a spirit of basic mistrust regarding many of those  



involved in their child's care. It might in fact be argued that it is difficult if not 

impossible to maintain a healthy personality in such a setting and in the midst of such 

distress. 

Here, too, there is no autonomy for parents or children; parents cannot even 

control who will enter their child's room and when, much less what will be done to their 

child and by whom. Parents are often recipients of unfamiliar medical language without 

benefit of translation, especially by doctors, in ways that surely give rise to shame and 

doubt. Likewise virtually all initiative is taken from parents and children alike. 

Children’s arms and legs are often strapped to boards to protect IV sites and placed in 

restraints to keep from moving and thus affecting their intravenous sites and/or 

themselves. Parents have to ask permission to hold their children and, depending on 

the machinery attached to their child, are frequently told no, or told to refrain from 

touching their child because the stimulation is stressful, etc. Parents often feel 

powerless at the beside of their children on these units; to feel powerless to protect 

one’s own child, especially for male parents, is a source of great pain, if not quilt. 

Parents are often limited in their ability to be actors in the care of their children for 

weeks and even months at a time. At the same time, they're surrounded by medical 

equipment, medical language, and sometimes persons who give rise to feelings of 

inferiority. 

“Identity diffusion” may well be a common state for parents in hospital, 

especially on intensive care units, because they're (often) far from home, possessing no 

active life or identity outside of the hospital, and have been robbed even of their  



“normal” identities as parents in this setting where much of what was previously a part 

of their parenting is now limited or proscribed. Erikson writes: “Any loss of a sense of 

identity exposes the individual to his own childhood conflicts...” (99). This setting, 

then, is likely not only to present parent caregivers with crises in the present in regard 

to their child and their powerlessness to protect their child, but at the same time 

parents may experience rekindled issues and memories from their own childhoods in 

which and because of which their own personality development is incomplete. 

Applying Erikson’s stages of development to parent caregivers in this setting 

suggests a possible reversion to early life for these parents in their own personality 

development. Here in this alien culture one must develop or strive for a new definition 

of trust, suspend any sense of autonomy until the child is discharged, resist the kinds of 

initiative and industriousness that previously characterized their parental roles, and fight 

to create and maintain a parental identity that expresses care and seeks control in an 

environment in which many other medically empowered and institutionally designated 

persons are the active agents in the children’s care. 

For nurse caregivers, Erikson’s stages are harder to apply because the ages and 

experience levels of the nurses vary so greatly. Certainly older and more experienced 

nurses have a much stronger sense of identity, autonomy, initiative and power than the 

younger ones, even to the point, at times, of challenging physician orders or seeking 

orders and treatments for “their” patients that physicians have not prescribed. 

Experienced nurses trust their knowledge and intuitive awareness of their patients’ 

conditions. Often, especially with chronically ill children who are with us for long  



periods of time, the same nurses will care for a child day after day, week after week. 

Not only do they often form emotional bonds with the children, they also often come to 

believe that they know the child's needs and can read the child's symptoms and 

behavior better than the physicians who rotate in and out of the units but have primary 

responsibility for prescribing plans of care. Less experienced nurses are highly unlikely 

to challenge physician orders or indeed to trust their own observations. Building a 

healthy working personality within a hospital intensive care setting takes time and 

experience. 

In Christian Life Patterns, the Whiteheads address the kind of developmental 

problems faced by parent caregivers in hospital in the chapter “Adult Crisis: 

Psychological Structure and Religious Meaning.” Certainly “crisis” is the appropriate 

lens through which to view and attempt to understand the “category of adult change” 

faced by parent caregivers, even though some of them are children themselves, 

teenagers just beginning to find their ways as parents of young children. The authors 

define crisis as “challenges concerning how to be with others (intimacy), how to be 

creative and caring (generativity), and how to make sense of life (integrity)... often 

triggered by a ‘marker event’... a particular occurrence... that invites serious reflection 

and, possibly, reorientation” (49). These phases of adult crisis are particularly useful in 

understanding the situation of parents entering hospital intensive care units with their 

children. For most, the entry phase is abrupt, often beginning with premature delivery 

and/or an emergency airplane or helicopter flight or ambulance ride to the hospital from 

some distance away. “The severity of a crisis is often related to its being unscheduled”  



(51). Admissions of their children into hospital for parent caregivers are utterly 

unscheduled and for most there is no anticipation of or preparation for this dramatic life 

change. 

The Whiteheads continue: “The duration of a crisis is of considerable 

importance” (52). For parent caregivers, the duration of the crisis of a child entering 

hospital and then entering the ranks of chronic illness may last months or even years. 

One couple from a town far from the hospital, for example, gave birth to their first child 

only to learn within two days that the child's intestines had died and that his liver was 

in failure. Now, more than a year later, their child has received a liver and bowel 

transplant, the parents are living in a city hundreds of miles from home in an apartment 

near the transplanting hospital, and they may need to remain at this location for a year 

or more. In the meantime, one parent lost her job, both have lost their home, and the 

parents are separated for weeks at a time so that one parent can return “home” to 

work. The Whiteheads write: “A community, a minister, a counselor contribute to the 

negotiation of a crisis by pacing a person through this time” (52), but for parents of 

chronically ill children, their community, including their minister, is often far away and 

they seek counsel where and how they can, within the confines of a hospital setting in 

which they have virtually no control over the schedule of their lives. 

The third phase of adult crisis described by the Whiteheads is resolution. This is 

a phase that may not be completed for most parent caregivers unless and until their 

child dies, because even if chronically ill children become well enough to leave the 

hospital, they will in most cases return again and again with additional or recurrent  



health crises and stay for weeks or months at a time. Hospital staff speak of chronically 

ill children as “frequent fliers.” 

The Whiteheads describe the first characteristic of adult crisis as disorientation; 

this is certainly accurate for parent caregivers. 

Entering a critical transition, a person will likely begin to lose his bearings; the 
ordinary reference points that previously anchored his values and sense of self 
no longer avail. He may become uncharacteristically distracted as his attention 
becomes ‘migratory’..., as if scanning for a way to explain what is happening to 
counteract the growing sense of loss of control. Disorientation arises from the 
experience of discontinuity and loss.... The personal confusion of many critical 
transitions is heightened because one remains unable to name what is being lost. 
(53) 

This is an accurate description of the entrance of parent caregivers into the hospital 

with their child. Mothers often will stand at bedside weeping for the first few days of 

their child's hospitalization. Fathers, on the other hand, often experience a high level of 

agitation and anxiety when they first arrive at hospital. They have trouble being at 

bedside and feel the need to keep leaving and returning again. For them, perhaps 

because of cultural conditioning about the role of fathers as protectors and those “in 

control,” the hospital experience is often even more difficult than for mothers. 

The Whiteheads use the word “ambivalence” to describe the “inner dynamic of a 

critical transition.” They go on to say that a person in the midst of a traumatic form of 

crisis transition “suffers deeply from feelings of isolation, yet insists — even to close 

friends — I just want to be left alone™ (53). I have observed this pattern with newly 

arrived parents, who sometimes push away my own and others’ initial offers of support 

even though they feel utterly isolated by and within the hospital setting. The authors 

suggest that this isolation phase is essential to the person’s “reorientation and growth”  



and recommend: “To sustain a person in this pregnant ambiguity can contribute more 

to the ultimate resolution of the crisis than to force clarity...” (54). How one does this 

is unclear. The authors contend that this period of disorientation can open persons to a 

new identity, new roles, new lives. For some (few) parents, I have seen this transition 

as well, a move from powerlessness to full empowerment, from overwhelmed strangers 

in a strange land to informed and active parents of chronically ill children capable of 

successfully negotiating hospital and other institutional settings. 

The Whiteheads state: “Those who seek to minister to or assist adults in crisis 

can nurture growth in three specific ways: by structuring protective environments within 

which the confusing ambiguity can be probed rather than avoided, by forecasting a 

successful resolution of the crisis, and by supplying concrete methods of decision 

making and personal planning” (54-55). This first portion of this statement, 

“structuring protective environments within which the confusing ambiguity can be 

probed,” speaks directly to the pastoral project here envisioned — to develop and 

facilitate retreats for caregivers of chronically ill children. 

The Whiteheads speak of “crisis as a religious event.” This section of their text 

speaks directly to the plan to provide a retreat experience for parents of chronically ill 

children that will assist them in addressing the faith issues triggered by the crisis events 

of their children’s illnesses. The authors write: 

What is the religious meaning of this paradoxical pattern of growth in 
human life? Crises by their very structure invite... a re-examination and even a 
reorientation.... In the disorientation of a crisis the believer can experience the 
inbreaking of God, who challenges conventional insights and plans; in the 
journey through and beyond the pain of a crisis the believer can experience the 
grace of deliverance, the gift of being empowered to live a new and better life  



with God.... Religious faith recognizes in the passivity and receptivity of a crisis a 
special openness to the presence of God. (58-59) 

For parents of chronically ill children, the crisis of their child’s illness can indeed create 

"a special openness” that evokes a deepening theological reflection, especially about 

the nature and meaning of suffering, and makes room for re-examination and 

reorientation of their lives in relation to God. It is precisely this window of openness to 

deep issues of faith that a retreat for parent caregivers has the potential to explore. 

Statement of Pastoral Concern 

On a day to day basis, within the context of the hospital structure and 

environment described above, I do what I can in brief, fragmentary and frequently 

interrupted encounters, to acknowledge and minister to the emotional, psychological 

and theological issues of stress, suffering, loss and bereavement that are a part of the 

ongoing experiences of parent and nurse caregivers for the children who are patients 

there. Nonetheless, the level and quality of care I'm able to provide within this context 

is inadequate to the needs of these caregivers. What all of them desperately need and 

cannot obtain within the day to day business of hospital life and patient care are 

opportunities to step away from the bedsides of patients and to reflect on and talk 

about their experiences of stress, suffering, loss and bereavement and the impact of 

those experiences on their psychological and spiritual lives. 

Unreflected and unresolved experiences of loss and bereavement diminish one’s 

capacity for feeling. Unresolved stresses affect one’s health and wellbeing as well as 

one’s ability to cope with life's everyday stresses and strains. Living and/or working in 

the midst of ongoing suffering by innocent children chips away at one’s faith in a loving  



God and meaningful existence. Nurse caregivers who have carried these experiences 

for a long time become disconnected from their own emotional lives as well as from the 

children and parents who they work to serve. Parent caregivers are likely to become 

bitter and alienated from others because of the unresolved experiences of hospital 

existence that no one outside the hospital setting can begin to understand. The 

theological questions named above that arise within the context in which these nurse 

and parent caregivers work and/or live cannot be addressed adequately within the 

bedside setting and chaotic environment of the hospital, but they must be addressed in 

order to offer these caregivers relief from, if not resolution of, the stresses and burdens 

they experience. 

These caregivers, parents and nurses alike, are in need of a deeper and more 

continuous level of pastoral care regarding the stresses, suffering and losses they 

experience than the existing hospital structure and the everyday patterns of hospital life 

allow. There must be better ways to attempt to meet these needs; my goal is to find 

better ways and ultimately to discover how to implement these forms of care into the 

fabric of hospital life. 

Plan of Action for Pastoral Response 

My hope, intent and goal is to create a recurrent retreat process and structure 

for parent and nurse caregivers that will invite and encourage them to take periodic 

days away from the hospital setting in order to reflect with other nurse or parent 

caregivers about the stresses, burdens and blessings of caregivers for chronically ill 

children. The process and structure I envision is one that will give these caregivers  



time and space to name and share with other caregivers the stresses, losses and 

suffering they experience in a safe and nourishing environment that will offer some 

measure of renewal and restoration for their return to caregiving. For the purposes of 

this project, my goal is to create a “prototype” retreat, this one for parent caregivers, to 

be held at a serene and comfortable conference center in a cathedral near the hospital. 

The design for the retreat is simple: a day away, in a safe and beautiful setting, 

with delicious food and other comforts, during which caregivers will be invited to reflect 

and to share with each other regarding experiences of loss and bereavement, suffering, 

and caregiver stress. In each period of reflection and sharing, a simple method of 

theological reflection will be utilized through which discussion will begin with a selection 

from scripture, followed by a period of reflection and sharing on one of the topics 

above, and concluding with consideration of the question, “Where was/is God in the 

experience you've shared?” It is my hope that free/quiet periods between each of 

these reflection and sharing sessions will allow the caregivers time to walk the 

cathedral’s interior garden, to receive a light massage from skilled massage therapists, 

to make art in a space in which various materials are provided, and/or to snack and 

converse informally with other caregivers. 

Obviously, a day away is not sufficient to address in depth the kinds of issues 

these caregivers experience, but it is more than can be done in the hospital setting and 

it is a beginning. My hope and goal is that one of the outcomes of “days away” is that 

caregivers will come to more fully appreciate the weight of the issues that they 

experience and will begin to consider and plan for other such days and times to step  



away and tend to the burdens they experience as caregivers in the hospital setting. It 

is also my hope that, as a result of these retreats, bonds will form between some of 

these caregivers that will allow them to continue to find ways to process their 

experiences together. Furthermore, I hope in time to obtain grant funding that will 

allow these retreats to be offered on a regular and ongoing basis to parent and nurse 

caregivers whose lives bring them to the hospital. 

Suitability of the Design 

My design addresses the concern primarily because it brings these groups of 

caregivers together and invites them to speak about their experiences: to name our 

experience is to begin to address the feelings and issues evoked by the experience. 

It will offer caregivers a safe and relatively stress-free environment in which to step 

away, to reflect, to share, and to be renewed. 

Goals of the Plan 

The goals for this pastoral response are these: (1) To create a retreat process 

and structure that addresses the stresses, suffering, loss and bereavement experienced 

by caregivers of chronically ill children at my hospital and offers the caregivers relief 

and assistance with these issues. (2) To facilitate and test this process and structure 

on one groups of parent caregivers of chronically ill children. 

Plan Objectives 

The objectives for this pastoral response are: (1) To successfully invite parent 

caregivers to a “day away” retreat at a location near the hospital and to facilitate the 

retreat through implementation of the developed design, with no more than 24  



caregivers in attendance. (2) To offer the all day retreat for parent caregivers and to 

take notes of the stresses, burdens and blessings shared in discussion sessions. 

(3) To evaluate the success of the retreat at addressing the suffering, stress and loss 

and bereavement experiences of these caregivers through design and distribution of an 

evaluation questionnaire that participants will complete at the end of the retreat. 

Plan for Implementation of the Project Design 

The design for this project requires: 

(1) 

(2) 

(3) 

Invitation of caregivers, 

Selection of retreat date and site, 

Development of schedule and structure of retreat days to include: 

(a) Welcome and breakfast meal 

(b) 

(©) 

Session I: scripture on stress, reflection and sharing of experiences 

of stress, locating the Divine Presence in these experiences 

Interlude of solitude, massage, or food and conversation 

Session II: scripture on suffering, reflection and sharing of 

experiences of suffering, locating the Divine Presence in these 

experiences 

Interlude of solitude, massage, food and conversation; lunch 

Session III: scripture on loss and bereavement, reflection and 

sharing of experiences of loss and bereavement, locating the Divine 

Presence in these experiences 

Feedback and evaluation; recommendations for ongoing support  



(4) Development of evaluation questionnaire and feedback collection 

(5) Assessment of effectiveness of retreat process in addressing the 

stress, suffering and loss and bereavement issues of caregivers of 

chronically ill children 

Evaluation of the Project 

This project will be evaluated by the caregivers through use of a questionnaire to 

be distributed to those who attend the retreat and collected before they leave the 

retreat center. Caregivers will be asked to assess and give feedback regarding the 

degree to which the retreat process assisted them in addressing the stress, suffering 

and loss and bereavement that have been a part of their hospital experiences. They 

will also be asked for recommendations about additional avenues for assisting 

caregivers such as themselves at the hospital. This feedback will be compiled and 

critically examined to determine whether “day away” retreats have been of value to the 

caregivers who have experienced them. In addition, consideration will be given to the 

degree to which these caregiver recipients recommend the retreats to other caregivers 

who did not attend. This will be summarized through my personal theological reflection 

process. 

 



Chapter II: Theological Reflection 
in Planning and Implementation 

Planning Stage 

As described in Chapter One, the intention and goal of this project was to 

develop a pastoral care plan to meet the emotional and spiritual needs of nurse and 

parent caregivers related to issues of stress, suffering, and loss or bereavement in 

caring for children with chronic and/or critical health issues. The original project design 

involved creating and facilitating two retreats, one for nurses and one for parents, 

utilizing the same design to address stress, suffering, loss and bereavement concerns 

which affect both groups of caregivers. (Due to interventions and changes that 

required moving the retreats outside the hospital system and finding alternate sources 

of funding, detailed in Chapter 5, only one retreat for parents was conducted.) 

Two “focus group” sessions for theological reflection were held in February of 

2005, a session for nurse caregivers on 2/7/05 and a session for parent caregivers on 

2/21/05. For both sessions, invitees were excited by the invitation to share their 

experiences with other caregivers. The planning stage sessions for theological 

reflection invited nurse caregivers from two intensive care units for one session and 

parents from these two units for another. At both sessions, participants were asked to 

name their experiences and engage in theological reflection about them. Both groups 

were provided with a handout outlining Robert Kinast’s method of theological reflection: 

select an experience, describe the experience, enter the experience and locate within it 

the presence of the Divine, learn from the experience and enact the experience. (See 

handout, Appendix A).  



Both sessions were held in a hospital conference room in the evening, on days 

off for nurses who attended and on days when their children were not in the hospital 

for parent caregivers. For both groups, their overriding need was to tell stories of their 

own experiences of stresses, suffering, loss and bereavement within the hospital 

system. Both groups spoke of struggles and frustrations with the hospital system and 

structure; both groups also spoke at length of the grief they continue to bear from 

particular caregiver experiences. Both groups had some difficulty with locating the 

Divine Presence in their experiences and connecting their experiences to scripture and 

other learning. 

Of the five nurses invited to the first reflection session, three intensive care 

nurses, two from the PICU and one from the NICU, attended. The nurses were asked 

to begin by selecting an experience from their caregiving that was specific, current, 

personal, and important. One spoke about a teenage boy who was dying from cancer 

and renal failure and who had asked her many questions about God as she cared for 

him over the many weeks he moved toward death. One night, as his dying drew 

closer, he announced to her with finality and despair, “There is no God.” This nurse 

described herself as haunted by this memory and her own inability to respond, to 

reassure, or to offer this young man comfort. 

