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ABSTRACT

AIM

South African doclors are confronted with a growing population of terminally 1ll children every day. Research pertaining to
doctors facing a dying child is imited. Qualitative methods were used fo gain insights info the impact of a dying child on
doctors’ feelings and functioning in their professional and personal life.

METHODS
Individual interviews .and one focus group were conducted with 8 senior paediatric registrars from Red Cross Children’s
Hospital. The content of discussion was coded, categorized, followed by a sequential analysis and deeper descriptive analysis

before drawing and verifying conclusions.

RESULTS
Six themes emerged: 1} dociors’ attitudes towards a fatal illness; 2} training and teaching around death and dying; 3) doctors’
interactions with a dying child; 4) doctors’ relationship with the parents of a dying child; 5) doctors’ feelings, defences and

coping styles while managing a dying child; and 6) emotional support for doctors.

CONCLUSIONS
A dying child and the quality of doctors’ relationship with a dving child and his/her family impacts on the doctors’ feelings,

professional and personal coping styles.

Cultural differences, ethical dilemmas, work load, decision making processes, hospilal and national economics are

significant stressors influencing the quality of care of a dying patient and his/her family.

Doctors are not adequately prepared to cope with the emotional burden imposed by a dving child There is hitle

psychological training provided and a very limited hospital support structure for doctors.

Findings indicate that several strategies could be implemented to optimise doctors” coping and improve the guality of care of
a dying child and his’her family. *
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CHAPTER 1: INTRODUCTION

BACKGROUND

One of the most important and far reaching changes to oceur in our society in recent years has been progress in modern
medicine and related to it an increase in our ability to postpone the cessation of life. Death was not regarded as the enemy
of ancient medicine. It was accepted that it could not be helped. The culural and religious focus was on finding a meaning
for death and on making the passage from life to death as comfortable as possible. Since the writings of Francis Bacon and
René Descartes in the 16 and 17" centuries, medicine with its call on science has led to a new awareness of death. Death

was declared the enemy (12),

Death, similar 1o birth, has attained a medical status with all its ramifications. Yet there has been little research about death
issues. Why? Perhaps we are in conflict about the place and meaning of death in human life nowadays. Perhaps enchanted
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by modern technology, which helps to control death and relieve suffering, we tend to view death as 7 a series of

preventable diseases™(12).

Irrespective of views held about death, a life- threatening illness particularly when untimely, evokes huge anxieties that
society displaces onto the medical profession. This profession, with a biological and scientific attitude, frequently pursues
a frantic search for a cure, rather than reconciliation of issues surrounding separation and loss (8,34,51). The rise of the
hospice movement, and recently the development of palliative care as a medical and nursing speciality, hopefully will

change this tendency (60).

The dying child in particular creates a very powerful dynamic within the hospital system that is seldom recognized (30,59}
and contributes to physicians” distress, who him/herself may be fearful or at least ambivalent about death (28,50).

The idea for this research was prompted by one of my psychiatric consultations at the Red Cross Children’s Hospital
during my registrarship. I was asked to see a depressed child, hospitalized for over a year, who had suffered from a
chronic life-threatening iliness. When I attended to him, he was not able to give any account. He was dyving. I observed
gngry nurses in his room, who had put so much effort into his care and who did not achieve the expected results. I wrote a
very ‘medical’ consult about the inappropriateness of antidepressants in this case because of interactions with other
medicines he had already been taking, and I joined the silence around the subject of death. The child passed away the next
day. Neither the paediatrician nor I attempted any further contact to discuss this patient.

This case made me reflect on the topic of a dying child, medical care and its psychological aspects, as well as the doctor
herself/himself. How does a dying child affect the medical professional? What do they value most, the biological

improvement or the well-being of the patient as a whole? Whom do they treat, the patient or their own anxieties?



