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Abstract The constant comparison method was used to analyze seven in-depth inter-

views with Marriage and Family Therapists and some of their colleagues working with

dying children and their families. The findings of the study revealed that working in these

settings can encourage shifts in priorities, relationships, and beliefs about life and death,

and can elicit professional growth. Also, it can carry with it significant costs such as

emotional exhaustion, and hypervigilance about death. Implications for practice and

training are discussed.
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Stop the passing away. I know that where is no death, there is no love, - and still, I

beg you Lord, stop the clock You measure our fading away with.

(Blaga 1982, p. 71)

Reflecting on his experience with suffering in the Nazi concentration camp, Viktor Frankl

said: ‘‘what is to give light might endure burning’’ (Frankl 1984, p. 84). To me (first author),

the experiences of suffering can indeed transform us, enlighten us and in the light of our

experience can enlighten others. However, the same experience with suffering can cause

lethal burns for another’s soul. What kind of suffering might accompany the loss of a child?

I (first author) have never had a child, I have never lost one. But my mother did, and her

mother did as well. Perhaps, my maternal grandmother loved me so much not only because

In the Greek mythology, the Elysian Fields is the place where the souls of the heroes and the virtuous dwell
in the afterlife. It is the equivalent of the Christian Heaven.
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of who I am, but also because she lost her twins a few hours after she gave birth to them and

she desperately wanted another child, my mother being her only surviving child. My

paternal grandmother also lost a small child. In addition, my great-grandmother’s son died

at age three in an accidental death. Somehow the unexpressed pain of these family members

found shelter in my soul. Perhaps in an attempt to have a better understanding of this type of

suffering, I became curious about the impact of losing children on helping professionals.

When I (second author) was only two and a half years old my parents lost their infant

daughter, my sister, to a respiratory illness. Though I have no clear cognitive memories of

that time, the emotional imprint of Rochelle’s passing has been with our family ever since.

As recently as last Memorial Day, members of our family gathered at her gravesite.

Subsequently, an in-person and electronic dialogue ensued about her death. In that dis-

cussion my dad said, ‘‘it still does not seem right that parents bury a child, children should

be allowed to bury their parents.’’ On another occasion he said:

The pain of her death never goes away, the intensity of the emotion remains the same

(now over 35 years later), you just don’t feel it as often, but when the flood of

emotions comes back, it is just as strong.

I believe this and other formative experiences in my childhood are why I am drawn to

write, teach, and counsel with others about the bittersweet experience of loss.

In a letter to a friend who had just lost his little girl Freud wrote:

The loss of a child is a trial from which the adult never recovers because he finds that

part of himself which he projected in his descendent is amputated. The death of a

child seems against the nature; when mourning the loss of an offspring the parent

realizes that the natural order of the generations has been reversed. This mourning

involves a pain that escapes both words and thoughts. Even the language does not

have a name for those who lost a child. It has terms for those who lost the adults they

loved (orphan, widow, widower), but there is no word to name the parents that have

lost their child or the child that has lost a sibling. (Freud as cited in Ricoeur and

Gentet 1996, p. 260)

The loss of a child is a loss unspeakable, it is not natural, it is outrageous, it is unjust, and it

is not supposed to happen. And still it does happen. A child’s death takes its toll not only

on his or her parents, extended family or friends, but also on health professionals who work

in a setting where they are constantly witnessing children’s suffering and dying.

Helping Professionals: The Toll of Caring

Recently, there has been increased recognition of the effects of working with clients’

traumatic issues on health professionals from different fields: mental health, nursing, and

physicians. Authors conceptualize the impact of professional stress on mental health

professionals as either burnout, secondary traumatization, or vicarious traumatization

(Canfield 2005; Dunkley and Whelan 2006; Figley 1995; Hesse 2002; McCann and

Pearlman 1990; McLean et al. 2003; Pearlman and Saakvitne 1995; Pensson et al. 2000;

Witt Sherman 2004). The same concepts can be found in the literature as they relate to

professional stress on therapists working with chronically ill or dying people (Becvar 2003;

Catalan et al. 1996, Davies et al. 1996; Henning 2005; Kaplan 2000; Lattonzi-Licht in

Papadatou 1991; Lyckholm 2001; Papadatou 2000; Papadatou et al. 2002; Pensson et al.

2000; Rushton 2004; Witt Sherman 2004).
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Professional burnout is the term used most often for describing this type of impact on

mental health professionals, nurses or physicians who are working with dying clients/

patients (Catalan et al. 1996; Friedman 1985; Lyckholm 2001; McLean et al. 2003;

Pensson et al. 2000; Witt Sherman 2004). Most of these studies list two groups of mani-

festations of burnout: physical and emotional. In the physical category researchers identify

changes in appetite, headaches, exhaustion, and sleep disturbances. Among the emotional

manifestations listed are hopelessness, cynicism, anger outbursts, low self-esteem, isola-

tion, memory disturbances, and impaired judgment leading to clinical error. In her review

of the literature on professional stress, Canfield (2005) noticed that some authors tend to

blame the work environment in which professionals work. She mentions ‘‘six specific work

environment sources of burnout: work overload; lack of control; insufficient rewards;

unfairness; breakdown of community; and value conflict’’ (p. 84).