Another nurse spoke about two infant lives and deaths that followed one another 

in close succession on the NICU. Both were babies born too early and with lungs 

insufficiently developed. Both spent months intubated and on ventilators and then had 

tracheostomies (a surgical procedure to make a hole in the throat allowing the insertion  



of a tube between the vocal chords through which air can be provided to the lungs). 

Both lived and died in the same room on the unit, first the girl child, then the boy. The 

nurse spoke of her attachment to these babies and her heartbreak for their mothers. 

The third nurse spoke of two children whose care had affected her deeply. One 

was a seven year old boy who was hospitalized for a long time with a spine surgery. 

The other was a young girl who lived at the hospital for several years before she was 

finally removed from the ventilator and died. She spoke of how she still struggled 

emotionally when she remembered either of these two children. 

From this sharing forward, the nurses resisted following the outline provided, at 

times simply ignoring my attempts to draw them back to the format before them. They 

spoke fervently and intensely, rather, about their needs as caregivers and what they 

hoped my efforts to create a program to meet their needs would begin to allow them. 

Their inventory of needs poured from them like a torrent, one affirming the other and 

adding to the list. It became clear to me that their pent-up need to speak of their 

experiences and needs was what I most needed to honor and hear. 

They expressed the need for places and times at work when they would be given 

permission to be tearful and offered a safe place to bring their emotions and speak 

them. They spoke of the need for opportunities to share their experiences and tell their 

stories. They said they needed places and times with other nurses that would 

counteract their so often feeling alone with their experiences and emotions. They 

spoke of how they sometimes found themselves crying at inappropriate times and at 

irrelevant occurrences because they had “stuffed” or displaced emotions attached to the  



children for whom they had cared. They spoke of needing to tell their stories, share 

their pain, and let their feelings go. They asked for an ongoing format or process that 

would provide them with time in groups and time in silence to reflect on, write about 

and share their experiences. 

They expressed a need to know where other people, both nurses and families, 

are in their faith journeys, so they would know better how to communicate about 

spiritual and emotional matters. They asked for services of remembrance after the 

deaths of children on their units that would give them a specific place and time to 

grieve and to let go of their losses. They expressed a need for other ideas or rituals 

they could engage in on their own as ways of saying goodbye — rituals of farewell, 

balloon releases, etc. They spoke of the need, on the job, after the death of a child 

they cared for, to be able to step away and weep. 

At the end of the session, after this outpouring of need, I called the nurses back 

to the experiences they shared at the beginning and asked them to consider where God 

was in their experiences. The nurse who cared for the teen who said “There is no God” 

became tearful and, after a pause, answered, “I don’t know. I don’t know.” The nurse 

who shared her experiences with two babies spoke of finding God in the children, in the 

love and faithfulness of their parents, and in her clear sense of the ongoing reality of 

the children’s spirits in the months after their deaths. The third nurse reported finding 

God in knowing that the children she cared for who died were all in heaven. All three 

of the nurses seemed startled by the question; theological reflection was an unfamiliar 

and unexpected venture for all three of them.  



For the second “focus group” session, five parents attended. Two of the parents 

are a married couple whose oldest child, now in his late teens, is bedridden, unable to 

communicate, unable to care for himself in even the most basic ways, and frequently 

hospitalized for lengthy stays throughout his life. One parent is a mother whose 4 year 

old son has multiple chronic health issues, including a tracheostomy in place since 

infancy, and another frequent inpatient. Another parent is a mother whose infant 

daughter received a heart transplant at several weeks of age, hovered near death in the 

hospital for weeks, and now at age two lives at home and has ongoing health concerns, 

including seizures. The fifth parent is a mother whose infant daughter spent 5 

months in the NICU before dying. These parents, each personally invited by me, all 

eagerly agreed to come together for this planning session. 

In this session, too, the parent caregivers ignored or resisted the format placed 

before them. From the initial invitation to share experiences, their needs and concerns 

flowed in a virtual torrent such that it was difficult even to try to call them back to the 

questions before them. These were the initial experiences they shared: 

The mother of the 4 year old spoke of the kindness of an unknown chaplain who, 

after her son was born and when she was too sick to be moved across the street from 

the adult hospital to see him in the NICU, brought her a photograph of her baby to 

comfort her until she could see him face to face. The parent couple spoke of 

experiences of doctors and nurses “untrained in human relationships.” They told of a 

physician who said to them, “Look, your child's going to die, so it doesn’t matter what 

we do anyway,” and of a nurse who said, “1 don’t know why you let them put him on a  



ventilator — he’s going to die.” The mother whose child had died spoke of the great 

kindness of the transport team who flew mother and baby to the hospital shortly after 

birth. She also spoke with gratitude about a small flannel blanket given to mothers on 

the NICU to place next to their skin and fill with their scent, so their children will be 

comforted by their scent when parents aren't there. The mother of the child with a 

transplanted heart talked about her panic attacks when she finally took her daughter 

home, and of missing the people who cared for her. She also spoke of feeling 

overwhelmed by how much the nurses and physicians had loved her daughter and 

herself and how she felt that these caregivers had treated her child as if she were their 

own. 

As with the nurses, the parents then shared a litany of needs they hoped might 

be addressed by whatever process or program might be developed as a result of this 

project. All spoke of the need to meet with other parents who had similar experiences 

and how much they gained from the brief and fragmentary times they talked with other 

parents met by chance in the hospital. They spoke of the desirability of a safe and 

comfortable space within the hospital where they could go to be away from bedside, to 

talk with others, and yet to be close enough to be paged or called back at once if their 

child or medical staff needed them. They described the waiting rooms outside the two 

fntonsive care units as stressful, crowded and noisy. They asked for a setting that 

would include a place to sit at table together in a conversational grouping that offered 

some privacy. Three of the parents also spoke of their distress that a playroom for 

healthy children on the first floor of the hospital was closed in order to make room for  



offices; for those with other children, it had been a place for siblings to play during 

hospital stays for their ill child. 

They expressed a desire for chairs or stools that would allow them to sit at their 

child's bedside at a height that would give them access to their child. They talked of 

standing for hours at bedside, wanting to be close to their children and yet feeling 

exhausted by standing for so long. (Especially for infants and young children, hospital 

beds are high enough to allow nurses access to the child without bending over.) 

Parents expressed the desire for walls instead of curtains between their child's bed and 

others (on both units, especially the NICU, there are substantial numbers of beds that 

allow the families very little privacy with their children and each other). 

They spoke with intensity about the noise level on both units, both from alarms, 

telephones and pagers and from the myriad conversations continually taking place 

between staff and among families. They spoke of the importance of turning down 

lights at night so people can rest. All of them spoke of the difficulties in getting any 

sleep on the many nights they spent at bedside for all of these reasons. One mother 

spoke of she and her child being moved from one room to another at 3:00 AM and of 

their being moved from room to room 4 or 5 times during just one hospital stay. She 

said it might have helped if someone had at least talked with her about why the moves 

were necessary, especially moves made in the middle of the night or early morning 

hours. All of these expressed needs led to a discussion of the ongoing need for a 

“venting hour,” a regular time and place for parents to share with a hospital staff 

person their ongoing issues and concerns.  



Outside the PICU, attached to the family waiting room, there are sleeping 

quarters (a large room filled with bunk beds) and a room with showers for parents who 

are staying at the hospital with their children. The four parents who had spent time on 

the PICU with their children talked about limiting the use of these quarters to parent 

caregivers rather than, as is sometimes the case, whole families who “camp out” in the 

waiting room area. These parents also discussed the uncomfortable nature of the 

recliners at bedside on the unit. The hospital's NICU has no provisions for families to 

stay on the unit at night. 

An issue discussed at length by all five parents was their belief that they had to 

stay at bedside because their children were being treated by multiple physicians 

offering multiple plans of care and ineffectively communicating these plans of care to 

nurses and especially to other physicians. The parents believe that if they are not there 

to hear and keep track of the various medical decisions being made about their 

children, vital information could get lost and medical errors could result. They spoke of 

sometimes learning from other family members in the area that a specialist had been to 

see their child when they had stepped away and how hard it then was to learn what the 

specialist had decided or enacted regarding their child. The mother of the child with 

the transplanted heart said that she had often worried about the care other children 

whose parents were not often at bedside were receiving without anyone there to keep 

track of and monitor the various decisions being made. 

All of the parents spoke with some intensity about the failure of the physicians to 

communicate with each other and all expressed the belief that care conferences —  



meetings attended by all relevant caregivers — should routinely be offered for all long- 

term or critical inpatients on a regular basis. One of the parents emphasized that the 

medical staff do not fully appreciate that it is the parent at the bedside who is the 

expert for that child, both because they know the child best and because they are the 

only ones keeping track of the decisions being made. All agreed that coordination and 

streamlining of communication among physicians is an important and ongoing concern. 

One said, “Anything that can be done to improve communication is vital.” All also 

agreed that the creation of a “scorecard” with names and photos of all the physicians 

and specialists who care for the children on the unit would be very helpful to parents; 

these are available on the NICU but not as yet on the PICU of the hospital. 

Finally, the parent whose child was in the NICU spoke of the great comfort she 

received when a massage therapist made infrequent visits to the Ronald McDonald 

House where she stayed and offered a neck and shoulder massage to parents at the 

end of a long day at the hospital. The other parents agreed that such a service 

sounded desirable to them as well. 

At the end of this gathering and before I could ask the parents where they had 

found God in their experiences, a PICU attending physician who had heard I was having 

this session and who wanted to talk with parents about her ideas for a palliative care 

program entered the conference room and changed the course of the conversation to 

her needs and concerns. She had asked for permission to come into the group and 

listen, but instead entered in an active way and with her own agenda. As a result, the 

meeting ended with a changed focus.  



What I learned from these planning stage sessions was, first of all, the intensity 

and variety of needs, including needs for pastoral care, that brought these caregivers 

together, as well as their eagerness to name those needs and share them. I had the 

sense, with both groups, that they had been thinking about what their needs were from 

the day I invited to come together to talk and that they were nearly bursting with the 

pent-up need to express what they'd been preparing to share. The nurse caregivers 

spoke more directly about spiritual needs, acknowledging their need for ways to grieve 

and honor those who died, while the needs of the parents had more to do with the 

everyday stresses and struggles of caring for their children within the hospital setting. 

At the same time, I obtained from the parent session a deeper understanding of the 

communication difficulties of medical staff as experienced by parent caregivers. 

With regard to theological reflection, I learned how foreign and unapproachable 

this process seemed to those who came to both sessions. Part of the problem with 

implementing a theological reflection process with these groups may have been my 

choice of the Kinast model and my academic outline of the model which I shared with 

these caregivers. Part of the problem, too, may be that I invited them to come 

together to talk about their needs as caregivers without clearly explaining to them that 

we would be using a formal reflection process. Additionally, the hospital setting itself, 

with its scientific and mechanistic culture, may be somewhat inhospitable to theological 

reflection. If parents, especially, are struggling to observe and remember so many 

details of their child's medical care, time for spiritual reflection may seem of little 

significance. Finally, the intensity of need of the caregivers was such that their urgent  



focus was on expressing the needs they recognized in their own situations. 

As a result of these learning experiences, I made the decision to develop a simpler and 

hopefully more accessible theological reflection process for the implementation stage of 

the project. 

Implementation Stage 

Given the resistance to the theological reflection design I used for the planning 

stage, I devised a simpler tool for the implementation stage of this project, one 

modeled on a process created by Abigail Johnson. For each of the three focused 

discussion sessions which were part of the retreat, we began with a scripture reading 

and response. This was followed by the sharing of experiences on the issues of stress, 

suffering, loss and bereavement. Finally, we reflected on these experiences, beginning 

with the question. "Where did you find God in these experiences?” (See Appendix B) 

The retreat was held on Friday, September 30, 2005 at Christ Church Cathedral, 

an Episcopal cathedral about a block from the Ronald McDonald House and close to the 

hospital. I had heard from so few people, and those at the last minute, that I had no 

idea how many people might actually come, so I purchased supplies and prepared for 

15. Several parents had said they would “try to come” if their child’s condition made it 

possible. 

When the day began, there were only three parents present. One, a nurse on 

the PICU where I work, has a son adopted from Eastern Europe at the age of 2 who 

has multiple emotional and behavioral problems as well as learning and developmental 

difficulties. This mother came at my personal invitation because she is struggling right  



now with how hard it is to parent her child. The other two parents were a mother and 

father whose infant daughter and first child was born at 25 weeks gestation and flown 

to the hospital's NICU where she is now at 38 weeks gestation and still receiving 

intensive care. The parents, who own their own business, are from a town 150 miles 

from the hospital; they have lived at the Ronald McDonald House, taking turns going 

home for business purposes, for the last 3 months. These parents learned about the 

retreat through the Ronald McDonald House. 

At mid-morning, another parent joined us. This mother of four learned about 

the retreat through a social worker. She has a 14 year old daughter with sickle cell 

disease who, perhaps as a result of a medical error, had a severe stroke while 

hospitalized with a sickle cell crisis at the age of 7 and experienced life-changing brain 

damage. At noon, after the first reflection session was complete, a fifth parent joined 

us; this mother learned about the retreat through a local agency that assists persons 

with AIDS and HIV. Both mother and son, aged 10, are HIV positive. Her husband, the 

boy's father, died of AIDS a year ago. Three of the parents were white and two were 

African American. Their ages ranged from late twenties to early forties. The three 

white parents were college graduates. The two African American parents did not speak 

about their educational histories. 

For the session on stress, we began with a reading from Matthew 6: 25-34 about 

worry. The parents had little to say in response to the reading. Then they were given 

time to think of and silently reflect on a stressful experience related to their child, after 

which they were invited to share their experiences. The mother of the baby girl spoke  



of the emergency delivery by Caesarian section of her daughter — the unexpected and 

sudden breaking of her water, followed by hemorrhaging and the delivery of the 

umbilical cord, and an emergent delivery and whisking away of her baby, who was 

flown to this hospital. She spoke of her own sense of eerie detachment through this 

experience, of how chaos and shouting was going on all around her and how she just 

kept saying, “Do whatever you need to do to save my baby.” The father of this child 

spoke of his own terror throughout the delivery experience that he would lose his wife 

and said that only later, when he knew his wife was safe, did his fears and anxieties 

turn to his child. The mother of the adopted son spoke of the long stress of obtaining 

her son after years of infertility, of the repeated obstacles placed in the way of 

obtaining him, and of the health issues that developed as soon as they finally got him 

home. All three parents spoke of a sense of God's presence throughout these 

experiences, even though they were anxious or afraid. 

Asked what they learned from this experience about God, life, or themselves, all 

three of the parents spoke of learning about themselves. The mother of the NICU 

infant spoke of learning about her own strength and ability to adapt to changed 

circumstances. The father spoke of learning about how fragile life is and how much he 

had taken for granted. The mother of the adopted son spoke of learning that, after all 

the years of frustration, she would and could be a mother, that God had given her a 

child. Asked how they were changed by the experience and/or how their understanding 

of God was changed, they spoke of deepening trust in God and deeper appreciation of  



the giftedness of life. Asked what blessings came from their experiences, each of the 

parents identified their child as the central blessing. 

For the second session, the same set of questions was used to explore 

experiences of suffering. The Scripture reading with which the session began was 

Matthew 26: 34-39, 42-44. All five parents were present for this and the third session. 

They listened thoughtfully to the Scripture reading but offered no responses. The 

parents shared the following experiences of suffering: 

The father talked about the sense of powerlessness he felt at seeing his child 

with so many IVs and other medical equipment attached to her, her pain, and his 

powerlessness to help. His wife spoke of her experience of being pressured to pump 

breast milk for her baby, her discomfort and difficulty with doing so, and her sense of 

failure when she could not produce a good flow of milk. The mother of the adopted 

child spoke of how very troubled her son is emotionally and how difficult it is to deal 

with his rages, his unpredictability, and the knowledge of the emotional wounds he 

holds that he cannot speak from his years in the orphanage. She talked of her struggle 

against hopelessness as his problems go on and on. The mother of the child with sickle 

cell disease spoke of her pain that the child her daughter was before her stroke was 

gone and that she would always be different and would struggle with memory problems 

and other issues. The mother of the child with HIV spoke of how hard it was to tell her 

son about the nature of his disease and to witness his anger, both at not knowing 

earlier and at having this disease that stigmatizes him in his community. For all of the 

parents except the mother of the newborn, their suffering is a direct outgrowth of the  



suffering of their children. For the mother of the newborn, her suffering involved 

feelings of shame and inadequacy in providing for her child. 

With regard to finding God in and learning from these experiences, the mother of 

the adopted child spoke of feeling punished that even the child she now finally has 

makes being a mother, as she had for so long longed to be, so difficult. The mother of 

the newborn spoke of coming to a sense of inner peace about the breast-feeding issue 

and learning to trust her own feeling that this was not meant to be. The father spoke 

of the sense of trust each day of his child's survival brings and his awareness of how 

strong she is and how much she wants to live. The mother of the child with HIV spoke 

of the awe and admiration she has for her son's determination that he will live a long 

and full life and his ongoing talk about his future, including his insistence that one day 

he will be a father to children of his own. The mother of the child with sickle cell 

disease spoke of coming to acceptance that, no matter what, this is still her child and 

God has plans for her. Each again affirmed that their children are blessings and their 

time with their children is a blessing. The father said, “Every day is a blessing now.” 

The final session on loss and bereavement utilized John 11: 31-36. The father 

described his experience of loss and bereavement as “distance”: that no matter what, 

he could not get close enough to his child, that always there were the barriers of the 

incubator walls and the wires and attachments that never let him feel he could bond 

with her the way he wanted and needed to do. The baby’s mother spoke of the loss of 

the birth and preparations for birth that she had imagined, baby showers and readying 

the room and the intimacy of a normal delivery. The adopted son’s mother spoke  



about her own loss and bereavement in relation to her image of what motherhood 

would be and her desire to parent multiple children. She also said that this child was so 

difficult to parent that she did not feel capable of taking on another child and worried 

what her son might do to another child if they were to adopt one. The mother of the 

HIV positive child spoke of her loss of her partner and her son's loss of his father and 

the double grief of those losses. The mother of the child with sickle cell spoke of her 

loss of the daughter she once had before the child's stroke. This mother also spoke 

about the recent death of her own father. Most of the parents wept as they spoke of 

these losses. 

Asked where God was and what they learned from these experiences, the father 

spoke of learning patience and the need to wait. His wife spoke of learning to recreate 

her expectations and planning for the “birth” that will occur when her daughter can 

finally come home. The mother of the adopted son spoke of learning not to give up 

and hanging onto hope for her son and for their life together. The mother of the child 

with sickle cell disease spoke of learning to be glad her daughter is alive and trusting in 

God's plan for her. The mother of the HIV positive child spoke of cherishing her son 

and finding her partner in his face and behaviors. She said that her partner lives on in 

their son. 

All spoke once again of the blessings of parenting and all they had learned from 

their children. Unlike the parent session in the planning stage, these sessions with 

parents were filled with God talk and awareness of God's presence and God's love even  



in the hardships of their lives with their children. The mother of the adopted child was 

able to speak, by the last session, of her renewed hope for a good life for her son. 

This theological reflection process worked much more effectively than the one 

used for the planning stage sessions. There was some repetitiveness among the 

questions and sometimes the parents’ answers to an earlier question or even their 

descriptions of their experiences already contained answers to questions which 

followed. For whatever reasons, these discussions generally followed and flowed 

through the steps of the theological reflection process with little effort or prodding on 

my part. Perhaps, too, the time in silence to reflect and write or draw in advance of 

each time of sharing allowed the parents a deeper opportunity to consider the meaning 

and gifts of their experiences. As for the day-away retreat in its entirety, as an 

experience and process, what was learned from this project will be discussed in Chapter 

III. 

 



Chapter III: Analysis and Interpretation 
of the Implementation Process 

Needs Identified 

“Hear my words, O Lord; 

listen to my sighing. 
Hear my cry for help, 
my king, my God.” (Psalm 5: 2-3) 

The central need identified through each stage of this project is the fundamental 

human need to share one’s story and be heard. John Shea calls telling our stories “the 

human way of seeing” (12). He writes: “What we seek is a way to explore all that we 

are and can become, to understand enough to savor the richness and stare straight into 

the pain” (12). Shea credits to Gregory Baum an elucidation of the centrality of 

dialogue and communion to human selfhood. Paraphrasing Baum, he writes: “The 

human person comes to be through dialogue with others. Out of this ongoing dialogue, 

people develop a sense of who they are and where they are going” (25), 

All of the caregivers involved in this project were eager to speak and to be heard 

about their experiences and the experiences of their children. The ability to tell their 

own stories and be listened to by others were what the participants at the retreat listed 

as what they liked best. The quality of their sharing was deep and urgent and they 

listened with a kind of hungry attention to each other's stories. As was described 

earlier, the hospital is a setting with so much noise and so many interruptions that the 

opportunity to simply carry on sustained conversations was perhaps especially welcome 

after so long without it.  



Another need identified in the planning sessions and demonstrated in the retreat 

day itself is the need to be cared for and nurtured. The parents received each aspect 

of the retreat with deep gratitude — the food, the setting and its beautiful interior 

garden, time with a massage therapist, the opportunity to focus on their own feelings 

and needs. There was a sense, watching them through the day, of softening, opening, 

being eased. To be fed and cared for is an affirmation of the love of God. The psalmist 

writes: 

O God, you are my God — 
for you I long! 

For you my body yearns; 
for you my soul thirsts, 

Like a land parched, lifeless, 

and without water.... 
My soul shall savor the rich banquet of praise, 

with joyous lips my mouth shall honor you! (Psalm 63: 2,6) 

Almost none of the amenities provided at the retreat are available at the 

hospital, where McDonald's on the first floor or cafeteria food delivered lukewarm to 

rooms are the primary bills of fare, where the setting is institutionally unattractive (an 

unattractiveness enhanced by myriad pieces of mediocre art on the walls), where stress 

is abundant, where attending to the needs of parents is seen as peripheral at best, and 

where parents tend to “learn” through the norms of the institution that their central 

focus always must be fixed on the needs of the child and the communication 

preferences of the physicians. Recently, for example, a mother who grew angry about 

the lack of continuity in her child's care was dismissed with a roll of the eyes as a 

“drama queen” by one our intensivist attending physicians. This was the mother of a 

child being kept at our hospital for months now, on at least three different units with  



different physicians and caregivers, in a desperate effort to keep him alive until the 

multiple organs he needs are available for transplant. 

Another important need identified through this process was learned not from 

those who attended the retreat but from those who did not. Most of the parents invited 

did not attend. Of the handful of parents I was able to speak with about their inability 

to attend (those with children currently inpatients at the hospital), their reasons for not 

attending included an unwillingness or inability to leave their childs bedside or the 

hospital, either because of their own feelings or because some procedure or specialist 

consultation was scheduled for the day of the retreat that they felt they could not miss. 

One mother told me that she would never spend a day away from her child, 

being nurtured and cared for, because she would feel guilty allowing herself to do 

something her child could not. This same mother told me that she might allow herself 

to attend if what was offered was an evening meal at the hospital with time for sharing 

among caregivers during and after the meal. Several other parents said they were 

unable to attend because of the need to get home to see to their other children while a 

spouse or grandparent came to take their place at the hospital. A need identified for 

parents who cannot free themselves for an experience such as this is to find ways to 

bring briefer reflection and renewal processes to them within the safety of the hospital 

where they can be at their child's bedside immediately if need arises. With sufficient 

advance notice, perhaps parents could arrange for another family member or a friend to 

sit with their child long enough for them to meet and talk with other parents.  



As for those invited parents whose children are not currently hospitalized at this 

hospital, I can only speculate as to why they chose not to attend. The Ronald 

McDonald House mailed out 120 retreat brochures and letters of invitation to parents in 

this and surrounding counties who have stayed at their facility while their child was in 

hospital. None responded. An announcement of the retreat was published in the 

Catholic Archdiocesan newspaper, The Record, the week before the retreat (45% of the 

population of the city is Catholic and all who attend any of its Catholic churches receive 

the newspaper). Not one call came in response to this announcement. Brochures were 

distributed through many of the major social service networks in the city, including an 

agency for mothers and their children who are HIV positive or have AIDS. One mother 

attended. 

Reasons for the lack of response fom those outside the hospital are unknown. 

However, one mother who attended said she had never been on a retreat before and 

had no idea what to expect; perhaps other parents were also unfamiliar with what a 

“retreat” is and their uncertainty kept them away. Given the responses of those inside 

the hospital as to why they didn't attend, I wonder if the lack of attendance of those 

outside involved some combination of difficulty with finding alternate caregivers, 

unwillingness to leave their child, and/or uncertainty about the process or about sharing 

their stories. Ratliffe, et al. (2002) offers some clues: 

The fact is that it is very difficult for a family with a medically fragile child 
to do anything outside the home spontaneously.... Social contacts and, by 
extension, social supports decrease, which increases the stress of family 
isolation.... (184) Some families have even said that it is sometimes not 
worth it to go out.... (183)  



This very limited “sample” of parents who attended the planning stage and the 

implementation stage of the project affirms the needs of parents of children with 

chronic health issues that hospital observation had led me to identify: the need to 

reflect on and share experiences of stress, suffering and loss and the need for renewal 

and nurturance. What was also identified through this process is that a project design 

for a day-away retreat did not allow many parents of chronically ill children to feel able 

to partake in the process. 

When the circumstances imposed by the medical review board process at the 

hospital forced me to take this project outside the hospital, financial constraints forced 

me to choose either parent or nurse caregivers to be recipients of this one day-away 

retreat. I chose parent caregivers, whose lives are continuously bound to the lives and 

needs of their children, as the persons whose needs for pastoral care were greatest. 

The nurse caregivers who participated in the planning session discussion, meanwhile, 

have repeatedly asked me when I will be able to offer a retreat for them. 

Nurse caregivers have days off from the hospital and the stresses of their lives as 

caregivers there. While the day-away retreat process may not have been the most 

effective means of offering nurturance and care to parent caregivers, it may yet be an 

effective means to minister to nurse caregivers. Once this process is no longer an act 

of “research” for this thesis project, I will submit the grant application originally 

intended to fund these retreats and “test” this process on nurse caregivers. 

LEGE LIBRARY 
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Themes Emerging from Discussions 

Certainly the themes of stress, suffering and loss resonated with those who 

attended. Parents were able to articulate without hesitancy particular experiences that 

contained or evoked stress, suffering and loss in them and/or in their children. Other 

themes carried through our conversations included a common experience of frustration 

and/or anger with medical caregivers, medical procedures and hospital life. This was 

true, as well, for parents who attended the planning stage session. At the same time, a 

somewhat less common but significant theme had to do with the kindness of some of 

the caregivers, usually nurses. At the retreat sessions, each of the parents also talked 

about the blessings they'd gained through the lives of their children and a deeper 

appreciation of the value and fragility of life that they believed made them treasure life 

differently or better than they had before. 

Through review of literature research, Canam (1993) identified multiple common 

tasks facing parents adapting to the care of chronically ill children: 1) accepting the 

child's condition, 2) day to day managing of the child’s condition, 3) meeting the 

developmental needs of the ill child and other family members, 4) coping with ongoing 

stress and crisis, 5) assisting family members in managing their feelings, 6) teaching 

others about their child's condition, and 7) establishing a support system. Several of 

these tasks were touched on by parents at the retreat. The retreat process as 

structured specifically encouraged parents in accomplishing the tasks of acceptance, 

coping, teaching others, and establishing support.  



Much more could be done to assist parents in accomplishing these tasks and in 

addressing the common themes of their experiences, and it is my hope to continue to 

find ways to offer this needed assistance. But Ratliffe (2002) writes: “It should be kept 

in mind that families don't live in or experience ‘themes’ and ‘domains.’ Their 

experience is a seamless and at times relentless maelstrom of needs and tasks. The 

ebb and flow of crushing heartbreak and soaring accomplishment punctuate their lived 

experience.” (186) Perhaps finding ways to offer ongoing forms of assistance that 

occur within the “ebb and flow” of their lives will develop out of this research. 

Hopes for the Future 

All but one of the parents present at the retreat expressed hopes for their 

children’s futures, which, of course, also involved their own. The mother whose child 

was HIV positive hoped for a long and healthy life for her son, and for herself to live 

long enough to see it. The mother of the adopted child hoped for an end to his 

suffering and rages and a peaceful and happy life for him; she also hoped for hope, for 

herself, to not give in to discouragement or pessimism about her son’s growing to 

health. The parents of the premature infant expressed the hope of taking her home, 

healthy and strong, to the life they had previously imagined for themselves as parents. 

Only the mother of the child with sickle cell disease expressed a hope not for her child 

but for herself — that she might come to acceptance of the way her child is now. 

At the end of the retreat, all of the parents present asked to be informed if 

another parent's retreat was ever offered. They provided contact information in writing 

so that I could let them know and several of them also told me as they said goodbye  



that they hoped I would do this again. Perhaps there may yet be a way to adapt the 

process to keep it at the hospital for inpatient caregivers and yet to provide parent 

caregivers whose children are at home what these parents seemed to value. 

An additional source of hope unrelated to this project but deeply connected to 

some of the issues addressed here is the creation of a palliative care program called 

“Hearts and Hands" to offer holistic medical, emotional and spiritual care to families of 

children with etivesioping illnesses at the hospital. I have been invited to be a 

member of the leadership team for this program and to serve as its full time chaplain. 

It is our hope that this program will allow the palliative care team to educate and model 

holistic care - patients and families to doctors and staff within the hospital system. 

Perhaps, in time, this ongoing program will begin to bring about organic change to the 

institutional structure of the hospital. 

Awareness and Adaptation for Project Continuation within Hospital System 

Time away to reflect on their experiences was of value and served to bond in an 

intimate and powerful way those who shared their stories together at this retreat. For 

those who came, the experience of being fed, nurtured and pampered was also valued 

and those attending left appearing lighter and more at ease. One mother said to me, “I 

am not one who expresses myself, but I felt so loved here that I was able to express 

myself and I'm so glad I did.” So the process worked, but the problem remains that 

few were able, for whatever reasons, to partake of the process, which means the 

process also failed. There are 50 many parents of chronically ill children bearing their 

stresses, suffering and losses alone and so few were able to benefit from the process as  



it was structured for this first retreat. Other ways of trying to reach and meet the 

needs of parents within the hospital need to be developed. The needs and themes 

identified in this project remain useful, but additional avenues for connecting must be 

found. 

A day-away retreat for nurse caregivers still should be offered and my prediction 

is that it will be well-received. Perhaps, too, the process may work for parents when I 

can advertise to them directly through the hospital units where they spend so much 

time with their children, which I was not able to do this time, so it is worth trying a 

parent retreat again. Additionally, though, I learned from these parents that the need 

to connect and tell their stories is the essential need and I can seek other ways to do 

this. 

One way I have already been considering and planning is this: Beginning in 

2006, I intend to seek the help of local churches to bring a monthly form of reflection, 

connection and renewal to parent caregivers, and perhaps to nurse caregivers as well, 

at the hospital. I will ask individual churches to prepare and serve a delicious meal, 

lovingly prepared and elegantly served, with flowers and tablecloths, in the hospital's 

most comfortable gathering room. I will invite parents with formal printed invitations 

distributed the week of the dinner or shortly before, and requiring an RSVP, with a limit 

of 12-15 parents per meal. Through limiting the number and providing the meal within 

the hospital itself, I hope to generate interest and a sense that the meals and 

conversation are a prized gift parents should seek. Hopefully, over time, the meals will 

become a part of the culture and parents will speak of them to each other in ways that  



will make them watch and hope for invitations. Offering the meals on a monthly basis, 

with an hour of conversation on one theme following each meal, will make them 

accessible and anticipated, as well as events of short enough duration that parents will 

be able to give themselves permission to attend. 

I believe a meal of this kind would provide the parents who attended a sense of 

being cared for akin to that provided by the day-away retreat. At the same time, it 

might serve to remind them that there are communities of persons outside the hospital 

who care about them and their children. It would also afford parents the essential 

element of time to share their stories together with other parents. To speak together 

may serve to empower some parents to speak their own truths to the medical 

personnel with whom they are inescapably involved in. obtaining the necessary care for 

their children. 

Finally, all efforts to provide pastoral care require AApLAion to the intended 

audience. I have learned that it may be necessary to develop two different formats for 

providing for nourishment, reflection and renewal for parent and nurse caregivers. 

Additionally, I learned more than I would have desired about the difficulty of developing 

a new process for meeting the needs of families within a hospital setting. This learning 

required me to find a new setting, a new funding source, new avenues for connecting 

with parents, and a new timeline for completion of the project. This learning also made 

real the need for perseverance in pastoral care work as one may at times be required to 

recreate or redirect one’s efforts in order to offer care to those in need.  



Chapter IV: Participant Evaluation and Feedback 

How Participants Experienced and Evaluated the Project 

All of those who participated in the planning stage reflections, nurse and parent 

caregivers alike, expressed gratitude for being included in the reflection sessions. All 

affirmed the value in sharing their experiences with other caregivers. All expressed 

eagerness to be a part of other opportunities to meet and share with other caregivers. 

These sessions, held at the hospital, were attended by caregivers known to me through 

the hospital and personally invited. 

At the day-away retreat as well, all of the participants had positive responses to 

the process. Of the five parents who attended, their responses recorded on the 

“Retreat Evaluation Form” provided were as follows: 

Evaluation Statement: Responses 

I felt nourished and cared for at this retreat. strongly agree (5) 

This retreat helped meet my spiritual and emotional needs. strongly agree (5) 

It was helpful to talk with others about stress. strongly agree (4) 
agree (1) 

It was helpful to talk with others about suffering. strongly agree (5) 

It was helpful to talk with others about loss and strongly agree (5) 
bereavement. 

It was helpful to find blessings in my experiences. strongly agree (2) 
Absolutely (1) 
Yes! (D) 

("Yes, because now I can share my experiences of blessings with others.”) (1) 

I would enjoy coming to another retreat of this kind. strongly agree (5)  



I would encourage others to come on a retreat of this kind. strongly agree (5) 

This retreat center was a good place to meet. strongly agree (5) 

It was hard to be away from my child for the day. strongly agree (1) 
agree (2)* 

(One wrote: “But much needed time for self.”) 

disagree (2) 

In response to open-ended questions on the evaluation form, the parents offered these 

responses: 

Q. What did you like best about this retreat day? 

“The willingness of others to listen to me” 

"The chance to talk to others about our lives and families, experiences, etc. was 

wonderful.” 

“It was great talking with others about similar and different issues. It was also 

great having time to reflect spiritually and emotionally about all that is 

going on in our lives.” 

(1) sharing with others, (2) the garden, (3) the empathy, (4) the massage” 

“Open discussion” 

: What would you like to see changed about this retreat day? 

“N/A” 

“Nothing. It was spiritual and healing” 

“I thought it was great. I wouldn't change anything. I do wish more people 

could benefit from this.” 

“Nothing.” 

“Talk more about healing techniques or strategies.”  



What other concerns or issues that you face as a parent would vou like 

to hear discussed at a retreat of this kind? 

“Helping your child to achieve peace, good self-esteem, a love of helping others. 

Healing wounds in your family.” 

“Maybe finances and stress relating to that.” 

“I think the main issues facing us were discussed. I can't think of any other 

topic that would work as well as the ones discussed.” 

“Ways to continue to express hurt and pain or loss of loved ones.” 

Any other comments or questions? 

“If you all have a Christmas program, I would like to know if you could help me 

this Christmas with my children — get them some toys.... Thank you for 

listening to me.” 

“Thank you so much for letting us share our experiences and feelings. It's 

always helpful to talk with others.” 

"The retreat was great. It was great meeting you... You have put together a 

great thing for parents. I know you put a lot of thought into your retreat 

and discussions. May God continue to bless your work!” 

“The flow of this was wonderful! You are a blessing to many! The comforts left 

me feeling so cared for — Thank You!” 