Other authors prefer to conceptualize the impact on health professionals as compassion
fatigue or secondary traumatic stress (Figley 1995; Hesse 2002). Figley suggests that

mental health care providers who are working with clients dealing with posttraumatic

stress disorder (PTSD) tend to identify with their clients suffering through their empathic

abilities and thus experience trauma themselves.

Working with children who live with life-threatening diseases exposes professionals to

the PTSD symptoms of their clients. In a recent article, Kazak et al. (2004) presented the

findings of a quantitative research study on the presence of PTSD symptoms in adolescent

survivors of childhood cancer and their parents. Their findings suggest that PTSD symp-

toms were found in both the adolescent cancer survivors and in their parents, parents

reporting more symptomatology than the former patients.

A prolonged exposure to clients dealing with PTSD symptoms can contribute to dys-

function, which Figley (1995) called compassion fatigue or secondary traumatic stress. The

symptoms associated with this entity are similar to those of PTSD (American Psychiatric

Association 2000) and include intrusive thoughts, physiologic arousal, hypervigilance, and

isolation, among others.

Vicarious traumatization is another conceptualization of the same phenomenon

(McCann and Pearlman 1990). In a recent article on the effects of trauma work on pro-

fessionals, Dunkley and Whelan (2006) proposed vicarious traumatization as the ‘‘most

appropriate concept given that it relates specifically to trauma work, [and] incorporates

intrinsic and extrinsic factors’’ (p. 107). They also stated that vicarious traumatization is a

natural by-product of doing trauma work and ‘‘is a crucial issue for helping professionals’’

(p. 107). McCann and Pearlman (1990) argued that from a constructivist self-development

stand-point trauma can disrupt the professional’s ‘‘cognitive schemata’’ in one or more of

the five fundamental needs: safety, trust, self-esteem, control, and intimacy. Pearlman and

Saakvitne (1995) summarize the alterations associated with this phenomenon:

‘‘These alterations include shifts in the therapist’s identity and world view; in the

ability to manage strong feelings, to maintain a positive sense of self and connect to

others; and in spirituality or sense of meaning, expectations, awareness, and con-

nection; as well as in basic needs for and schemata about safety, esteem, trust, and

dependency, control, and intimacy.’’ (p. 152)

Another recent article is addressed specifically to burnout among marriage and family

therapists (MFTs; Rosenberg and Pace 2006), suggesting that these professionals are

susceptible to low-to-moderate levels of burnout. However, this study does not address

how specific issues, or different types of human suffering, have an impact on mental health

professionals in general and paticularly on MFTs.
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MFTs Working with Death and Dying Issues

Becvar (2003) specifically addressed the impact on MFTs who work with loss, particularly

with death and dying issues. Becvar noted the lack of research in the MFT literature with

this particular focus. Consistent with the literature reviewed above, she conceptualized the

suffering of MFTs as compassion fatigue or vicarious traumatization. The author mentions

that ‘‘when grief therapy is one’s chosen area it is not at all unusual to be preoccupied with

or hunted by the pain clients may be experiencing, thus placing great strain on the emo-

tional and spiritual resources of the professional’’ (p. 471). In her article, the author

presents the reader with some guidelines for preventing problems related to the focus on

death and dying, highlighting the beneficial aspects of team support, peer supervision, as

well as a holistic approach to self-care of the MFT.

The MFT literature is still characterized by a paucity of research regarding the impact of

working with death and dying issues. Even though recent studies describe the intensity and

duration of the impact of stress associated with cancer on both the patients and their parents

(Kazak et al. 2004), there is almost no reference to the specific MFT population working

with children with life-threatening diseases or with the death of children and their families.

However, due to the nature of their work, it may be that MFTs have a double-exposure to

trauma, having to address the child’s and the parents’ trauma. In an attempt to have a better

understanding of the impact of working with dying children on professionals, the review of

literature was expanded to include other helping professionals.

Health Professionals Working with Dying Children

The literature related to the impact of caring for dying children comes almost exclusively

from the nursing field and particularly from pediatric oncology nursing or pediatric pal-

liative care. In a chapter dedicated to the impact on pediatric palliative care professionals,

Rushton (2004) refers to the impact of working with dying children as caregiver suffering
mentioning that burnout, compassion fatigue, secondary traumatic stress, and vicarious
traumatization are all related concepts. In addition to the common factors of the entities

mentioned above, authors writing on aspects of caring for dying children tend to identify

another specific aspect: professionals’ experience of loss and grief (Davies et al. 1996;

Kaplan 2000; Papadatou 2000; Papadatou et al. 2002; Rashotte et al. 1997; Rushton 2004).