One person did not offer responses to the last two questions.  



Knowledge Gained from this Feedback 

The pastoral concern identified for this project is real and deep. Caregivers of 

chronically ill children need to be able to come together to share and reflect on their 

experiences as caregivers. They need, furthermore, a safe place to speak their 

concerns and frustrations with the institutional structure of the hospital and the ways in 

which this institution infringes upon, impedes, and in some ways devalues their roles as 

caregivers. They need time away and time together to share their slyeuses, sufferings, 

losses and bereavement. They are hungry for the time and space and nurturance that 

this project sought to offer and they are grateful for what this day-away retreat sought 

to provide. They loved this experience, and they want and need more. 

The retreat process as structured worked effectively for those who came. The 

combination of times for focused discussions and for informal conversation, the 

provision of food, massage and a peaceful setting, and the mixture of quiet time and 

talking time seemed to offer welcome and comfort, a sense of safety and an effective 

setting for sharing experiences. These five individuals had very different stories and the 

medical needs of their children varied greatly, yet they found value in listening to and 

talking with each other. And, as their responses indicate, it was the sharing together 

that they valued the most. For future planning, whether in a full day retreat or dinner 

and discussion sessions at the hospital, the most important provision must be a setting 

safe enough and an invitation clear and focused Soh to allow for deep sharing about 

their experiences as parent caregivers.  



In addition, other needs were touched on in the feedback that would be useful to 

address in future gatherings. Finances and financial stresses were mentioned as needs 

to be addressed. The pressure of financial concerns for caregivers of chronically ill 

children is well-documented in research literature. For example, Bolland and Sims’ 

interviews with parent caregivers found that, “Stress related to financial problems was 

common for most families” (57). Kuster and Merkle state: “The physical strains, 

financial constraints, emotional effects, and social isolation experienced by parents 

caring for children with such complex medical needs may ultimately impact their 

physical and emotional health” (257). And Thyen, et. al., write: “Our study suggests 

that having a child assisted by technology may force many mothers to quit 

employment, diminishing family resources at a time when financial needs may actually 

increase” (1241). Other needs mentioned in the evaluation feedback included 

assistance with helping “your child to achieve peace, good self-esteem, a love of 

helping others,” healing wounds in families, and assistance with grief work and 

bereavement. 

There are many needs and experiences related to being caregivers for children 

with chronic health issues that might be addressed in future retreats or dinner 

discussions offered for caregivers. This passage from Kane and Himelstein’s “Palliative 

Care in Pediatrics” provides a virtual inventory of topics and concerns that could be 

addressed in fue and ongoing caregiver discussion sessions: 

Suffering, for the parents of a child with a life-threatening illness, can be 
a multidimensional experience of pain, fear, failure, despair, powerlessness, 
hopelessness, purposelessness, and vulnerability. These experiences are both  



personal and interpersonal. Parental anxiety is due in part to the changing 
parent-child structure, the need to understand the illness experience, become 
familiar with the hospital environment, adapt to the changing relationships with 
their child and other family members, and negotiate with professionals about 
their care. Parents must also deal not only with the immediate threat of disease 
on their child's life, but also with important additional family stressors during 
treatment such as lifestyle changes, marital tension, financial strain, loss of self- 
esteem, and even loss of sleep. Furthermore, when confronted with the 
suffering and possible death of their child, parents frequently recognize their own 
limitations and mortality. Their perception of life, death, and the world around 
them is changed dramatically by the reality of the loss of their child, a loss that 
involves not only a loved family member, but also the future embodied in the 
hopes and dreams that were invested in the child. In addition, parents must also 
satisfy the emotional needs of other children in the family which many times 
parallel those of the seriously ill child. Finally, children and families may also 
suffer spiritually. This may be manifested as a sense of isolation and 
abandonment, a sense of hopelessness and Uncoripiny about the meaning and 
ultimate purpose of life. (1045) 

Fundamentally, the need for connection with other parent caregivers to address 

their isolation and allow sharing of their experiences is paramount. On an ongoing 

basis, such connection has the potential to offer multiple benefits. A study by Baum, 

for example, found that Internet parent support groups for caregivers of children with 

special health care needs offered caregivers opportunities to share useful ideas, 

improved their relationships with their own ill children, and offered conneetion with 

trusted others. Caregivers reported that these online support groups assisted their 

coping, read their hope and compassion, and offered emotional release through 

laughter and relaxation. (386-388) Hopefully, whatever form the ongoing pastoral care 

that will grow from this project takes, parent and nurse caregivers will find similar 

benefits. Chapter V will summarize my own reflection on and evaluation of this project.  



Chapter V: Summary, Theological Reflection and Results 

Summary 

How about if I say, I have fought for my whole Jife a long defeat. 
How about that? How about if I said, That's all it adds up to is 
defeat?... I have fought the long defeat and brought other people on 
to fight the long defeat, and I'm not going to stop because we keep 
losing.... We want to be on the winning team, but at the risk of 
turning our backs on the losers, no, it’s not worth it. So you fight the 
long defeat. | 

Dr. Paul Farmer, in Mountains Upon Mountains by Tracy Kidder (288) 

In the midst of the struggle, internally and externally, to complete this project, 1 

read the book Mountains Upon Mountains. 1t is a book about the ongoing struggle 

against human suffering of Dr. Paul Farmer, who works to alleviate the sickness and 

suffering of the poor in Haiti and elsewhere in the world. 1 begin with this quotation 

from that book for two reasons. First, when I read the passages above, the words 

spoke directly to the struggle I'd been engaged in, not just with this project, but with 

the work I do and the setting in which I do it. No matter how much grief I walk with, 

no matter how many crises I attend to, no matter how many people I get to, there is 

always more. 

Second, I believe these words speak as well about the experiences of caregivers 

of chronically ill children, whose journeys carry them from stress to stress, from loss to 

loss, from suffering to suffering. Parents and nurses alike move, often for months or 

years at a time, from valley to valley and, less often, from peak to peak. For caregivers 

whose children will never be healthy, will never be “normal,” or will never live to 

adulthood, the lives of their children, although they are also blessings, are long defeats, 

because their own love and care cannot fix what is broken.  



I have learned through this project that while there is much that can be done, 

there is and will always be much that is undone and many patients and families who 

will not be reached by my efforts to serve. I have also learned much about the 

difficulties of attempting to introduce change into institutional cultures and about the 

debilitating impact of discouragement on one’s energy and passion. Some of this 

learning will be explored in the theological reflection which follows. I will apply to my 

own learning the same process of theological reflection that I employed with parents on 

the retreat. 

Theological Reflection 

SCRIPTURE FOR SESSION ON STRESSES 
Matthew 6:25-34 

This is why I tell you: do not be worried about the food and drink you need in order to 
stay alive, or about clothes for your body. After all, isn't life worth more than food? 
And isn't the body worth more than clothes? Look at the birds: they do not plant 
seeds, gather a harvest and put it in barns; yet God in heaven takes care of them! 
Arent you worth much more than birds? Can you live a bit longer by worrying about it? 

And why worry about clothes? Look how the wild flowers grow: they do not work or 
make clothes for themselves. ‘But I tell you that not even King Solomon with all his 
wealth had clothes as beautiful as one of these flowers. It is God who clothes the wild 
grass — grass that is here today and gone tomorrow.... Won't God be all the more sure 
to clothe you?... 

So do not start worrying... God in heaven knows that you need all these things. 
Instead be concerned with life itself and with what God is asking of you, and God will 
provide you with everything else. So do not worry about tomorrow: it will have enough 
worries of its own. There is no need to add to the stresses each day brings. 

Living Waters: The New Testament in Today's English Version, 1993  



Think of a recent stressful experience... that affected you and made a 
difference in your life. 

I began this project with great energy and with high hopes. I had parents and 

nurses interested in the goal of creating retreats for caregivers, some of whom met and 

shared with me in the focus group sessions. I knew of a wonderful, comfortable, 

healing retreat center not far from the hospital, where I envisioned providing caregivers 

with a rich experience of loving care. I had the approval of my supervisor, a timeline in 

place, and a grant application completed to seek our children’s hospital foundation's 

funding for the two retreats. 

Then, on the day I was ready to bring the grant application to my supervisor for 

his signature, he told me something he had neglected to mention in all of our previous 

conversations about the project: The project would have to be Are] by the 

hospital's Institutional Review Board (IRB), a governing body at the university with 

which our doctors are affiliated that oversees and approves all research. That same 

day I called the hospital's foundation office and was told that since I needed IRB 

approval I could not submit the grant application until that approval was obtained. I 

also met with the hospital's research staff and was given a checklist of writings and 

certifications I would have to oth in order to have my research project exempted or 

approved by the IRB. I called Dr. Unverzagt to ask her to serve as the “project 

director” for my project because as a student, according to IRB regulations, I could not 

serve in that capacity myself.  



2. Tell about the experience, in words or pictures — what exactly 
happened, how did you feel? 

Over the next several weeks, Dr. Unverzagt and I completed two computerized 

training programs and tests for certification, the first regarding HIPAA, the federal laws 

governing the privacy of patient information in hospitals, and the second which taught 

regulations governing institutional researchers. Meanwhile I scrambled to create the 

multitude of forms and materials required as part o the submission package for IRB 

approval. In three weeks I submitted the package and then waited for a response. 

Among the documents I had to create and submit for approval were a brochure 

and a poster advertising the retreats. Following guidelines provided, I clearly indicated 

on both items and on every other form created that these retreats were part of a 

research project being conducted to meet the requirements for a Master's degree. (See 

Appendix C) After two weeks, the IRB replied with a list of corrections to be made to 

the documents before a decision could be made about the project. One of the 

“corrections” instructed me to remove the word “retreat” from all advertising for and 

information about the project and to substitute the words “research study.” For 

example, the front of the brochure and the poster would now read, “Come Experience a 

Day-Away Research Study for Caregivers of Children with Chronic Health Issues.” 

Needless to say, this wording did not seem likely to bring caregivers running. 

Distressed by these corrections, I called Dr. Unverzagt, with whom I decided that what 

I needed to do was to take the project outside of the hospital, and thereby outside the 

jurisdiction of the IRB, and to begin again.  



I've always loved the above Scripture from Matthew, but within the Grand of 

this research project experience, it seemed clear to me that Jesus knew nothing about 

Institutional Review Boards. Iama person who places great importance on meeting 

commitments and deadlines and, from the moment my supervisor informed me of the 

additional sets of hoops to be jumped for the IRB process, I struggled mightily with 

stress and distress. I'd had a vision in place of what was needed, what would happen, 

and how and when those things would happen, and suddenly that vision was 

fragmented, if not shredded, and I was no longer in control of what would happen or 

how. I felt that my life plan for the next year had been utterly derailed. 

3. Where/how did you find God in this experience — present or 
absent, loving or punishing, etc. .... 

Beginning the day my supervisor informed me about the IRB and continuing 

through the months of adaptation that followed, I felt like the apostles felt when the 

storm came up and they were in a boat being battered by waves and wind. Jesus was 

present, but asleep, and they felt alone and unaccompanied as they faced the storm. 

I knew God was present, but I did not fee/ God's DHSS. In fact, I felt beset, as 

though forces greater than me were attempting to stand in the way of what I was 

trying to do — and of course there were such forces. 

However unintentionally, my supervisor had waited until the project was ready to 

run to tell me about a whole new set of hurdles I hadn't known existed. Then, 

attempting to win approval for my simple project from a review board used to dealing 

with medical drug tests and complicated medical research was like trying to fit a fragile 

orchid into a test tube. Iwas both stressed and distressed and I struggled with anger 
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and discouragement. I felt that God was silent as forces other than God seemed to be 

placing roadblocks in my way. 

4. What did you learn from this experience about God, about life and 
about yourself? 

I learned again what I have learned many times before, but hopefully, each 

time, more deeply: God's ways are not my ways and God's time is not my time, but God 

will not leave me orphaned. Faced with the need to take the project outside the 

hospital, I contacted the manager of the Ronald McDonald House where many of our 

patients’ parents stay during their children’s hospitalizations. The manager readily 

agreed to help me advertise the retreat, to send out brochures to their mailing list, and 

to allow me to come to family meetings at the House twice weekly to personally invite 

parents. 

Other friends and acquaintances offered ideas about and assistance with 

spreading the word about the retreat as well. I made arrangements with a church close 

to Ronald McDonald House and to the hospital to be the site of the one retreat for 

parents that I would now be able to do. A parishioner at my church gave my name to a 

massage therapist who called me and eagerly volunteered to give massages to parents 

on the day of the retreat. Other parishioners offered to make food for the retreat 

and/or to help with set-up or clean-up for the day. All of these responses were signs of 

God's presence. 

Faced with the need to find another source of funding for the retreat, I wrote a 

letter to a group of friends in Fort Wayne and asked for their donations to defray the 

cost of the retreat. I included in my letter a list of expenses for the rental of the  



conference center at the cathedral, for food and supplies, and for a massage therapist, 

“and estimated the total cost as $900.00. Within the next two weeks, I received checks 

of from $50.00 to $250.00 from a variety of people, seven checks totaling exactly 

$900.00. Here, too, God's presence was most clearly revealed to me. 

What I learned about life, again, is that it is never easy and that it never unfolds 

according to plan. Viktor Frankl wrote: 

What was needed was a fundamental change in our attitude toward life. 
We had to learn... that it did not really matter what we expected from life, but 
rather what life expected from us. We needed to stop asking about the meaning 
of life, and instead to think of ourselves as those who were being questioned by 
life — daily and hourly. Our answer must consist, not in talk and meditation, but 
in right action and in right conduct. Life ultimately means taking the 
responsibility to find the right answer to its problems and to fulfill the tasks 
which it constantly sets for each individual. (85) 

I learned that I had to do the next right thing, to proceed undeterred to find a way to 

finish what I had begun, creating the project and process I had sought to create. I did 

not do so easily or without struggle. 

What I learned about myself had to do with the depth of my strength and 

determination, but I also learned again the necessity and intensity of struggle against 

despair. The past four years of my life have involved continuous hard full time work 

and academic study, as well as teaching part time to pay for the cost of my education. 

I knew coming into 2005 that I was exhausted and that I desperately needed to be 

done with school and with the endless financial and physical drain of paying for it, for 

myself and for my sons, who both recently finished their Bachelor's degrees. When my 

timeline for the project was derailed, I very nearly was derailed myself, because I was 

not at all sure that I could summon the energy needed to begin again.  



I did nonetheless summon the energy to arrange a retreat outside the hospital, 

but I had little enthusiasm anymore for the project. And the stress of preparation didn't 

end with lining up the place, mailing brochures, etc. Because then, from early August 

until the middle of September, no registrations came. Some persons around me 

sugnested I should take out an ad in the newspaper or try to get on TV for a public 

service type announcement, in addition to the various ways of reaching out I had 

engaged in, but I did not have the energy or the faith to do more. I began to consider 

that perhaps this retreat just wasn't meant to be, that it was a failed idea, that maybe it 

was best to cancel it. Maybe it was time to admit defeat and try again at another time. 

I even briefly considered walking away from the whole idea. 

In the eit of that uncertainty, I decided that if there were no registrations by 

two weeks before the date, I would consider canceling. One registration came. Then I 

decided that if there were no more registrations by one week before the retreat, I 

would cancel it. One week before, a second registration came. A couple of other 

parents had talked about coming, but I had no registration forms from them. I talked 

with everyone I knew about my anxiety about having enough people to make the 

retreat possible. I prayed, and asked others to pray, that somehow enough people 

would come to make the retreat a successful one, enough voices and sharing to enrich 

the lives of those who came. And I went about gathering the supplies and making 

arrangements for meals for an unknown number of persons who might come. When 

asked by others how many I felt I needed as a minimum to make the retreat | 

successful, my answer was “Five.”  



On the day of the retreat, I arose early, gathered all the materials needed, and 

drove to the cathedral feeling somewhat like a prisoner facing sentencing — steeled for 

what was ahead but without hopeful anticipation. Nonetheless, I offered the day to 

God and asked God to provide what was needed for the day, including providing me 

with the energy needed to facilitate the day. God provided just enough people - five 

was the number I knew was minimally needed to make the process a success, and five 

is how many came. 

I had too much food, too many supplies, and a room too large for such a small 

group of people, but we made a circle of chairs in one corner of the room and the day 

unfolded. Afterward, rather than feeling the elation I usually experience at the end of a 

retreat I facilitate, I felt only exhausted and grateful that it was over at last. Much of 

my exhaustion, I am sure, was the result of the several months of anxiety and stress 

that preceded the day. If I had been able to simply trust the goodness and providence 

of God, perhaps elation might have been possible. 

5. How were you changed by this experience? How was your 
understanding of God changed? How will you behave differently since 
having this experience? 

Not for the first time, but hopefully more deeply, I am humbled by knowing that 

God's ways are not my ways and God's timing is not my own. My vision of this project 

was of myself gathering together a group of stressed, suffering, and anxious parents of 

ill children and richly providing for them an experience of comfort, companionship, 

communality, and care. What I did not anticipate and did not understand until now is 

that God's vision of this project involved allowing me to walk a journey of stress,  



suffering, and anxiety and to be strengthened by it (though I did not feel strong). 

Although I did not see it in the months of preparation, I see now that not only was I 

allowed to provide an experience of comfort, companionship, communality and care, I 

was taught how deeply I need these things, and that I must seek to find, create, or 

provide them for myself. 

During these months, because of how difficult this project was, I did some things 

I'd roded to do since beginning this new career as a chaplain I went on a private 

directed retreat to focus on the stresses and struggles of my own journey. I sought and 

found a group of persons outside my hospital — chaplains, a social worker and an art 

therapist — to form a support group with me, meeting monthly to enrich and strengthen 

each other. For reasons beyond this project as well as because of it, this period was a 

desert experience, but in the midst of it I learned to take better care of myself. And I 

learned that I need to keep getting better at that. If I am to be able to serve well as a 

caregiver myself, I must find and practice better ways to ensure my own well-being. All 

the while my focus was on the creation and provision of care for others, God's focus 

was on the urgent need to care for myself, 

An unrelated and yet utterly related experience at this same time underlined this 

need. Shortly before the retreat was held, God sent a messenger to reveal to me the 

instruction God's focus for this process intended to reveal. 

The kingdom of God will be like ten maidens who took 
their lamps and went out to meet the bridegroom.... 
Five of them brought no extra oil with them, while the 
wise ones brought flasks of oil with their lamps. 
The bridegroom was a long time coming, and all the 
maidens fell asleep. At midnight they were awakened  



by this cry: “Behold, the bridegroom! Come out to 
meet him!” All of the maidens got up and trimmed 
their lamps. The ones without oil said to the wise 
maidens, “Give us some of your oil — our lamps are 
going out.” But the wise maidens answered, “No, 
there may not be enough for us and you. Go get 
your own oil.” While the five without oil went off 
to find some, the bridegroom came, and those who 
were ready went into the wedding feast with them. 
Then the door was locked. 

Matthew 25:1-10 

About a month and a half before the retreat, I met a family who, as a result of a 

terrible accident, kept a month-long vigil at the bedside of a dying child at my hospital. 

A second family member with injuries was also on the unit for the first two weeks of 

that month, and yet another, an adult, was in a hospital down the street. Still another, 

a grandmother and great-grandmother in this family, had a heart attack at the hospital 

the day of the accident and was hospitalized in the adult hospital across the street. 

So: four family members hospitalized at three different hospitals, one of them 

dying, and a huge extended family moving from one place to another trying to care for 

each other. During that month, I too moved from room to room and family member to 

family mieniber, as I was able, offering what support and compassion I could, trying in 

“humble ways to offer assurance and comfort to all of them. 

At the end of the month, when it was clear the child could not live, the child 

went home to God. A few days later, I attended the visitation before the funeral for 

this child, winding my way through the crowd of mourners to greet and embrace the 

various family members I had come to know. One of them took me aside and said, “I 

have something for you.” She pulled from her purse an old oil lamp and explained that  



she had rescued it from an auction of her grandmother's estate the previous weekend. 

: She apologized for its humble nature and condition, and then explained why she was 

giving it to me. " watched you at the hospital,” she said, “moving among us and 

taking care of all of us, and I thought of the parable of the maidens waiting for the king 

and how some of their lamps went dry. I want you to have this as a reminder 0 keep 

filling your lamp so that your light can continue to shine.” The giver of this gift had no 

idea just how timely her message was for me. 

The spiritual life — and the caregiving life — is about keeping our wicks trimmed 

and enough oil available in the lamps of our souls to allow our light to shine. The 

spiritual life and the caregiving life are about locating within the context of our daily 

lives enough spiritual nourishment, enough oil, to keep burning brightly. And the lesson 

of the parable of the maidens is that in some ways we are each responsible for getting 

our own oil. Not that the Spirit of God is ours to control; She blows where She wills. 

But we must provide space and time for the Spirit to enter in, and that is what the 

everyday disciplines of the spiritual life are about, to be ready, as the wise maidens 

were ready, for God to enter in. These were lessons that God used this retreat project 

to teach me. 

6. What blessing, if any, came out of this experience? 

There are several blessings that came out of this experience for me. 

First, I was at last driven to find the care I need as a caregiver. If I hadn't, given how 

drained I was from two and a half years of caregiving, I'm not sure how much longer I 

could have continued to do this work. Second, I learned from the experience of having  



to take the project outside the hospital that I had to take my needs as a caregiver 

outside the hospital as well — I had been unsuccessfully trying to get my caregiving 

needs met within the hospital for two and a half years. Third, the whole experience 

gave rise in me to a clarity of focus and depth of commitment that I know I will draw 

upon in years to come. Given the way the project was derailed and other experiences 

that occurred simultaneously at the hospital, I was given clarity of focus about the need 

to simply persevere in doing the next right thing in order to stay on the path before me. 

At the same time, my own realizations of my needs as a caregiver have deepened my 

commitment to find ways to aid and comfort the parent and nurse caregivers with 

whom my life intersects. | 

Theological and Other Questions Arising From This Project: 

The question of suffering — why God allows it, especially in children, and what it 

means — is and will remain central to the work I do and the persons I seek to 

accompany on the caregiving journey. The question of how one balances a life of 

service with care of self is also central. Additional questions uniquely connected to the 

practice of medicine deal with whether God or the practice of medicine is the cause of 

the suffering of these children and the ways in which the practice of medicine may 

stand in the way of the will of God for some children. 

There are other questions as well. In the work of providing for the needs of 

caregivers, a central question is how to provide a format and context that gives parent 

caregivers the time and respite they need to process their experiences when their 

parental roles keep them bound so closely to the overriding needs of their children.  



How can we bring them together when the structure of the hospital and the nature of 

their children’s needs keep them apart? Some ideas about addressing these questions 

were offered in an earlier chapter, but the process of finding ways to address these 

needs and questions will involve ongoing exploration and experimentation. 

Reflection Group Responses to the Theological Methods Used 

As was discussed earlier, the planning stage groups responded to the Kinast 

theological method by ignoring and/or resisting it and speaking instead to the mental 

lists of needs and issues they had brought with them to the meetings. They had too 

many stories to tell and too many concerns to share to be methodical in the ways they 

shared at these sessions, 

As a result, I adopted a simpler theological reflection process drawn from Abigail 

Johnson for the implementation stage sessions. These sessions with the group of four 

and then five parents responded comfortably to the theological method, perhaps in part 

because they were given time to reflect and write or draw about the questions before 

sharing their responses in group. In these sessions, the method allowed them to 

consider and locate God's presence in their experiences and also to reflect on and 

respond both to their experiences of stress, suffering and loss and to blessings which 

grew out of these experiences. Some of the parents reported finding value in the 

theological method sessions; all found value in being able to share with one another. 

For future discussion sessions with both parent and nurse caregivers, I intend to utilize 

the set of questions used for the implementation stage sessions.  



Assessment and Results 

The goals for this pastoral project were to create a retreat process and structure 

addressing the stresses, suffering, loss and bereavement experienced by caregivers of 

chronically ill children at my hospital and offering relief and assistance with these issues 

and to facilitate and test the process and structure on one group of parent caregivers of 

chronically ill children. Both of these goals were met. The retreat process created did 

address the issues of stress, suffering and loss and, according to responses from the 

caregivers, relief and assistance was provided. Additionally, the process and structure, 

albeit with some difficulty, was tested on a group of parent caregivers. 

The objectives for this project were to successfully invite parent caregivers to a 

“day away” retreat at a location near the hospital, to facilitate the retreat through 

implementation of the developed design, to offer the retreat for parent caregivers, 

making note of the stresses, burdens and blessings shared in the discussion sessions, 

and to evaluate the success of the retreat at addressing the suffering, stress and loss 

and bereavement experiences of these caregivers through use of an evaluation 

questionnaire. For the most part, these objectives were successfully met, although I 

was personally disappointed in the small number of parents who attended. I believe 

that for future efforts, with the benefit of being able to personally invite parents within 

the hospital setting and perhaps providing the process within the hospital as well, that I 

will become more successful at getting parents to attend. Here, word of mouth may 

also aid the process if initial efforts are successful. As a result of this project, I learned 

important lessons about caring for myself as a caregiver as well as about caring for  



other caregivers. I look forward to submitting the grant application for retreats for 

nurse caregivers and carrying this project forward as a part of my ongoing work at the 

hospital. 

Conclusion 

Suffering is, and for parents of children who suffer, no explanation or theology of 

suffering is enough. My supervisor Ron tells the story of a mother he met and talked 

with several years after the death of her child. She told him that, when she dies, she is 

going to stand before God and ask, “Why did you let my child die?” And then, she told 

Ron, "Whatever God says, I'm going to answer, ‘That's not good enough.” 

Recently I had the opportunity to teach a course called “Sickness, Suffering and 

Death” at a traditionally Catholic university here in this city. The students were fifteen 

adult learners, all of whom were intimately acquainted with the subject matter of the 

course in their personal lives. We read together Elie Wiesel's Night, Kenneth Overberg'’s 

Into the Abyss of Suffering, and Peter Kreeft's Making Sense Out of Suffering. Each 

student found value or comfort in some aspect of one or more of these books, but in 

their final papers each crafted an answer to the question of the meaning of suffering 

that served their own lives. 

We give meaning to our suffering over time. We look back when the worst of 

our suffering has abated, and we find growth or meaning or even blessing in what 

transpired. We can construct a theology of suffering that fits within our meaning- 

making framework when we are able to stand back from our suffering and consider 

what happened and how we were changed by our experiences. There is no one  



theology of suffering that I can bring to the parents and caregivers I serve. Perhaps, 

though, in the long run, if I can continue to find ways to bring caregivers together to 

talk about their experiences, they will be able, as my students were able, to develop for 

themselves a perspective and wisdom that allows them to give meaning to their 

suffering and brings them some measure of peace. 

 



Appendix A: Focus group theological reflection tool 

FOCUSED (THEOLOGICAL) REFLECTION PROCESS 
Developed BY Robert Kinast, Let Ministry Teach. 

For this process, we will select an experience in your role as a caregiver for a child here 
in the hospital and explore its meanings. “Experience is what happens.... God is 
intimately involved in and part of every experience.” God creates the value (lesson, 
richness) in each experience. We will explore the divine dimension of our experiences. 

L SELECTING AN EXPERIENCE 
A. 
B 

C. 

D 

The experience should be specific — one particular time and place. 
The experience should be current — something that happened to you fairly 
recently. 
The experience should be personal — an event that affected you and in 
some way made a difference in your life. 
The experience should be important — an event of enough significance 
that it has stimulated reflection, caused you to think and to wonder, given 
rise to strong feelings. 

DESCRIBING THE EXPERIENCE 
A. 

B. 

C. 

D. 

The description of the event should be factual — who, what, when, where, 
how. 
The description should also include your feelings. and interpretations 
of the event. 
The description may include additional clarification as we reflect on the 
experience. 
Our subsequent reflection will be closely tied to the facts of the event; 
facts should be full and complete. 

ENTERING THE EXPERIENCE: WHERE IS THE DIVINE PRESENCE HERE? 
A. 

B. 
C 

What language or images in the description of the experience speak to the 
Divine Presence? 
What objects involved in the experience speak to the Divine Presence? 
What gestures in the description of the experience speak to the Divine 
Presence? 

LEARNING FROM THE EXPERIENCE 
A. 

B. 

C. 

~The experience as illustration — does this experience remind you of 
anything in scripture? 
The experience as application — how is our theology changed or renewed 
by this experience? 
The experience as interpretation — what are the meanings we can take 
from this experience?  



ENACTING THE LEARNING 
A. 
B 

C. 

D 

Personal enactment — how am I changed by this experience? 
Ministerial enactment — how is my understanding of my work changed by 
this experience? 
Theological enactment — how is my understanding of God changed by 
this experience? 
Praxis, changed response — how will I behave/practice differently as a 
result of this experience? 

 



Appendix B: Revised theological reflection tool 

FOR OUR THOUGHT AND TALKING: 

SESSION I: STRESSES 

Think of a recent stressful experience related to your child that affected you and 
made a difference in your life. 
Tell about the experience, in words or pictures — what exactly happened, how 
did you feel? 
Where/how did you find God in this experience — present or absent, loving or 
punishing, etc. .... 
What did you learn from this experience about God, about life and about 
yourself? 
How were you changed by this experience? How was your understanding of God 
changed? How will you behave differently since having this experience? 
What blessing, if any, came out of this experience? 

SESSION II: SUFFERING 

Think of a recent experience of suffering related to your child that affected you 
and made a difference in your life. 
Tell about the experience, in words or pictures — what exactly happened, how 
did you feel? 
Where/how did you find God in this experience — present or absent, loving or 
punishing, etc. .... 
What did you learn from this experience about God, about life and about 
yourself? 
How were you changed by this experience? How was your understanding of God 
changed? How will you behave differently since having this experience? 
What blessing, if any, came out of this experience? 

SESSION III: LOSS OR BEREAVEMENT 
: Think of a recent experience related to your child that involved loss or grief, that 

affected you and made a difference in your life. 
Tell about the experience, in words or pictures — what exactly happened, how 
did you feel? 
What was your experience of God in this experience — present or absent, loving 
or punishing, etc. .... 
What did you learn from this experience about God, about life and about 
yourself? 
How were you changed by this experience? How was your understanding of God 
changed? How will you behave differently since having this experience? 
What blessing, if any, came out of this experience?  



Appendix C: Selected Materials Submitted to the Institutional Review Board 
(Additional unnumbered forms and materials follow) 

OBSERVATIONAL PILOT RESEARCH PROTOCOL 
Spiritual and Emotional Care for Nurse and Parent Caregivers of Chronically Ill Children 

Dr. Virginia Unverzagt, Principal Investigator 
Jeanne Tessier Barone, Intensive Care Chaplain, Kosair Children’s Hospital, Researcher 

OVERVIEW 

Nurses and parents are two categories of caregivers who experience stress, suffering, and 
ongoing loss and bereavement as they care for chronically ill children who spend long periods of 
time and often multiple hospitalizations at Kosair Children’s Hospital. As part of an ongoing 
effort to understand and meet the spiritual and emotional needs of patients and families in her 
role as intensive care chaplain at KCH, and in partial completion of a MA in Pastoral Theology 
at Saint-Mary-of-the-Woods College in Saint-Mary-of-the-Woods, IN, the researcher has 
developed a pilot project to develop caregiver retreats for nurse and parent caregivers. Ongoing 
encounters with members of these two groups as part of her work have led to recognition of the 
need for both groups of caregivers to have opportunities to talk with other caregivers about the 
burdens and stresses of caring for chronically ill children. These conversations have also 
suggested a need for parent and nurse caregivers to have time to step away from the demanding 
work they do and to be nourished by conversation and care. The creation of a retreat process is 
an effort to meet these needs. 

INTRODUCTION 

The goals of this project are: (1) To develop, as a pilot project, two one-day retreats, one for 
nurses and one for parents of chronically ill children, to be held at Wooded Glen retreat center 
near Henryville, IN, at which caregivers can explore together, in a safe and comforting 
environment, the burdens and stresses of caring for chronically ill children, The retreat day will 
consist of three phases of structured group discussion interspersed with periods of nourishment 
and other kinds of self-care for the caregivers. (2) To learn from these days of conversation with 

~ caregivers about the effectiveness of day-away retreats at meeting the spiritual and emotional 
needs of caregivers and what other issues and needs might be addressed at future retreats. 

The researcher will take notes, with the knowledge and consent of the caregivers, regarding the 
burdens, stresses and needs of caregivers and will compile these notes, without identifying 
caregivers, in order to advance her understanding of and ability to meet the spiritual and 
emotional needs of hospital patient families and nursing staff. An evaluation of the retreat 
process created and the learning obtained through this project will be written in the form of a 
pastoral project submitted in partial completion of the MA in Pastoral Theology. An ongoing 
series of retreats for caregivers may be developed from this project. An article or text on the 
effectiveness of caregiver retreats for publication eventually may be developed as a result of this 
project. Funding for this project will be sought through a grant from the Children’s Hospital 
Foundation.  



BACKGROUND 

The audiences that are the focus of this project are nurse and parent caregivers for children with 
chronic and severe health conditions. These are two distinct audiences whose lives and work are 
closely intertwined when the children they care for are in the children’s hospital. These two 
groups and their approaches to care of the child are distinct and at times oppositional, yet they 
are bound together in an intimate dance at bedside, sometimes as the best of friends and staunch 
co-advocates for the children and at other times as virtual enemies whose views of the child and 
preferred plans of care could not be more different. These are persons who care for children who 
suffer, in a system not under their control, and who are daily faced with spiritual issues and 
questions regarding the nature and meaning of suffering that are particularly painful because 
children are the ones who are suffering. 

Both groups of caregivers are part of the ever-changing population of Kosair Children’s Hospital 
where the researcher is chaplain on the intensive care units. Both groups spend significant 
periods of time on one or both of the two intensive care units, as employee caregivers who serve 
on intensive care units or as parents of the children who may spend time on both of these units 
over the course of their children’s lives. The nurses provide life-sustaining care and the parents 
keep vigil and strive for some measure of “parenting” on these units. 

Of the nurses who provide continuous care on these two units, all but a few are women. They 
range in age from their mid-twenties to their early sixties. Many of the older nurses have been 
on these or similar units for 20 or more years. Nurses on both units are, for the most part, white, 
middle class, college-educated, married, and with children of their own. A few of the nurses are 
African-American women. These nurses are dedicated to their work; they are also under a great 
deal of ongoing stress resulting from both the nature of the work and the work environment, 
which is crowded, noisy, and continuously demanding. 

For these nurses, care for the children involves care of the parents as well. Even if, after some 
days or weeks, parents must return home to work or to care for other children, they may call 
several times a day to ask for updates from their child’s nurse about how their child is doing. If 
there are custody issues involved with a child, nurses may become involved in having to screen 
calls or regulate who comes to the bedside of a child. Sometimes, the crisis of a critically ill 
child gives rise to family tensions that come to a head in patient rooms or in the family waiting 
rooms outside the units. Nurses and parents alike must sometimes deal with these additional 
stresses. 

Parent caregivers on these units come from this and surrounding states, often from remote and 
rural areas far from the city. Many are young parents, but some are older couples with multiple 
children. A significant number of the parents are single women. Most are white; most of the 
others are African-American or biracial. Most of the parents this researcher has observed are 
deeply involved in and protective of the lives of their children; some of them become quite 
knowledgeable about medical procedures and practices. Most, too, experience frequent stress  



and suffering, as the medical journeys of the children on these units often are not smooth, but 
rather involve frequent crises and setbacks. Some parents may be informed on numerous 
occasions, for example, that it is likely their child is going to die. Some are asked on numerous 
occasions to consider signing Do Not Resuscitate (DNR) orders so that medical staff will not 
have to continue to employ extraordinary measures when their children stop breathing or their 
hearts stop beating. Richard writes, “The anticipation of death is often the source of our deepest 
suffering” (Wicks II, 73). 

In times of crisis, which can be frequent, numerous specialist, attending and resident physicians 
visit the child’s bedside and speak with the parents; often, they offer medical diagnoses or 
recommended treatments. Sometimes their messages do not coincide. For example, a father 
whose teenage daughter was injured in an accident once sobbed as he described the emotional 
rollercoaster he experienced as first one specialist pronounced his daughter likely to make a swift 
and full recovery and then another specialist warned him of the likelihood of devastating 
neurological damage and a long and difficult recovery. 