Papadatou (2000) grouped the losses experienced by care providers into six major

categories: loss of a close relationship with a patient, loss due to a professional’s identi-

fication with the pain of a family member, loss of one’s unmet goals and expectations and

one’s professional self-image and role, losses related to one’s personal system of beliefs

and assumptions about life, past unresolved losses or anticipated future losses of profes-

sionals, and confronting the death of self. The loss due to care provider identification with

the pain of family members is not uncommon, especially when the professional has the

same family role as a particular relative of the child. Another very common category of

loss experienced by professionals working with death and dying is related to one’s personal

system of beliefs and assumptions about life, especially for those caregivers who believe in

‘having control’ in a just and safe world. ‘‘Disconfirmation of such an assumptive world

may trigger intense feelings of meaninglessness, hopelessness, and other poignant grief

reactions, especially over the death of children, adolescents, and young adults’’ (Papadatou

2000, p. 62)
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In their study, Papadatou et al. (2002) have shown that ‘‘the grieving experienced by

health professionals occurs as a process of an ongoing fluctuation between experiencing
grief reaction by focusing on the loss experience, and avoiding or repressing grief reac-
tions by moving away from the loss experience’’ (p. 64). These two aspects of caregivers’

grieving processes are essential for the professional’s well-functioning, on both personal

and professional levels. When health care professionals focus on the loss, they usually

experience ‘‘sorrow, depression, and sometimes anger and guilt after the death of a patient.

Some cry, and most think intensively of the patient and his or her family members’’

(p. 65). In the process of avoiding/repressing grief reactions, the caregivers might move

away from the loss by denying it, by numbing, retreating to practical tasks imposed by their

professional role, or even de-humanizing the dying child who becomes a body that needs

care rather than a whole human being. Another common avoidance reaction noticed by this

author relates to avoidance of contact with either the child and/or his/her family.

MFTs Working with Dying Children

More and more MFTs are specializing in medical family therapy and some of them choose

to focus on death and dying issues, which requires ‘‘great commitment and much emotional

involvement’’ (Becvar 2003, p. 471). When the focus is on working with dying children

and their families, the struggle to balance emotional involvement with the clients, while

providing good care, might be particularly burdening for MFTs and other professionals

(Becvar 2003; Kaplan 2000; Papadatou 2000). In addition, through the systemic lens by

means of which they conceptualize the world as well as suffering, MFTs might be at a

greater risk since they are trained to look at the interplay of the suffering of the child,

families, and members of the health care team.

The literature provides little information about how MFTs working with families with a

dying child are impacted by the exposure to this type of human suffering. Because so little

is known about this from the point of view of MFTs, the purpose of this study was to invite

MFTs and other professionals working in a collaborative team to describe their own

experiences. Therefore, a qualitative method was selected to highlight the voices of those

who every morning face the possibility that during the workday they will meet death

through a child they know and love. In addition, the approach allowed the authors to

discover how meaning is made, particularly regarding suffering in a work setting.

Method

Procedure

Participants were recruited from the following sites: a Pediatric Hematology-Oncology unit

from a Northeastern Medical University, and from a Hospice in the same region. Pro-

fessionals were identified as participants based on the following three criteria:

1. Participants must work in a setting were children with life-threatening diseases are

treated.

2. Participants must have worked in this particular setting for at least 1 year.

3. Participants must be either MFTs themselves or work closely with one.
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Letters of invitation to participate in the study were sent via e-mail to potential par-

ticipants. Eight of the nine invitations e-mailed were returned. Seven were positive, one

was negative and one of the potential participants did not respond at all. A phone call was

made to each respondent who was willing to participate and an interview was scheduled.

At the beginning of each interview session the investigator presented the participant

with an informed consent form. The interviews were audio taped and conducted by the first

author.

Each of the seven interviews followed a semi-structured schedule (see Appendix A),

which served to focus the investigators’ questions on the specific impact of the work

setting on the health professionals. The interviews lasted between 60 and 90 min and were

conducted in a therapy room of the Pediatric Hematology-Oncology unit. The interviews

were conducted separately to maintain privacy. This study was reviewed and approved by

the Institutional Review Board for the Protection of Human Subjects of a university in the

northeast U.S.

Participants

Participants in the study were predominantly Caucasian (six Caucasian, one African-

American) and predominantly female (six female, one male). Four MFTs, one nurse, one

social worker, and one pediatric chaplain participated in the study. The average age of the

sample was 46, ranging from 26 to 61. Six of the participants are parents themselves. Three

of the participants had small children (under 12) and the other three were parents of adult

children. One participant did not have children. The average time the participants worked

in their particular setting at the moment of the interview was 6 years, with a range of 2–

16 years.

Analysis

For this study the method used to analyze data was the constant comparison method

(Corbin and Strauss 1990; Dye et al. 2000). This is the principal method of investigation

for a grounded theory approach to qualitative research: ‘‘Grounded theory is a method-

ology based on theory development from data that are collected and analyzed systemically

and recursively’’ (Echevaria-Doan and Tubbs 2005, p. 42). This method of scientific

inquiry aims to inductively develop new theory, unlike traditional methods that are focused

on deductively testing and verifying extant theory. The constant comparison method refers

to a ‘‘continual process of categorization, sorting and resorting, and coding, and recoding

of data for emergent categories of meaning.’’ (Echevaria-Doan and Tubbs 2005, p. 49).

The constant comparative method helps researchers compare incidents and phenomena

across subject for similarities and differences in properties, dimensions, and processes

(Corbin and Strauss 1990).

The developers of this method note that ‘‘data are grouped and conceptually labeled.

Then concepts are categorized. Categories are linked and organized by relationship,

conditions and dimensions’’ (Scott 2004). In the first phase (open) of coding, conceptual

labels were given to preliminary groupings of like phenomena (Corbin and Strauss 1990).

In the second phase, axial coding, the researchers returned to the data to revise hypotheses

and strengthen conceptual links. In the later stages of coding, often termed selective,

categories were again refined and ‘‘unified around...core...categor[ies that] represent[ed]

the central [findings] of the study’’ (Corbin and Strauss 1990, p. 14).

80 Contemp Fam Ther (2008) 30:75–91

123



Initially, a team of two researchers (the first author and an outside researcher) analyzed

the transcripts question by question and identified a total of 118 codes such as ‘‘growth in

the area of working in a multidisciplinary team,’’ ‘‘getting medical knowledge,’’ ‘‘value life

more,’’ ‘‘not taking health for granted,’’ and ‘‘getting in touch with your own grief.’’ These

codes were refined through the constant comparison method to form 34 categories. The 34

categories identified were then grouped into two major themes: 28 categories (e.g.,

‘‘emotional exhaustion,’’ ‘‘allowing myself to experience grief,’’ ‘‘being part of people’s

lives,’’ ‘‘professional growth’’) formed the major category ‘‘impact of caring for dying
children on professionals’ personal and professional lives.’’ The remaining six categories

(e.g., ‘‘enjoying nature,’’ ‘‘listening to music,’’ ‘‘interaction with loved ones’’) were

combined to form the second major category, ‘‘self-care methods.’’ The two major themes

were identified through the process of axial coding by comparing and contrasting the

categories across the study.

For example, from the 34 categories identified initially, 18 different categories (e.g.,

‘‘value life more,’’ ‘‘sort-out what is really important,’’ ‘‘more understanding’’) were

grouped under the label of impact of working with dying children on professionals’ per-
sonal lives. These initial codes were grouped and named, whenever possible, based upon

the language used by the participants themselves. At this stage of coding, stringent efforts

were made to honor and highlight the participants’ language (Constas 1992). The

researchers then combined them in three more dense categories: shifts in priorities (e.g.,

‘‘value life more,’’ ‘‘value my own children,’’ ‘‘more tolerant’’), shifts in relationships (e.g.,

‘‘more caring, intimate,’’ ‘‘more distanced,’’ ‘‘shift in relationship with self around grief,’’

‘‘importance of clarity in relationships’’), and no impact. The names of the final labels were

based on the findings from the literature (Becvar 2003; Kaplan 2000; Papadatou 2000), this

method being known as theoretical sampling of the data (Corbin and Strauss 1990).

This process was repeated until no new redundancies or exceptions, often labeled

theoretical saturation, were located that could add to the richness of the description (Corbin

and Strauss 1990). Utilizing this process and criteria as a guide, the lead researcher then

completed the analysis.

Quality Control

A number of measures were taken during the study to insure trustworthiness. First, all of

the interviews were conducted by one of the researchers, enabling the collection of three

different types of data: transcripts, personal observations, field notes. Second, all of the

transcripts were analyzed independently by two researchers. The same researchers ana-

lyzed together the process of coding and the categories. Third, the second author, who did

not participate in the analysis of the data, reviewed the process of coding, thus safe-

guarding what in the qualitative research literature is referred as external reliability: ‘‘the

likelihood that an independent researcher would find similar phenomena or generate the

same constructs in the same or similar settings’’ (Echevarria-Doan and Tubbs 2005, p. 57).

Findings

For the sake of clarity, the final findings of the study are presented in two main groupings.

The first area comprises the impact of caring for dying children on professionals’ personal

and professional lives. Although our initial intent (see questions 5 and 7 in Apendix A) was
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to make a distinction between the costs and the rewards experienced by interviewees, the

comments from participants taught us that the costs and the rewards are intertwined.

Therefore, we decided to present these findings in a broad category labeled impact rather

than separate categories for costs and rewards. The second grouping of data relates to helpful

self-care methods used by the participants. Quotes from the interviews are presented within

each main grouping, both to honor the participants’ experiences and to illustrate themes.

The Impact of Caring for Dying Children on Professionals’ Personal and Professional

Life

The Greatest Gift

Without exception, all the participants in the study mentioned as the most important reward

the chance to be part of people’s lives in a particularly difficult situation. Two quotes

illustrate this sentiment:

I always thought that this is a privilege: to meet these families, to have them let me

share with them this special time in their lives, to let me try and help them find the

best way to deal with it. (Female MFT 1)

The biggest gift a family can give you is to let you in their life when they are in the

midst of things like that. It is a gift to see the grace they show. It was astonishing to

me. That was the biggest present to me: families allowing me to be there in probably

the worst times of their lives. (Female Nurse)

Shifts in Priorities, Relationships, and Beliefs about Life and Death

All the participants acknowledged that working in these particular settings encouraged

some shifts in how they create meaning and their views on the purpose of life. Regardless

of the length of time they have been caring for dying children, every participant mentioned

a shift in the way they think about priorities in life, and/or relationships, and/or death.