The pastoral concern to be addressed in this project, for both of these groups of caregivers, is the 
struggle of caregivers to care for and try to keep a child alive within an ongoing context of 
suffering and stress. The word stress, tied to the word distress, comes from a root word meaning 
“pulled asunder.” To be stressed is to be pushed or pulled to the breaking point, the point at 
which one ceases to cope effectively with life’s demands. Many of the nurses and parents this 
researcher has spent time with on these units have neared or reached a breaking point on several 
occasions, often as a result of watching the suffering of the children and feeling powerless to 
help. The word suffering means to endure or bear up under, to undergo. Niebuhr says that 
“Suffering occurs when we are threatened by the presence in our existence of that which is not 
under our control, that which operates under a law other than our own.” (H. Richard Niebuhr, in 
Wicks II, 72) For parent caregivers, little that occurs to their child or to them within the 
intensive care unit setting is under their control, and most of the decisions and procedures 
undertaken to save or sustain their children operate under laws other than their own. For nurses, 
too, this is often the case. 

Sometimes, what is done to save or sustain a child appears to be torture both to the parents who 
witness it and the nurses who sometimes inflict it. Richard writes: “Some of the most severe 
forms of suffering occur through separation from loved ones or from what happens to a loved 
one.” (Lucien Richard, in Wicks II, 72) For parent and nurse caregivers, these children are 
beloved, yet much of what happens to the children involves separation — the isolation of 
incubators, prohibitions against touching, frequent trips to surgery rooms and, for parents, being 
sent from the child’s bedside while painful procedures are enacted. Richard goes on to say that 
“A particularly painful expression of the meaninglessness of suffering is the suffering of 
children. Humanity calls out for its elimination.” (Lucien Richard, in Wicks II, 79) The children 
on these two units frequently suffer, in spite of all the best efforts of the nurse and physician 
caregivers to use drugs to minimize pain. 

One important additional aspect of suffering and stress that parent and nurse caregivers 
experience is loss and bereavement, not only when chronically ill children die or come close to 
death, but also when caregivers are faced with the reality that a child’s life will never meet their 
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own hopes, dreams or expectations of what the child’s life should hold. For example, an infant 
with a fatal genetic anomaly died on the NICU at about two weeks of age. At her funeral, her 
father carried her tiny casket up the aisle in his arms. Afterward, he spoke of how this was not 
the “walking her up the aisle” he had imagined. This man was mourning both the loss of his 
little one and the loss of the hopes for her future that already lived in his mind. Pastoral care in 
response to real or anticipated loss and bereavement is a frequent occurrence in hospital chaplain 

~ ministry. Often the losses involve the death of a child, but more often the losses involve the lost 
dreams, hopes, or plans that caregivers have for children from before they are born. 

These related areas of concern — loss and bereavement, suffering and stress — are everyday 
experiences of parents and nurses on the intensive care units. Day after day, there are crises, 
emotional upheavals, and desperate situations within which many of those present, parents and 
nurses alike, seek comfort and understanding; often, they the cause of faith crises for those 
involved. Most of the time, however, especially for the nurse caregivers, there is little time and 
virtually no privacy wherein these difficult experiences can be addressed in the course of the 
everyday life of these hospital units. 

Quotations contained in this section are found in: Robert J. Wicks, ed. Handbook of Spirituality for Ministers II. 
New York: Paulist Press, 2000. 

STUDY DESIGN/OBJECTIVES 

This is a pilot study of a retreat process designed to address the stress, suffering and loss and 
bereavement issues of caregivers involved in the care of chronically ill children who are cared 
for on the intensive care units of this children’s hospital. The objectives of this study are as 
follows: 

(1) To conduct a pilot study of a retreat process and structure that addresses the stresses, 
suffering, loss and bereavement experienced by caregivers of chronically ill children at the 
children’s hospital in question and seeks to offer relief and assistance for these concerns. 

(2) To test this process and structure on two groups of caregivers for chronically ill children, one 
group of nurses and one group of parents, who care for their own or others’ chronically ill 
children at the hospital where the researcher serves as intensive care chaplain. 

(3) Through attentive listening, note taking, and reflection, to learn from the focused discussions 
of caregivers at these retreats about the effectiveness of day-away retreats at meeting the spiritual 
and emotional needs of caregivers and if/how these needs may be met on an ongoing basis 
through retreats and/or other means. 

The structure of the retreat processes for the pilot retreats is detailed in the “Study Procedures” 
section below. 

SELECTION OF POPULATION (INCLUSION/EXCLUSION) 

The only “admission criteria” for the study are: that the nurse caregivers are employed on one of 
the two units in question and that the parent caregivers be parents of chronically ill children who 
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have spent time as patients on one of the two units in question. No other selection processes will 
be implemented. Invitations will open to any persons who meet the above criteria for parent or 
nurse caregiver; admission to the retreat process will be based on order of acceptance of the 
invitations, up to the maximum number of persons (24) who can be accommodated at each 
retreat session. This manner of invitation is consistent with the invitation process to be utilized if 
day-away retreats become an ongoing part of the emotional and spiritual care offered to 
caregivers at the hospital. The selection process, essentially, is one of self-selection from among 
the two populations indicated and invited. 

STUDY PROCEDURES 

These day-away pilot retreats for caregivers will utilize a process involving periods of focused 
discussion within a nurturing and comforting context and structure as described below. 

A. Welcome and breakfast meal, orientation to the day, distribution and collection of 
consent forms, assurances regarding participation by those not wishing to be a part of the 
research. 

Focused discussion, session I: 
Brief presentation of a scripture story dealing with stress 
Reflection and sharing of caregiver experiences of stress: 

Please reflect on a stressful experience related to the care of a/your child. 
What was the source of the stress — what made the experience stressful? 
Where, if anywhere, did you find God in the midst of this experience? 
Share only what you feel comfortable sharing. 

Interlude of solitude, massage, food and/or recreation 

Focused discussion, session II: 
Brief presentation of a scripture story dealing with suffering 
Reflection and sharing of caregiver experiences of suffering: 
Please reflect on an experience of suffering related to the care of a child. 
What was the source of the suffering — what made the experience one of suffering? 
Where, if anywhere, did you find God in the midst of this experience? 
Share only what you feel comfortable sharing. 

Interlude of solitude, massage, food and/or recreation; lunch 

Focused discussion, session III: 

Brief presentation of a scripture story dealing with loss and bereavement 
Reflection and sharing of caregiver experiences of loss and bereavement: 
Please reflect on an experience of loss or bereavement related to the care of a child. 
What was the source of the sense of loss or bereavement — what made the experience one 

of loss or bereavement? 
Where, if anywhere, did you find God in the midst of this experience? 
Share only what you feel comfortable sharing.  



G. Feedback and evaluation of the retreat experience 

ENROLLMENT 

A. Nurse Caregivers : 
Nurse caregivers will be invited in two ways, the only criterion being their employment on one 
of the two intensive care units. Invitations will be disseminated in the following ways: 

(1) A “poster” describing the retreat and indicating that the retreat is part of a research project 
will be posted in several locations on both intensive care units where information for nurses is 
regularly posted. Contact information for reaching the researcher as well as fliers describing the 
retreat and containing a brief application and contact information will be provided with the 
posters. 

(2) Fliers describing the retreat and containing a brief application will be placed in the 
mailboxes of the nurses on both units. | 

B. Parent Caregivers 

Parent caregivers of chronically ill children whose children have been patients on one or both of 
the intensive care units will be invited by these means: 

(1) The names of parent caregivers of chronically ill children will be drawn from those the 
researcher has met in her capacity as intensive care chaplain on the intensive care units, as well 
as names elicited from nurses and physicians who care for chronically ill children on these units, 
These parents will be invited via a letter containing a flier describing the retreat and containing a 
brief application as well as contact information. That the retreats are part of a research project 
will be indicated on the flier. These letters of invitation and fliers will be mailed to parent 
caregivers at their home addresses, as obtained from face sheets available to the researcher in her 
capacity as chaplain. 

(2) A “poster” describing the retreat and indicating that the retreat is part of a research project 
will be posted in the family waiting rooms of both intensive care units of the hospital, along with 
the fliers described above. 

Both sets of caregivers will be informed upon application and at the outset of the days of retreat 
that their participation and disclosure is voluntary and that they are welcome to refuse to 
participate in any part of the retreat process and discussions as well as to refuse note-taking by 
the researcher of their contributions to the discussions. 

Consent forms will be provided and collected at the retreats before the retreat process begins. 
Individuals attending the retreat who do not wish to be a part of the data collection portion of the 
project will be assured that no notes will be taken regarding their comments in discussions and 
that they are under no obligation to complete the process evaluation at the end of the retreat day.  



RISKS/BENEFITS 

The fundamental aim of this project is to create a supportive service for nurses and parents of 
chronically ill children that affirms their dignity and value, recognizes and speaks to the burdens 
they carry as caregivers, and offers them support and comfort. Every aspect of this study has 

been designed to give respectful comfort and care to those caregivers who choose to be a part of 
the experience. At every step in the process, caregivers will be given the option to withdraw 
from the process, either physically or through nonparticipation. The researcher wants to learn 
about the effectiveness of day-away retreats as part of her ongoing efforts to meet the spiritual 
and emotional needs of caregivers, but, at the same time, she wants to provide those caregivers 

who participate in these pilot retreats with the best possible experiences of support and care. 

Minimal Risks 

There are no physical risks involved in participating in this process beyond the risks posed by 
everyday life. Likewise, psychological risks are minimal. Caregivers may become emotional 

as they discuss together the stresses, suffering, losses and bereavement involved in their care of 
chronically ill children, but this will be offset by the comfort and care of the retreat setting and 
the support of their fellow caregivers. There are no financial risks for the caregivers. The 
researcher will obtain a grant to cover all the costs of the retreats for both groups of caregivers. 
The only costs to the caregivers will be the cost of driving to/from the retreat center. Legal risks 
are minimal. Caregivers are free to receive the retreat experience and engage in conversation 
and self-disclosure on their own terms and at their own comfort level. 

In the event that one or more caregivers find the discussions upsetting, they will be invited — all 
participants will be invited to leave the discussion groups as needed and make use of other safe 
places at the facility to collect themselves or care for themselves. They will also be welcome to 

~ leave the retreat center at any point in the day if they feel the need to do so. The researcher 
(chaplain) will also be available for individual conferences as desired by caregivers during the 
interlude sessions of the retreat. 

Multiple Benefits 

The caregivers will experience a day of beauty and comfort at a safe, comfortable retreat center 
where they will be well-fed and offered voluntary opportunities for therapeutic massage and 
other amenities. They will also benefit from being able to share caregiver experiences and learn 
from the shared experiences of others. 

The researcher will learn from the shared experiences of the caregivers and from their feedback 
about the retreats regarding the effectiveness of a day-away retreat process at meeting the 
emotional and spiritual needs of caregivers of chronically ill children. She will utilize this 
deepened understanding to continue to develop processes and programs to address the spiritual 
and emotional needs of caregivers on an ongoing basis.  



COMPLIANCE MONITORING 

This pilot study will be conducted within the Norton Healthcare system and thus within the 
purvey of the Norton Healthcare Research Office which will audit the study for compliance 
according to federal, state and local guidelines as part of its ongoing compliance monitoring 
processes. 

DATA COLLECTION AND ANALYSIS 

This is an observational study to explore the effectiveness of a day-away retreat process at 
helping meet the spiritual and emotional needs of caregivers of chronically ill children. 

Two kinds of data will be collected, in two different ways, as part of this pilot retreat project for 
caregivers: 

(1) Focused discussion sessions will be conducted in the manner and employing the 
questions described earlier. In all cases and with all sessions, sharing is optional. The 
focus group sessions will take place in private, enclosed conference rooms at the retreat 
center on days when no other groups are present at the center. The researcher will be : 
present for these discussions and will initiate them using the questions already indicated. 

The researcher, through attentive listening and note taking during these sessions, will 
collect experiences, stories, and observations shared by the caregivers that reveal or 
illustrate the emotional and spiritual needs of caregivers and how such needs are or might 
be met. These notes will be transcribed and compiled, with all identifying information 
removed, as a means of expressing a generalized understanding of and strategies for 
meeting the spiritual and emotional needs of caregivers at the hospital in question. 

(2) Caregivers willing to do so will complete a brief, anonymous evaluation of the retreat 
process which will collected at the retreat site in a designated container. These 
evaluation forms will be administered by providing each caregiver a copy of the form and 
inviting him/her to complete the form if he/she chooses to do so and to place it in the 
designated container before leaving the retreat site. The content of these evaluations will 
transcribed and compiled for use in evaluating and revising the retreat process for 
possible ongoing implementation. 

All data will be collected at the retreat sessions while the caregivers are present or, in the case of 
evaluations of the retreat process, immediately following the end of the retreats before caregivers 
leave the center. 

Only such rudimentary tabulation will be used as will allow the researcher to make an 
assessment regarding the spiritual and emotional needs expressed by caregivers, and the nature 
and number of positive and negative evaluations of the retreat process obtained through the  



evaluation process. 

Informed Consent for Pilot Study Caregiver Retreats 

Introduction and Background Information 
The retreat to which you’ve been invited is a research study being conducted by Chaplain Jeanne 
Barone under the direction of Dr. Virginia Unverzagt. The study is sponsored by the Pastoral 
Care Division of Norton Healthcare. 

Purpose 
The purpose of this pilot study research is to learn whether caregiver retreats of this kind are of 
benefit to caregivers and to learn more about how to meet the spiritual and emotional needs of 
nurse and parent caregivers of children who sometimes spend long periods of time in the 
hospital. Chaplain Jeanne Barone developed the plan for these retreats as a result of her 
conversations with caregivers about the stresses, suffering and losses of hospital life. 

Procedures 
This is a simple study. The retreat will last one day and will have three periods of discussion 
about stress, suffering and loss. During these discussions, Chaplain Jeanne will make notes of 
some of the experiences and issues that are described. She will use these notes to help decide 
whether retreats of this kind are of value, and she also will use responses to the anonymous 
retreat evaluations that are completed by caregivers at the retreat. Jeanne will write about these 
retreats in a Pastoral Project that will meet a requirement for her Master’s Degree in Pastoral 
Theology, and she may eventually write an article or book for publication about this retreat 
process. You are not required to participate in any discussion or to complete the retreat 
evaluation if any of these things make you feel uncomfortable. 

Potential Risks 
The only risk involved in this research study beyond the risks of everyday life is that some parts 
of the discussions make cause you to feel emotional. At any time, you can leave the discussion 
groups or refuse to participate further if you become uncomfortable and want to leave. As in 
everyday life, there may be unforeseeable risks involved in attending the retreat. 

Benefits 
Possible benefits of this research are that you will find value in sharing some of your experiences 
as a caregiver with other caregivers, and/or that you will enjoy and feel nurtured by this retreat, 
this setting, the food provided, and the massage and other relaxation options. You are welcome 
to participate or not participate in any part of this retreat. Hopefully, other caregivers will benefit 
from retreats that your experiences will help make beneficial. 

Confidentiality 
Confidentiality — the protection of your words and sharing — cannot be guaranteed, but we will 
ask each participant not to discuss with anyone else what they hear discussed at this retreat. 
Whatever Jeanne includes from her notes in her writings about these retreats, she will make sure 
that what she writes does not identify you in any way. In all other respects the data will be held 
in confidence to the extent permitted by law.  



Voluntary Participation/Participation in Other Research Studies 
Your participation at every phase of this study is voluntary and you are welcome at any time to 
decide not to participate further. Your participation in this pilot study will not limit your 
participation in any other research study. You are welcome to enjoy the full retreat day in any 
case. 

Present and Future Questions 
Jeanne will answer any questions you have about this research study at any time, now or in the 
future. If you have any questions in the future about this research study, you can call Chaplain 
Jeanne Barone at 502 629 6149. 

Research Subject’s Rights and Contact Persons 
If you have any questions about your rights as a research subject, you may call the HSPPO 
(502)852-5188. You will be given the opportunity to discuss any questions about your rights as 
a research subject, in confidence, with a member of the IRB. The IRB is an independent 
committee composed of members of the University community, staff of the institutions, as well 
as lay members of the community not connected with these institutions. The IRB has reviewed 
this study. 

You acknowledge having been given a signed copy of this informed consent form to keep for 
your records. 

  

Signature of Subject Date signed 

  

Signature of Investigator Date signed 

  

Person Explaining Consent if other than Date signed 
the Investigator 

Dr. Virginia Unverzagt 812 535 5206 
Principal Investigator and Project Director 

Chaplain Jeanne Barone | 502 629 6149 
Researcher and Co-Investigator 
Content version date 4/27/05 

 



OBSERVATION PILOT STUDY: 
SPIRITUAL AND EMOTIONAL CARE FOR 

CAREGIVERS OF CHRONICALLY ILL CHILDREN 
JEANNE TESSIER BARONE, RESEARCHER 

DR, VIRGINIA UNVERZAGT, PRINCIPAL INVESTIGATOR 

QUESTIONS TO BE ASKED: 

There will be three focused discussion sessions at each retreat; the questions to be asked 
are listed below: 

Focused discussion, session I; 

Please reflect on a stressful experience related to the care of a/your child. 
What was the source of the stress — what made the experience stressful? 
Where, if anywhere, did you find God in the midst of this experience? 
Share only what you feel comfortable sharing. 

Focused discussion, session II: 

Please reflect on an experience of suffering related to the care of a child. 

What was the source of the suffering — what made the experience one of suffering? 
Where, if anywhere, did you find God in the midst of this experience? 
Share only what you feel comfortable sharing. 

Focused discussion, session III: 

Please reflect on an experience of loss or bereavement related to the care of a child. 
‘What was the source of the sense of loss or bereavement — what made the experience one 

of loss or bereavement? 

Where, if anywhere, did you find God in the midst of this experience? 
Share only what you feel comfortable sharing. 

At the end of the retreat days, caregivers will be invited to anonymously complete an 

evaluation of the retreat process to be deposited in a designated container before leaving 
the retreat center. A copy of that evaluation form is attached. All caregivers will be given 
the option of completing or not completing the retreat evaluation form.  