Shifts in priorities. Most of the participants described how their work setting impacted

what they think about priorities in their lives. For example,

It emphasized how important it is to be as clear as you can with people in your life

because you never know if they are going to be diagnosed with something and are

going to die in three months. I noticed for myself, when there is clarity in the

relationship I can do the grief work better. (Female MFT 4)

It helped me appreciate what is really important: when my kids were small I used to

worry about them digging in the dirt, and licking their fingers. But now I think every

child should dig in the dirt and lick their fingers. It helped me sort out for myself

what I believe is important and what things I can really let go of. (Female Nurse)

Most of the participants recognized that after their experience with dying children, life in

general became more valuable for them. As one of the interviewees expressed it: ‘‘I learned

to enjoy small things. So I am very happy when I get up and the sun is shining.’’ (Female

MFT 2)

Shifts in relationships. Participants also observed a shift in their relationships with their

loved ones. They described experiences in their relationships as being more nurturing,

more intimate. Some of them noticed that they felt the need to become closer to others:
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I need to talk when I feel overwhelmed. I need to open the faucet and let the water

out. I need to cry not only for them but for the piece of loss I experience with them. I

try to do better with crying and sharing with others. (Female MFT 2)

Other participants described experiences with their family members or close friends as

being more caring with them, more empathetic toward their difficult work roles. For

example, ‘‘Some friends have just been amazing; they are really interested in, checking in

with me, how I feel, if I take care of myself. They are wonderful.’’(Female MFT 3)

On the other hand, other participants noticed a distance in some of their close rela-

tionships that they attributed to the perception of others regarding their work in settings

where children die:

I have some friends that are not able to talk about their feelings related to me

working here, and about children that are dying or at risk of dying so that they stay

away of it. I have to be careful about what I am talking, like talk about my day, with

certain people. I cannot talk about it. (Female MFT 3)

I tend more towards having strict boundaries. On that continuum I am not at the

enmeshment end, I am more in the distancing end and I think that protected me

professionally and of course that also means that I have more distant relationships.

(Female MFT 4)

One participant noticed a shift in relationship with self around loss and grief, particularly

feeling that it was triggered by her professional role.

It helped me get in touch with my own grief, sadness and pain. Being a therapist and

before having this position, the process of holding other people’s pain sort of allowed

me to not hold my own. Now, I guess I have been in this journey of reclaiming the

tears for myself. (Female MFT 2)

Shifts in beliefs about death. Most participants expressed the fact that caring for dying

children made them aware of the fact that children do die, that death does not occur only at

the end of a long life. One interviewee said: ‘‘I did painfully learn that children do die all

the time.’’ (Male Social Worker)

Another interviewee referred to a personal awareness that her child could die, as a result

of her work exposure to families that experienced death of a child:

Sometimes I am worried and I ask myself: Did God lead me into this so to have an

understanding when it is going to happen to me? This is a piece that is obviously

lingering in my mind and now working here I know it is a possibility. (Female MFT 2)

One of the MFTs interviewed noticed that her work role made her question what death

really is and how death does or does not change the relationship with the deceased:

While the child is still alive but you know that she is going to die, already your

internal experiences with her changes and afterwards, there is still an internal

experience of her similar to what it was when she was alive. So that makes me ask

what death really is, what is connected to the body and what is not. (Female MFT 3)

A frequent comment of the participants relates to this type of shift in how they normalize

suffering and death:

I have learned that the denial of the presence of suffering and our impermanence, and

seeing these things as problematic in the sense that we should control them, the
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resistance to these things causes the problems people are coming to therapy. (Female

MFT 3)

Another participant mentioned the shift she experienced around her beliefs about death as a

reward of working with dying children: ‘‘My role has helped me to see that death is not

always the worst thing to happen. Death can be a blessing versus living with a bad injury or

illness.’’ (Female Nurse)

Professional Growth

All the participants agreed that working with dying children helped them gain more

medical knowledge in general, and specifically more knowledge about children’s life-

threatening diseases or injuries. Also, all agreed this knowledge was important in assisting

children and families with end-of-life issues.

A couple of topics were mentioned exclusively by the MFTs interviewed for this study.

While all seven participants mentioned growth in the area of working in a multidisciplinary

team, only the MFT participants mentioned an enhancement of their therapeutic skills as

well.

At my previous job I had to work in a multidisciplinary team as well but it was not

such an integration of care as it is here. Here I feel more exposed with what I do.

Soon after coming here I realized that here people are used to work in teams and that

even though I am going to have my private time with patients in therapy a lot of my

job is on the open. That was a big change for me. (Female MFT 3)

The same therapist noticed that part of her job in this multidisciplinary teams, as a systems

specialist, was to address the issues from a larger perspective:

I think a family therapist is a systemic therapist and when a family comes to the

hospital becomes part of a larger system, which includes the pre-existent system,

meaning the medical system, all the staff. Even though it is not highlighted in my job

description, it is pretty clear for me that it is an important part of my job to be there

for the staff as much as for the families, because for the families the primary

providers are the medical professionals; so I am there to help them do their job.