PILOT STUDY CAREGIVER RETREAT EVALUATION FORM 

Please respond to these sentences by choosing the answer that best describes your 
experience here today: 

1. I felt nourished and cared for at this retreat. 

strongly agree agree not sure disagree strongly disagree 

This retreat helped to meet my spiritual and emotional needs. 

strongly agree agree not sure disagree strongly disagree 

It was helpful to talk with others about stress. 

strongly agree agree not sure disagree strongly disagree 

It was helpful to talk with others about suffering. 

strongly agree agree not sure disagree strongly disagree 

It was helpful to talk with others about loss and bereavement. 

strongly agree agree not sure disagree strongly disagree 

I would enjoy coming on another retreat of this kind some day. 

strongly agree agree not sure disagree strongly disagree 

I would encourage others to come on a retreat of this kind. 

strongly agree agree not sure disagree | strongly disagree 

This retreat center was a good place to meet. 

strongly agree agree not sure disagree strongly disagree 

Please see other side for comments:  



COMMENTS: 

What did you like best about this retreat day? 

  

  

  

  

What would you like to see changed about this retreat day? 

  

  

  

  

What other concerns or issues that you face as a caregiver would you like to hear 
discussed at a retreat of this kind? 

  

  

  

  

Any other comments or questions? 

  

  

  

  

Thank you for sharing your responses and comments.  



RESEARCH AUTHORIZATION 

USE AND DISCLOSURE OF YOUR 
HEALTH INFORMATION FOR RESEARCH 

PRINCIPAL INVESTIGATOR: DR. VIRGINIA UNVERZAGT 
CO-INVESTIGATOR: JEANNE BARONE 
HSPPO NUMBER: | 
TITLE OF RESEARCH STUDY: SPIRITUAL AND EMOTIONAL CARE FOR 

CAREGIVERS OF CHRONICALLY ILL CHILDREN 

This form is called an authorization and relates to use and disclosure of your health information in this 
research study. You have also been given a Consent form that tells you about the research study and 
any activities or procedures that are part of the study. 

  

1. What information about you may be used or given out in the research study? 

No information that identifies you or might relate to your health or medical condition will be used or given 
out in this study. Your name and address were used to contact you and invite you to this pilot study 
retreat; no other information about you has been accessed. In any writings about the study, the 
researcher will remove all identifying information about you as a participant. No protected health 
information will be accessed or used for any part of this pilot study retreat research. 

2. Who may use and give out information about you? 

No information about you will be used or given out by the researcher in this pilot study retreat research. 
Because this retreat involves other invited caregivers, it is possible that these other guests might share 
information you choose to share at the retreat with other persons, but the researcher will ask all 
participants to keep information shared at the retreat confidential. As stated above, the researcher will 
remove all identifying information about you in any writings about the research project. 

3. Who may see your health information? 

No one involved in this pilot study research project will see any health information about you or, if you are 
the parent of a chronically ill child, about your child. 

4. Why will this information be used and given out? 

As stated above, no information about you will be used or given out that in any way identifies you for any 
part of this pilot study retreat research. : 

5. Is your health information protected after it has been given to others? 

No health information about you will be accessed or given to anyone as part of this pilot study retreat 
research. 

6. What if you decide not to give your permission to use or give out your health information? 

You do not have to give permission to use or give out any health information in order to participate in this 
pilot study retreat research project. 

7. May you withdraw or cancel your permission? 

Since no use of your health information is involved in this study, your permission to allow your health 
information to be used or given out is not needed. You are welcome to participate in this pilot study  



without sharing any information of any kind about yourself. You are also welcome to share whatever 
information you choose and to ask the researcher not include what you have shared in whatever may be 
written about the project. In no case will what you share be identified in writing by the researcher. 

8. Does this authorization have an end date? 

This pilot study retreat research project involves a one-day retreat for caregivers at which no health 
information about you will be shared or collected and you are welcome to choose what you will or will not 
share. 

The time period when information you have shared at the retreat day can be used or disclosed under this 
authorization ends when all activities related to this study are completed. 

9. Have you given up any legal rights by signing this form? 

By signing this authorization form, you have not waived any of the legal rights you would have were you 
not in a research study. 

For adults (or minors) capable of giving authorization: 

  

Subject’s Signature Date Signed 

  

Printed Name 
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Caring 
for 

children 
with 

chronic 
health 

issues 
holds 

rewards 
and 

blessings 
of 

many 
kinds. 

It 
is 

also 
stressful, 

difficult, 

sometimes 
lonely, 

and 
at 

times 
heart- 

breaking, 
as 

you 
who 

love 
and 

care 
for 

them 
well 

know. 

In 
an 

effort 
to 

better 
understand 

and 
respond 

to 
the 

needs 
of 

caregivers 
for 

children 
with 

chronic 
health 

issues, 
and 

as 
part 

of 
a 

thesis 
project 

to 
learn 

how 

to 
support 

and 
encourage 

parent 

caregivers, 
retreat 

director 
Jeanne 

Barone 
has 

developed 
a 
day-away 

retreat 
for 

caregivers 
of 

children 
with 

chronic 
health 

issues. 
The 

retreat 
is 

designed 
to 

bring 
parents 

together 
in 

a 
safe 

and 
comfortable 

place 
for 

a 
day 

of 
| 

rest, 
relaxation 

and 
time 

to 
talk 

with 
other 

caregivers 
about 

the 
burdens 

and 
blessings 

of 
caring 

for 
kids 

with 
chronic 

health 
concerns. 

You're 
invited 

to 
attend 

this 
day-away 

retreat, 
where 

Jeanne 
will 

listen 
and 

learn 
from 

you 
about 

meeting 
the 

spiritual 
and 

emotional 
needs 

of 
parent 

caregivers, 
about 

issues 
such 

as 
stress, 

suffering 
and 

loss 
that 

affect 
you 

as 
caregivers, 

and 
about 

the 
effectiveness 

of 
the 

retreat 
process. 

Participation 
is 

voluntary. 
There 

are 
no 

costs 
to 

you; 
registration 

is 
_limitec 

This 
day-away 

retreat 
will 

be 
held 

at 

Christ 
Church 

Cathedral, 
one 

block 
from 

the 
Ronald 

McDonald 
House 

and 
close 

to 
the 

cluster 
of 

downtown 
hospitals 

in 

Louisville, 
Kentucky. 

The 
Cathedral 

conference 
room 

is 
comfortable 

and 

safe; 
an 

interior 
garden 

and 
the 

church 

itself 
offer 

places 
for 

quiet 
reflection. 

The 
day 

will 
begin 

w
i
t
h
 a 

breakfast 
and 

introductions. 
There 

will 
be 

three 
times 

for 
discussion 

with 
other 

parents, 
along 

with 
free 

time, 
a 

delicious 
lunch, 

snacks 

and 
beverages 

available 
throughout 

the 

day, 
and 

other 
resources 

for 
caregivers, 

including 
the 

services 
of 

professional 
massage 

therapists, 
all 

at 
no 

cost 
to 

you. 
There 

will 
be 

time 
for 

relaxing 
as 

well 
as 

time 
to 

meet 
and 

talk 
with 

other 
parents. 

You're 
welcome 

to 
share 

as 

much 
or 

as 
little 

as 
feels 

comfortable 

during 
discussion 

times. 
You 

will 
be 

listened 
to, 

encouraged 
and 

supported. 

The 
day 

will 
begin 

with 
registration 

at 
8:00 

AM 
and 

end 
at 

4:30 
PM. 

The 
goal 

of 
the 

retreat 
for 

every 
parent 

is 
that 

you 
will 

leave 
feeling 

nourished, 
cared 

for, 
supported 

and 
glad 

you 
came. 

If 

this 
thesis 

project 
retreat 

is 
successful, 

there 
may 

be 
other 

retreat 
opportunities 

at 
a 

later 
date. 

The 
plan 

for 
the 

retreat 
includes: 

Beginning 
at 

8:00 
AM 

Registration, 
welcome 

and 
breakfast 

Introduction 
to 

the 
day 

and 
each 

other; 

information 
and 

confidentiality 
issues 

Discussion 
of 

caregiver 
stresses 

Time 
for 

solitude, 
m
a
s
s
a
g
e
,
 or 

snacks 

Discussion 
of suffering, 

grief 
and 

loss 

Time 
for 

solitude, 
massage, 

or 
snacks 

Lunch 
Discussion 

of 
the 

blessings 
of 

caring 
for 

children 
with 

chronic 
health 

issues 

Evaluation 
of 

the 
retreat 

experience 

Ending 
at 

4:30 
PM 

Jeanne 
Barone 

is 
a 

skilled 
retreat 

facilitator 
who 

has 
directed 

many 
retreats 

for 
other 

groups 
in 

other 
settings. 

She 
is 

eager 
to 

learn 
from 

you 

and 
to 

provide 
you 

with 
a 

day 
away 

that 

you'll 
be 

glad 
you 

were 
a 

part 
of. 

Please 
come 

spend 
a 

day 
away 

and 
explore 

with 
other 

parents 
the 

riches 
of 

your 
own 

experiences. 
Your 

experience 

at 
this 

day-away 
retreat 

may 
enrich 

and 

aid 
other 

parents 
of 

children 
with 

chronic 
health 

concerns. 

 



DAY-AWAY RETREAT 
FOR 

PARENT CAREGIVERS 
OF CHRONICALLY ILL KIDS 

AT 

CHRIST CHURCH CATHEDRAL 
421 South Second Stree 

Louisville, 

FRIDAY, SEPTEMBER 30, 2005 

PEACEFUL SETTING 
GOOD FOOD 
MASSAGE 

RELAXATION 
ONVERSATION 

SEE BROCHURE BELOW FOR MORE INFORMATION 
THIS, RFAT WILL BE FACILITATED BY JEANNE BARONE, 

JECT ON CARING FOR CAREGIVER 5 
iS TO YOL , REGISTRATION I  



SUBMISSION CHECKLIST 
RETURN THIS CHECKLIST WITH YOUR SUBMISSION PACKET 

RETURN THIS CHECKLIST WITH YOUR SUBMISSION PACKET 
(UNCOLLATED PACKETS WILL BE RETURNED VIA CAMPUS MAIL) 

Please use the checklist provided below to prepare and submit your materials to the appropriate IRB. 
See list of Submission Deadlines for deadlines and for the date of the following committee meeting. 
ALL SUBMISSIONS MUST BE RECEIVED BY NOON OF THE DEADLINE DATE. Submissions 
received after the noon cut off will be accepted only for submission for the following month's meeting 
date. 

. Submission Checklist 

Human Studies Review Certification Form (found on the forms page on the web) 

Final Protocol (Drafts are not acceptable) 

. Application for Question/Interview/Survey study 

Consent Form Checklist with each item location in consent appropriately referenced 

. Advertisement to be used to recruit subjects (If applicable) 

. Conflict of Interest Form (If applicable) 

1 

2 

3 

4 

5. Consent Form (if applicable) 

6 

7 

8 

9 Curriculum Vitae 

10. Certification of Human Subjects Protection Training for all key personnel 

11. Certification of HIPAA IN RESEARCH Training for all key personnel 

12. HIPAA documentation 

HIPAA authorization form (if applicable) 
O
0
0
 

0 
0
.
0
 

0 
0
0
 

0
0
.
0
.
0
 

HIPAA partial waiver form (if applicable) 

HIPAA waiver of authorization form (if applicable) 

HIPAA revocation form 
For information regarding the appropriate HIPAA form(s) to submit, please refer to our website: 
http://research.louisville.edu/UHSC/hipaa-research.htm 

13. Scientific or Scholarly Merit Form Oo 

Your submission to the Committee should contain TWO packets of everything on the checklist. 

Forms can be found at: http://research.louisville.edu/uhsc/forms.html 

For questions call 502-852-5188  



HUMAN STUDIES COMMITTEE 
QUESTIONAIRE / SURVEY / INTERVIEW APPLICATION 

IRB # 
(To be assigned by IRB) 

Title of Project. _Spiritual and Emotional Care for Nurse and Parent Caregivers of Chronically Ill Children 

LIST KEYWORDS RELATED TO THIS STUDY FOR WORD SEARCH CAPABILITIES: emotional spiritual care nurse 
parent caregivers chronically ill children : 

INVESTIGATOR INFORMATION SUB-INVESTIGATOR INFORMATION 

Full Name: Dr. Virginia Unverzagt Full Name: Jeanne Tessier Barone 
Department. Grad. Programs in Pastoral Theology Department: Pastoral Care, Norton Healthcare 

CAMPUS : 
Address: Saint-Mary-of-the-Woods, IN 47876 Full Name: 

Department: 
  

  

  

  

: CAMPUS 
Office Phone: 812 535 5206 Full Name: ; 
Fax: Department: 
E-Mail Address: vunverzagt@smwec.edu CAMPUS 
Signature/ Full Name: : 
Date: : Department: 

Investigator CAMPUS 

  

  

  

  

List all other key personnel that will have authority to enroll any of your subjects: 
  

  

  

Expected Expected 
Start Date 6/15/05 Completion Date: 12/31/05 

Study Coordinator: Jeanne Tessier Barone Address: Pastoral Care N-04 
Email Address: Jeanne.Barone@nortonhealthcare.org Norton Healthcare PO Box 35070 

Louisville KY 40232 

Source of Support: A Children’s Hospital Foundation Grant will be applied for pending IRB approval or exemption 

NOTE: If this is a federally sponsored project, please provide any grant forms, such as a HHS 596 or FDA 310 
form upon submission of the protocol for review. Please note that, as indicated on the Human Subjects Review 
Certification Form, if a proposal clearance form is required for the study, then approval by the Office of Research 
Administration is also required prior to activation of the study. 

  

. VERSION 1/04 
    

 



Do we have verification of training for Human Subjects Protections for all Key personnel listed? xyes [no 
Please send a copy of their letter or certificate. A study cannot be approved until training is completed for all personnel. 

Source of Support: See above — support pending 

Study Site(s): __Kosair Children’s Hospital, Louisville KY and Wooded Glen Retreat Center, Henryville IN 

Brief description of purpose and method: 

(1) To conduct a pilot study of a retreat process and structure that addresses the stresses, suffering, loss and bereavement experienced 
by caregivers of chronically ill children at the children’s hospital in question and seeks to offer relief and assistance for these concerns. 

  

  

  

(2) _To test this process and structure on two groups of caregivers for chronically ill children, one group of nurses and one group of 
parents, who care for their own or others’ chronically ill children at the hospital where the researcher serves as intensive care chaplain, 

(3)_Through attentive listening, note taking, and reflection, to learn from the focused discussions of caregivers at these retreats about 
the effectiveness of day-away retreats at meeting the spiritual and emotional needs of caregivers and if/how these needs may be met on 
an ongoing basis through retreats and/or other means. 

Research will involve observation of focused caregiver discussions. 

Briefly describe the nature of involvement of the human subjects (personal interview, mailed questionnaire, telephone 
questionnaire, observation, etc.):_Researcher will observe focused discussions of caregivers. 

Does study involve: 

0 Audio- or videotaping of subjects? Oo prisoners? 
O minors (persons under age 187?) o cognitively impaired subjects? 
Oo your students? (How will students be recruited?) NONE of the above 

  

Will responses be confidential? o no 0 yes, if so describe how Confidentiality cannot be assured because of group 
discussion nature of the research. However, the researcher will de-identify all information gathered and shared in 
generalized findings only. : 

Method of obtaining informed consent: ; 
X signed consent form o preamble to survey o Other (describe): 

  

  

  

Return this application form, along with your Informed Consent / Letter, and a brief written research protocol with 
methodology/procedures statement (with a list of research questions and a bibliography supporting research). A copy of the 
questions you will ask your subjects must be included with the application form. 

 



HUMAN SUBJECTS PROTECTION PROGRAM OFFICE « 501 E. BROADWAY ¢ ROOM 200 « LOUISVILLE, KY 40202 

Conflict of Interest Declaration 

This form must be filled out for all key personnel involved with this project. Only applicable for sponsored studies. 

CONFLICT OF INTEREST (Answer ALL questions, you MUST explain any questions answered YES) 
  

  

Do you have a proprietary or financial interest in the test product such as a patent, trademark, copyright, or licensing 
agreement? YES [J] NOX 
  

Have you entered into or expect to enter into any financial arrangement with study sponsor whereby compensation for 
conducting the study could be influenced by the outcome of the study? YES[] NO X 
(This includes, for example, an equity interest in the sponsor or compensation tied to sales of the product, such as a 
royalty interest.) 

  

Do you have a significant equity interest in the sponsor of the study? YES [] NO X 

(This would include, for example, any ownership, stock options, or other financial interest whose value cannot be easily 
determined through reference to public prices. It also includes an equity interest in a publicly traded company exceeding 
$50,000 during the period of the study and 1 year thereafter). : 

  

Have you received or expect to receive significant payment of other sorts from the sponsor? YES [J] NO X [ (This does 
not include the cost of conducting clinical studies. This would include, for example, payments made to the investigator or 
the institution to support activities that have an aggregate monetary value greater than $25,000 (i.e. a grant to fund 
ongoing research, compensation in the form of equipment, retainers for ongoing consultation or honoraria.)] 

  

Will you be financially rewarded, directly or indirectly, for the enrollment or participation of subjects? YES [] NO X 

  

Will you or your department be paid or compensated for subjects enrolled? YES [J] NOX 

  

Is the funding level contingent upon the number of subjects enrolled? YES {J NO X 

  

Will ens of subjects generate medical fees, which will directly or indirectly benefit you or your department? 
YES NO X 

  

  

  

Study Number: 

Study Title Spiritual and Emotional Care for Nurse and Parent Caregivers of Chronically lll Children 

  

  

Research Personnels Title Jeanne Tessier Barone, Intensive Care Chaplain, Kosalir Children’s Hospital 

By Signing below, you certify that the above information is complete and accurate, and you agree to promptly update the 
above information if any relevant changes occur to your answers. 

Research Personnel’s Signature 

Mada: 

    
 



CONSENT FORM CHECKLIST 

INSTRUCTIONS: 

Please place submitted consent form on Departmental Letterhead 

Include a “DATE WRITTEN” as the footer on each page : 

DO NOT BOLD OR UNDERLINE ANY WORDING IN THE CONSENT EXCEPT FOR HEADINGS 

Number each page of the consent : 

You are encouraged to use wording closely modeled on the consent checklist, OR base your consent form on the 

Informed Consent Sample 

Items that have an asterisk beside them are not mandatory. Use your judgment for these items. 

Use Section Headings similar to the checklist 

Do not use type smaller than 11 font size 

The consent must be in language comparable to the level of a sixth grader 

If this study contains minors over the age of 7, you must also include an assent 

INTRODUCTION 

Pg-1 91 in1 1 State that the subject is invited (not asked) to participate. 

Pai 9 1101... 2 Indicate it is a research study. 

Pg. 1.9 1 in.3 3 Name the sponsor. If there isn't any sponsorship outside of the University, state the 
department as the sponsor. Should read ... (conducted by {faculty name first} and 
{student's name second} and sponsored by the department of ~ at the University of 
Louisville) : 

PURPOSE AND BACKGROUND 

Pg.1 9.2 1n16 4 State the purpose of the study in non-technical language. Give the background of the 
study including the reason for the study and how this study came about. Use non- 
technical language. 

PROCEDURES 

Pg... 1 9.3 int-11 5. Describe the procedures of the study. 

Pg... 9 Ln *Indicate the approximate number of local subjects in the study. 

Pg..1. 493 int : Indicate the expected duration of the subject's participation in the study (days or hours). 

PO... 49 In : *If the study involves multiple sessions with the subject, estimate the amount of time for 
each session. 

Pg... % in 9. *Indicate the place where the study will be conducted, e.g., office or home. 

Checklist item 10 is only requested for Medical Studies 

PA. 9%. in 10. *If appropriate, state whether hospitalization is required. 

PO... 4% In 11. *If the study involves randomization, state this and explain the term; e.g., a process 'like 
flipping a coin’. 

Po. 1.9.3 in 9-11 12 *If the study involves questionnaire or interview procedures, state that the subject is free 
to decline to answer any particular questions that make him/her uncomfortable or which 
may render him/her prosecutable under law, or in the methodology, show why such 
‘omissions would seriously affect the reliability or validity of the instrument. For studies in 
which the answers may render the subject prosecutable, include information on the 
extent to which confidentiality will be maintained in this section of the consent form.  



RISKS 

Pg... 1.94 in 14 13 Describe any reasonably foreseeable risks and/or discomforts to subjects. Please place 
these in bulleted format in lay language. The committee prefers for them to be 
alphabetical according to body part. If questions are to be asked that may be sensitive 
and produce discomfort (e.g., recollections of past stressful situations) so state this. If 
some of the questions answered are incriminating, state that there is a risk of 
prosecution. If there are no reasonably foreseeable risks, so state. 

The investigator is required to provide a description of any reasonably foreseeable risks 
and discomforts of the medical or surgical procedures that are required in this research 
project. The hospital informed consent that lists procedures to be completed does not 
adequately describe foreseeable risks for the research subject. This also includes blood 
draws. 

Pg._1 _§_4 Ln 4-5 14. State that there may unforeseeable risks to the subject. 

Checklist items 15-19 are only requested for Medical Studies 

PREGNANCY STATEMENTS 

Pg. qf in 15, *If there may be risk to embryo or fetus, state this. If the study involves drug use in 
women of childbearing potential, state whether there is a known risk to the embryo or 
fetus, based on human and animal studies. 

Pg. 9 in ) “State that the particular treatment or procedure may involve risks to the subject (and to 
the embryo or fetus, if the subject is or may become pregnant) which are currently 
unforeseeable 

Pg. fin ‘ *If accurate, state that pregnant women are excluded and that a pregnancy test will be 
performed in women of childbearing potential before entry into the study. 

Pg. $1 In : *If accurate, state that it is important that women of childbearing potential must not 
become pregnant during the study and that they must be using a medically acceptable 
form of contraception throughout the study. 

Pg. 9. in . “If appropriate, indicate that female subjects should notify the investigator immediately if 
they find or suspect they are pregnant. 

PO... 9% in. *If the risk to the embryo or fetus warrants it, state that, should the subject become 
pregnant, she may have to face the question whether to terminate the pregnancy. For 
studies’ involving the use of drugs in women of childbearing potential, this statement is 
appropriate if: 

a. there is evidence of human fetal risks, or 

b. animal studies have revealed adverse fetal effects and there are no controlled 
human studies, or 

no animal or human data is available on possible fetal risks and the drug is 
structurally similar to drugs with known fetal risks, or 

no animal or human data is available, the drug is in the early stages of 
development (e.g., Phase I), and it is not structurally similar to drugs without 
known fetal risks. 

BENEFITS 

Po. 198 1ni-7. 24 Describe any benefits to subjects or to others that may be reasonably expected from the 
: research. If none, then so state. Include a sentence that there are benefits to people in 

the future from information gained.  



ALTERNATIVES 

Pg. q_ Ln 22 “Indicate alternate procedures or courses of treatment, if any that might be advantageous 
to the subject. 

RESEARCH RELATED INJURY 

| Pg. 6 lp 23. 

Po. 8 .n_ 

Pg. _§ in 

COMPENSATION 

Po. 5 —n 

Pg... 4 in. = 

COSTS 

Po. $1 4n " 

Pl. 

CONFIDENTIALITY 

Pg_2 1 Ln 1-5 31. 

Pg. f__Ln 32. 

Pg_2 91 _Ln_56 34. 

Pg._2 §1_Ln.35 35. 

*State whether medical treatment for research related injury is available and the nature of 
the treatment. (First part, Federal, basic, if more than minimal risk: second part, Federal 
permits this or ‘where further information may be obtained’). 

*Whom to contact (name and phone number) in case of research-related injury. Federal, 
basic, if more than minimal risk) 

*State who will pay for the treatment. If not the sponsor or institution, state that the 
subject is responsible for finding out whether his/her insurance will cover this cost. 

*State whether there is additional financial compensation for the injury beyond the cost of 
any medical treatment; e.g., to cover lost wages, inconvenience, or discomfort. (Note: 
This is not the same issue addressed in item #24, which deals only with treatment costs.) 

*If there is payment for participation, state this and the amount, and 

“Indicate that all such payments will be prorated in the even that the subject withdraws 
before completion of the study. 

*If there will be any additional costs to the subject as a result of participation in the study 
(e.g., extra clinic visits, tests or procedures), state this and the approximate amount. 

*If there are additional costs, state who will pay it. If not the sponsor or institutions, state 
that the subject is responsible for finding out whether his/her insurance company will pay 
for the additional cost. 

Acknowledge that absolute confidentiality cannot be guaranteed. *Note: Not needed if 
the subject will be identified. If so, state this in the consent form. 

State that the sponsor, the Institutional Review Board (IRB) and/or the Human Subjects 
Protection Program Office (HSPPO) may inspect the subject's 
records. (Financial personnel may need to be notified of your participation to process 
payments.) *Note: If it is determined by the HSC that the study is Exempt, this item is not 
necessary. 

  

State the investigator will supply your information to those responsible for regulatory and 
financial oversight of research subjects. Those responsible for financial oversight of 
‘research participants at this institution may review your research records. This is 
necessary so that any claim(s) for benefits arising from services rendered to you either as 
an inpatient or outpatient can be completed and submitted appropriately. 

State that in all other respects the data will be held in confidence to the extent permitted 
by law. “Note: Not necessary if the subjects will be identified. If so, state this in the 
consent form. : 

State that, should the data be published, the subject's identity will not be revealed. 
*Nota: Nnt nenessarv if suhient gives ennsent to he identified If an state this in the  



HIPAA IN RESEARCH 

PG. 1. Ln 36. This section should only be included if this study accesses PHI (Protected Health 
Information). State this exactly as written in the consent form template. 

VOLUNTARY PARTICIPATION 

Po. 2-%2: nt 37 Indicate that participation is voluntary. 

PO..2.. 92 In 2 38 That the subject may refuse to participate without incurring any penalty or losing any 
benefits to which he/she is otherwise entitled. 

Indicate that the subject may discontinue participation at any time without incurring any 
penalty or losing any benefits to which he/she is otherwise entitled. *Note: The last 
phrase in this item is required in reference to both refusal to participate and withdrawal 
from the study. 

*If appropriate, state that significant new findings developed during the course of the 
research that may relate to the subject's willingness to continue in the study will be 
provided to the subject. 

TERMINATION 

Pg. q in 41. *If appropriate, indicate the circumstances under which the investigator may terminate 
the subject's participation without regard to the subject's consent. 

Pg. 5 in 42. *If appropriate, state the possible consequences of the subject's decision to withdraw 
from the research, (e.g., if the subject withdraws after receiving a potentially lethal dose 
of methotrexate, but before leucovorin "rescue" is administered). 

Pg. qn, 43. “If appropriate, describe the procedures for the subject's orderly withdrawal. 

PRESENT AND FUTURE QUESTIONS 

Pg._2 7.3 Ln1-2_ 44. State that all present questions have been answered in language the subject can 
understand. *Note: This item is about present questions and about the language in 
which they have been (not will be) answered. *Note also: The issue is not whether the 
subjects know that they have a right to have questions answered, but that their current 
questions have been answered. 

Acknowledge that the subject will have future questions treated in the same manner. 
*Note: This is not the same as item #41. This statement addresses the future questions 
of the subject rather than their present questions. 

Indicate whom to contact (name and phone number; usually investigator) for answers to 
questions about the research. 

RIGHTS AS A RESEARCH SUBJECT 

Pg.2 Y_.4 In 1-7 47. State this section as written: “If you have any questions about your rights as a research 
subject, you may call the HSPPO at (502) 852-5188. You will be given the opportunity to 
discuss any questions about your rights as a research subject, in confidence, with a 
member of the IRB. The IRB is an independent committee composed of members of the 
University community, staff of the institutions, as well as lay members of the community 
not connected with these institutions. The IRB has reviewed this study.” (Do not state 
approved) This section is mandatory for all studies. *Note: This statement may not 
be necessary if the IRB determines the study is Exempt.  



ACKNOWLEDGEMENT OF CONSENT AND SIGNATURES 

Po.2.9 8in 12 48 State that the subject acknowledges having been given a signed copy of the Informed 
Consent form, or by returning the completed survey, the subject acknowledges their 
participation. 

Pg. 2 9.5 Ln.34 49 Provide lines for the signatures of the parties involved (subject/legal representative, and 
investigator). Include a separate “date signed” line for each signature line. In studies 
involving minors aged seven or above, the minor, if able, must also have a signature line 
to indicate awareness of his/her role in the study. 

Po.2 95 inbB BO Provide a line for “Person Explaining Consent if other than the Investigator”. Include a 
“date signed” line. 

POTENTIAL CONFLICT OF INTEREST-only applicable for sponsored studies 

This study involves a conflict of interest because the institution and/or the investigator will 
be compensated for your participation in it. 

You should ask the investigator how the institution and/or she (he) will benefit by your 
participation in the study. 

 



Norton Healthcare Employees Only Version February 2005 

Scientific Merit Review of Research Protocols Involving Human Subjects 

Instructions: All Norton Healthcare employees who are conducting research studies involving human subjects must submit this form. Their proposal 
must undergo scientific review by the Norton Healthcare Scientific Merit Review committee. The purpose of the review, which must take place prior to 
submission to the Institutional Review Board (IRB), is to ensure that the scientific approach is sound, that the research design will yield valid results and 
appropriate departmental resources are available for completion of the project. : 

Section |. Proposal Identification 

Principal Investigator Dr. Virginia Unverzagt, Director of Graduate Programs in Pastoral Theology. 
: Saint-Mary-of-the-Woods College 

Project Title Spiritual and Emotional Care for Nurse and Parent Caregivers of Chronically Ill Children 

Section ll. Complete Only If Scientific Review Ceded to External Funding Agency (e.g. cooperative group) 

Section lll is not completed if review is ceded to external funding agency, but signatures in Section IV are still required. 
Please Note: Attach documentation of review by outside agency to this form. 

  

Name of External Funding Agency (e.g. GOG, NSABP, COG) 

Section lil. This Section Completed by the Norton Healthcare Scientific Review Committee 
(All answers must be explained. The PI will be contacted by the reviewer regarding any negative responses.) 

Yes NoO Is this a worthwhile study? 

Yes NoO Is the research design sufficient to answer the hypothesis? 

Yes 0 NoO Does the background and rationale provide sufficient information to justify the conduct of the study? 

Yes O Nod Do the investigators have adequate experience to complete the project? 

Yes 0 No Are the inclusion/exclusion criteria appropriate for this study? 

Yes 0 NoO Are the outcomes, objectives and/or endpoints defined? 

How will this study contribute to either the field or generalizable knowledge? 

  

  

  

  

  

Section IV. Norton Healthcare Scientific Review Committee Approval 

  

Signature Printed Name Date of Review 

Section V. Senior Management Approval 

(Note: Signature to be completed by Sr. Management after NHC Scientific Review Committee approval) 

|, as Institutional signature authority for this program, certify that the above review for scientific merit has taken place and the protocol 
has been approved. In addition, | certify that this proposal has been reviewed for resource allocation and those resources are 
available to conduct the proposed study. 

  

Senior Manager's Signature Printed Name 

C:\Documents and Settings\Jeanne T. Barone\My Documents\Thesis Project\NHC Scientific Review Policy Form-2-10-05.doc  



Appendix D: Materials provided to retreat participants 

Schedule for our day together 

8:00-9:00 am Welcome and Breakfast 

9:00-9:50 am Introducing ourselves and our children 

10:00-11:15am Session I: Stresses 

Brief scripture reading 
Private Reflection 
Sharing 

11:15am-1:30 pm Lunch and Free Time 

Time for conversation or solitude 
Massage or energy work 
Walk in the garden 
Have lunch 

Check in at the hospital if needed 
Spend time in the cathedral 
Read and reflect 

1:30-2:30 pm Session II: Suffering 

Brief scripture reading 
Reflection 
Sharing 

2:30-2:45 pm Break 

2:45-3:45 pm Session III: Loss and Bereavement 

Brief scripture reading 
Reflection 
Sharing 

3:45-4:15 pm Feedback and evaluation  



FOR OUR THOUGHT AND TALKING: 

SESSION I: STRESSES 

i. Think of a recent stressful experience related to your child that affected you and 
made a difference in your life. 

2. Tell about the experience, in words or pictures — what exactly happened, how 
did you feel? 
Where/how did you find God in this experience — present or absent, loving or 
punishing, etc. .... 
What did you learn from this experience about God, about life and about 
yourself? 
How were you changed by this experience? How was your understanding of God 
changed? How will you behave differently since having this experience? 
What blessing, if any, came out of this experience? 

SESSION II: SUFFERING 

Think of a recent experience of suffering related to your child that affected you 
and made a difference in your life. 
Tell about the experience, in words or pictures — what exactly happened, how 
did you feel? 
Where/how did you fi fi nd God in this experience — present or absent, loving or 
punishing, etc. .... 
What did you learn from this experience about God, about life and about 
yourself? 
How were you changed by this experience? How was your understanding of God 
changed? How will you behave differently since having this experience? 
What blessing, if any, came out of this experience? 

SESSION III: LOSS OR BEREAVEMENT 
: Think of a recent experience related to your child that involved loss or grief, that 

affected you and made a difference in your life. 
Tell about the experience, in words or pictures — what Syactly happened, how 
did you feel? 
What was your experience of God in this experience — present or absent, loving 
or punishing, etc. .... 
What did you learn from this experience about God, about life and about 
yourself? 
How were you changed by this experience? How was your understanding of God 
changed? How will you behave differently since having this experience? 
What blessing, if any, came out of this experience?  



SCRIPTURE FOR SESSION ON STRESSES 
Matthew 6:25-34 

This is why I tell you: do not be worried about the food and drink you need 
in order to stay alive, or about clothes for your body. After all, isn't life 
worth more than food? And isn't the body worth more than clothes? Look 
at the birds: they do not plant seeds, gather a harvest and put it in barns; 
yet God in heaven takes care of them! Aren't you worth much more than 
birds? Can you live a bit longer by worrying about it? 

And why worry about clothes? Look how the wild flowers grow: they do 
not work or make clothes for themselves. But I tell you that not even King 
Solomon with all his wealth had clothes as beautiful as one of these 
flowers. It is God who clothes the wild grass — grass that is here today and 
gone tomorrow.... Won't God be all the more sure to clothe you?... 

So do not start worrying.... God in heaven knows that you need all these 
things. Instead be concerned with life itself and with what God is asking 
of you, and God will provide you with everything else. So do not worry 
about tomorrow; it will have enough worries of its own. There is no need 
to add to the stresses each day brings. 

 



SCRIPTURE FOR SESSION ON SUFFERING 
Matthew 26:34-39, 42-44 

Jesus went with his disciples to a place called Gethsemane. He said to 
them, "Sit here while I go over there and pray.” He took with him Peter 
and the two sons of Zebedee. Grief and anguish came over him, and he 
said to them, “The sorrow in my heart is so great that it almost crushes 
me. Stay here and keep watch with me.” 

He went a little farther on, threw himself face downward on the ground, 
and prayed, “My Father, if it is possible, please take this cup of suffering 
from me! Yet not what I want, but what you want.” 

Once more Jesus went away and prayed, “My Father, if this cup of 
- suffering cannot be taken away unless I drink it, your will be done.” 
He returned and found the disciples asleep) they could not keep their eyes 
open. 

Again Jesus left them, went away, and prayed a third time, saying the 
same words. 

 



SCRIPTURE SESSION ON LOSS AND BEREAVEMENT 
John 11: 31-36 

The people who were in the house with Mary comforting her followed her 
when they saw her get up and hurry out. They thought she was going to 
the grave to weep there, 

Mary arrived where Jesus was, and as soon as she saw him, she fell at his 
feet. “Lord,” she said, “if you had been here, my brother would not have 
died!” 

Jesus saw her weeping, and he saw how the people with her were weeping 
also; his heart was touched, and he was deeply foved, “Where have you 
buried him?” he asked them. 

“Come and see, Lord,” they answered. Jesus wept. “See how much he 
loved him,” the people said. 
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