(Female MFT 3)

Another MFT who previously had worked with dying children in a multidisciplinary team

expressed her regret about not having the multiple perspectives of such team work now as a

private practitioner:

For me working in a multidisciplinary team is invigorating and challenging because

as a MFT you have many perspectives on how to work with a family. I loved that, I

really enjoyed being in a team and I miss it now. (Female MFT 4)

Costs

When asked about the costs of caring for dying children, every one of the participants

mentioned emotional exhaustion. They described how this type of exhaustion impacted

both their professional and personal lives. To describe this phenomenon they used words

such as: ‘‘overwhelming,’’ ‘‘draining,’’ ‘‘frustrating,’’ ‘‘job becomes a burden,’’ ‘‘devas-

tating sadness,’’ ‘‘not a lot to give to others emotionally at the end of the day.’’ These words
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were used to describe events that involved the actual death of a child as well as to represent

the costs of this particular type of work.

One of the MFTs interviewed described her experience with the death of a particular

child whose family she consistently worked with as being ‘‘devastating:’’ ‘‘I could not stop

crying for 2–3 days after the child’s death. I myself I was astonished by how much

impacted me.’’ (Female MFT 4)

Another female MFT explained that the emotional exhaustion translates into feeling

physically drained as well, which creates a pressure on fulfilling one’s responsibilities both

at work and at home: ‘‘What I think is the biggest cost for me working here is that it does

take a lot out of me emotionally and then that emotional exhaustion kind of leads into

being physically drained.’’ (Female MFT 1)

Another price to be paid while caring for dying children is the potential of not having

enough emotional resources left to invest in intimate relationships. This cost was identified

by 4 of the interviewees. For example:

When I get home I do not necessarily have a lot left for anyone else. I just stare at the

walls for a couple of hours and then go to bed. In doing that I am able to get up again

the next morning and do it again the next day. It is an emotional drain in that when I

leave here I do not have a lot left to give to anyone else. (Female Nurse)

For half of the participants, another cost that comes with caring for dying children is a

hypervigilance about death: ‘‘My perspective about death has shifted so much and in some

ways I became very aware that death can happen all the time and no one can get away of

this awareness entirely.’’ (Female MFT 2)

Another participant in the study explained how difficult it is for her to categorize the

hypervigilance about death as being a cost:

I guess it is a cost, but I could not perceive it as a cost until I am sitting here

answering your questions, this heightened awareness that death can come out of

nowhere; it can be very quick and very painful and none of us can be exempt from

that. (Female Nurse)

Self-care Methods

The second over-arching category was related to self-care methods. The 21 initial codes

were grouped into 5 categories: ‘‘Close/intimate interactions with others,’’ ‘‘self-work’’

(reading, writing, meditation, praying), ‘‘maintaining good physical health,’’ ‘‘enjoying

nature,’’ and ‘‘listening to music.’’ These categories were synthesized further into two main

themes: close/intimate interaction with others (family/friends, co-workers) and individual

self-care methods. In the second theme the interviewees mentioned reading, writing,

meditation, allowing oneself to experience intense feelings related to work experiences,

maintaining a good physical health, enjoying nature, and listening to music.

Close Intimate Interaction with Others

Six of the interviewees recognized the importance of their intimate relationships when

talking about self-care methods:
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Probably I do not get to see my grandchildren as I would like to, but seeing them is a

good fix. I also have a new relationship with a male friend that is very important to

me. (Female Chaplain)

By just trying to do something with my family during the weekends. (Female MFT 1)

I noticed that ever since I started this job I enjoy more being home with my family.

(Female MFT 3)

In addition, four of seven participants highlighted the importance of having strong rela-

tionships with their co-workers and the opportunity to process their experiences with them.

In this regard ‘‘peer-supervision’’ was the word most used to describe the help profes-

sionals receive from their co-workers.

One of the participants mentioned that she has a group of friends, current or past co-

workers, who are a very important support for her and with whom she meets periodically

outside the work setting:

I know that at the end of the day I can call either one of them and speak what is on

my mind, and have a really good conversation. I know that because they walked on

that path before they know what I am saying, and where I am coming from, and this

is very helpful to me. (Female Nurse)

Individual Self-Care Methods

The majority of the participants (six out of seven) mentioned the use of reading, writing,

and meditation as methods of self-care through internal work.

Journaling is something that I do now more than ever before and it is extremely

helpful. I write about the events and also how I distract myself for at one point I

distract myself from the experience. Another thing I tend to do is to write poetry

because it is very concise. Journaling is much more of a rambling thing. They both

are helpful to me. (Female MFT 3)

When I have a chance I try to do meditation while at work, just try to relax and not to

think about too many things at once. So if I have a chance I would find a spot and try

to do it even for just ten minutes. (Male Social Worker)

Maintaining good physical health through eating healthy and physical activities was

another theme found as an answer to question 6 (see Appendix A). Four of the participants

highlighted the importance of keeping in good health as a self-care method:

There are some things that I am careful with, like make sure that I eat the right food

and exercise even though this is a challenge for me lately since I am very busy.

(Female MFT 3)

I try to go to the gym, and at work I avoid elevators, try to take walks and I am pretty

careful with what I eat. I noticed that when I do these I feel more energized at work.

(Female Chaplain)

Discussion

The purpose of this qualitative study was to learn from the professionals’ lived experiences

about the impact of working in settings where children with life-threatening diseases are
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treated. Specifically, we were interested in the meaning professionals ascribe to their role,

with a particular interest in the voices of MFTs. The other professionals involved in the

study are or have been team members of some of the MFTs involved in the study.

It is known from the literature that working with death and dying issues in general

(Becvar 2003; Henning 2005; Lyckholm 2001; Pensson et al. 2000; Witt Sherman 2004)

and with dying children in particular (Davies et al. 1996; Kaplan 2000; Lattonzi-Licht in

Papadatou and Papadatou 1991; Papadatou 2000; Papadatou et al. 2002; Rashotte et al.

1997; Rushton 2004) can be a risk factor for professional burnout. Listening to the in-

terviewees’ voices, we have learned that MFTs share some commonalities with their team

members and also have some unique issues with which to deal.

As with their team colleagues from other professions, MFTs report that the greatest gift

of their day to day work with families with a dying child is the opportunity to be part of

their lives and to be exposed to the resilience of the families in these exceptionally painful

circumstances. It seems that for those who persevere in this work position, the gift of

accompanying families with very ill children somehow outweighs the emotional exhaus-

tion caused by their work. Furthermore, witnessing families’ resilience and cohesion

(Weingarten 2003) seamed to strengthen the professionals’ own resilience and to inspire

them with a sense of awe for the humanness and beauty that is brought to the surface in the

midst of extreme circumstances. This work also seems to create a sense of pride in a

common humanity with the resources to fight life’s challenges. This finding is supported by

the literature reviewed, including Becvar (2003), who states:

for professionals who choose to care for those that are dying and/or grieving, the

opportunity and privilege of working in the presence of grief is often considered a

great gift. The general attitude is one of gratitude of being able to help and support

individuals and family members around end of life issues with all their complexities.

(p. 470)

Part of the gift the MFTs and their team partners talked about is the opportunity to create

meaningful healing relationships wit those with whom they work. Family members as well

as therapists are challenged by the difficult circumstances they face. Such difficulty invites

vulnerability and fosters truly intimate and meaningful relationships that are themselves a

powerful tool for healing.

Relative to meaning-making, in their article on vicarious traumatization, McCann and

Pearlman (1990) refer to several ‘‘psychological needs’’ or ‘‘schemas’’ that can be dis-

rupted by trauma: safety, dependency/trust, power, esteem, intimacy, independence, and

frame of reference. The authors assert that ‘‘working with trauma survivors can also disrupt

the therapists’ schemas in these areas’’ (p. 137). In our study, we found that an important

shift mentioned by all MFTs interviewed was in their ‘‘frame of reference’’ and their

meaning-making about death. Participants repeatedly noted that their work experiences

heightened awareness about the fact that children die, that suffering is a normal part of life,

that human beings are impermanent, and also that death is not so devastating but rather a

normal part of life. MFTs, like other professionals working with dying children, cannot

escape this existential dilemma: ‘‘What is death?’’ At first, participants seem to ask this

question in a general, rhetorical way. Then the question becomes more specific ‘‘What does

the death of this particular child mean?’’ In the end, participants seemed to face their own

mortality with questions such as ‘‘What is my death going to be like?’’ or ‘‘Is there

something else after death?’’ These existential questions can challenge all helping pro-

fessionals because they trigger tender feelings and experiences from the professionals’ own

lives, feelings that often are avoided. However, clinicians focusing on death and dying
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issues do not have this choice because of the realities with which they are faced every day.

Standing at the foot of a bed of a child near death pushes one to question the meaning and

purpose of suffering, death, and life after death.

In the literature on other health professionals working with dying children, Davies et al.

(1996), Papadatou (2000), and Papadatou et al. (2002) mention the death meaning-making

process as being part of healthy grief work. Referring to how caregivers make meaning

about the death of children they work with, Papadatou (2000) states that ‘‘any form of

meaning provides health professionals with a sense of mastery, and help[s] them overcome

any state of confusion, of doubt, or of meaninglessness’’ (p. 67). Our study goes a step

further by trying to see how professionals’ ‘‘schemas’’ (McCann and Pearlman 1990)

around death shifted as a result of caring for dying children.

MFTs and their co-workers in this study reported paying a price when caring for

dying children. One part of this cost can lead to isolation and withdrawal. The par-

ticipants highlighted the importance of being in nurturing relationships while working

with dying children. A lack of emotional engagement is a real risk factor in intimate

relationships and can prevent professionals from having this important self-care method

(Becvar 2003; Papadatou 2000; Rushton 2004). Indeed, being emotionally available in

the therapy room is one of the most important ingredients for a strong therapeutic

relationship as well (Satir et al. 1991), and a good client–therapist relationship con-

tributes a great deal to a successful outcome of therapy (Bachelor and Horvath 1999;

Lambert 1992). Thus, a therapist who is not available emotionally can impair the results

of therapy. In her qualitative study of 15 pediatric nurses who treated dying children,

Kaplan (2000) found that all participants ‘‘acknowledged that fully expressing their

feelings was a critical element for maintenance of mental and physical health and

professional continuity’’ (p. 194).

MFTs did describe several experiences that differed from their colleagues from other

fields. Perhaps because of their systemic training, MFTs seemed to take into consid-

eration the pain of the larger system involved with the families and their ill children

(e.g., when other professionals in the team reach out to MFTs wanting to talk about the

death of a child that they cared for). As systemic thinkers and practitioners, they

seemed to feel a responsibility to support their team members in dealing with death and

dying issues every day. This finding is consistent with findings in the literature

reviewed, more specifically the literature on medical family therapy. McDaniel, Hep-

worth and Doherty (1992) suggest:

Medical family therapists can support grieving medical team members. Although the

medical family therapist is part of the treatment team, the therapist can be the

catalyst for encouraging team members to discuss their responses to a particular

family and loss (p. 249).

Participants did recognize that offering this type of support helps them through the rela-

tionships they develop with their co-workers. As an example, peer-supervision was one of

the self-care methods considered the most useful by all the MFTs participating in the study.

They also felt a responsibility to facilitate relationships between team members. One of the

MFT participants in our study said:

It felt to me at times that I am orchestrating all the professionals, helping to make the

relationships work more than to be a family therapist for that particular family but

through that really helping the family. (Female MFT 4)
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Clinical and Training Implications

The findings of this study suggest implications for MFTs who practice in settings where

children with life-threatening diseases are treated. MFTs, like other professionals caring for

dying children, should be aware of the emotional impact such work can have on their

personal well-being. Also, MFTs must recognize that in addition to the impact that

emotional exhaustion can have on their work performance, it also can impact relationships

outside of work. Thus, it is crucial that MFTs develop self-care practices, preferably from

the beginning of their work in these settings (Rosenberg and Pace 2006).

As Becvar (2003) notes in this regard, MFTs entering the field of work with dying

children and their families should have the ‘‘opportunity to explore their motivations’’

(p. 476) as well as to address issues in their personal lives, especially issues related to loss,

that might impede their effectiveness in the therapy room.

One particular finding, so powerfully described by participants in this study, is the

‘nothing left in the tank’ phenomenon at the end of a day working with dying children.

Feedback from participants suggests that clinicians would do well to develop routines or

rituals that help to transition from work to home each day. As the findings suggest, some

clinicians wish to leave work at work while others feel a deep need to connect with family

or friends around issues of loss in their workday. Regardless of the personal coping style,

the findings from this study point to the need for daily practices that help with the transition

from work to home if the clinician desires to stay present in both places.

MFTs also should be aware when choosing to work in a medical setting that part of their

responsibility is to the larger system, and that their team partners from other professions

(nurses, physicians, social workers, chaplains, child life specialists) may turn to them for

comfort and support. This can add to the emotional pressure and increases the risk of

burnout. Thus, part of the MFTs’ training to prepare to enter any medical field should

address working collaboratively in a multidisciplinary team and the MFTs’ potentially

unique role on the team (Gawinski et al. 1999; McDaniel et al. 1992; Muchnik et al. 1993;

Seaburn et al. 1996).

Limitations of the Study and Future Research Directions

This study has several weaknesses. First and foremost, the small sample size limited the

breadth of responses. Second, the semi-structured questionnaire has the potential to limit

the depth of the responses. A number of additional, important questions were raised in the

current study that could be included in future research. For example, how do the work

experiences of MFTs who have children of their own differ from those of the MFTs who do

not? How does the age of the ill child influence MFTs’ experiences? Perhaps most

importantly, how does previous personal experience with death impact MFTs’ ability to

make meaning out of their work experiences? And finally, what is it that allow some MFTs

to work longer than others in these settings?

In conclusion, as the medical field continues to shift toward an increased acceptance of

systemic, collaborative, and family-based treatment models, the opportunities for medical

family therapy training and practice also increase. As a result, more MFTs will be facing

the unique strains and receiving the special rewards that such work entails. The contri-

bution of the current study is that it serves as a stepping-stone for future research that

accesses and describes the real life experiences of MFTs working with loss and death

issues in a medical setting. The findings describe MFTs attempts to successfully manage
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working in a highly intense work setting with a life outside of work, a balance though

difficult to achieve still seems possible.

Acknowledgement Special thanks to Brittany Edge who helped through out the process of analyzing the
transcripts of the interviews.

Appendix A

Questionnaire

1. How did you decide to work here?

2. How has working here made an impact on your professional life?

3. How has working here made an impact on your personal life?

4. Have your beliefs around death changed since working here? If yes, how?

5. What are the costs of working here?

6. How do you take care of yourself?

7. What are the rewards of working here?

Tell me about an event that impacted you the most working here.
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