LITERATURE REVIEW

The literature review shows that physicians treating dying children have been rather neglected, as compared with other
role players: children themselves and their parents. The available research consists of single case reports, guantitative

studies, surveys, and a few qualitative studies,

Studies, over the last thirty years, contain the following themes:

1) INADEQUATE EDUCATION REGARDING END-OF-LIFE -

Education about death and dying has been relatively new in medical curricula all over the world. Many concerns have

been raised about it since its beginnings in the late sixties and early seventies.

In 1972, Schoenberg and Carr wrote that: “inadequate education in the management of the terminally ill probably
represents one of the greatest failures in professional education today”. They concluded that: “ there is a large discrepancy
between what would be seen as ideal training for the health professional in the care of the terminally il and what is
actually the past and the present reality.” (Schoenberg and Carr, 1972 in 44)

In 1972, a survey reported by Liston showed that only half of the 83 responding American medical schools had formal
programmes dedicated to death and dying, and nearly 90% of these had been in existence for only five years or less
{Liston, 1973 in 44)

What were the methods used in teaching the topic? In 1976, Dickinson showed that six schools (6%) of 107 American
medical schools bad a full-term course, 44 (41%) had a “minicourse”, and 42 (36%) provided one or two lectures on the
subject. 14 schools {13%) had no formal course on death and dying (Dickinson, 1976 in 44).

In 1983, Berman and Villareal (3) described a seminar held for an entire day and evening away from the hospital for four
small groups of six interns, a nurse or social worker, a chief resident and two paediatric faculty members. Tlustrative cases
were prepared to facilitate discussions of the interns’ personal experiences in four areas: the delivery room, intensive care
nursery, ward, and emergency room. Interns felt that the opportunity to discuss death and dying early in their training
benefited them by gaining an understanding of their own feelings about death. These insights enabled them to cope better
with the stress involved in caring for dying children. Other advantages of the seminar included more effective

interpersonal communication, the establishment of deeper and more meaningful friendships, and a stronger esprit de corps.

in 1984, Behnke (4) looked at existing teaching about death and dying, and the extent to which it prepares resident
physicians to provide confident psychosocial support to dying patients and their families. None of the 10 female residents
considered themselves qualified to counsel, in contrast 1o seven of 16 male residents who did feel qualified to counsel. The
gender differences in attitudes toward dying patients were also noticed by Dickinson (19). Men may be less willing to

admit inadequacies, since it does not fit the masculine model of physical courage, competitiveness, and toughness as
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described by Balswick and Peek (Balswick and Peek, 1971 in 4). Almost all respondents in Benhke’s study indicated a
need to be involved in death counseling education. 52% of residents stated that training in this area would provide them

with more confidence in pre- and post death counselling,

In 1988, a random survey of American schools for medical, nursing, and social work students “revenled no evidence of a
consensus on the need for death education for health professionals, no evidence of systematic development of course
content or approach, and no evidence of any attempt 1o integrate training and facilitate collaborative team care in this

area.” (Dupont and Francoeur, 1988 in 44)

In 1989, Mermann, Gunn, and Dickinson (44) reported on a death and dying course offered at the Yale School of
Medicine using patients as teachers. Fach student met individually with a patient during the semester and in small groups
with the instructor 1o discuss the interviews, personal reactions, and professional issues while caring for his‘her patient-
teacher. The authors concluded that the seminar enabled the students to learn the effects of serious illness on patients, the
patients” coping strategies used in daily living, -characteristics of the caring physician, and skills needed to provide

compassionate care.

In 1998, Khaneja and Milrod (32) examined educational needs among paediatricians caring for terminally il children,
They concluded that an educational and emotional support system needed to be implemented into the structure of
paediatric residency training programs. They found that paediatricians received inadequate teaching, both in medical
school and during postgraduate training. They recommend a systematic, integrated, didactic curriculum on caring for
dying children and their families for paediatric residents including hospice or palliative care rotations. Attending
paediatricians should be trained as well, so that they can serve as role models for residents. After each paediatric death, the
staff involved should discuss the case with a bereavement counselor in order to explore their anxieties and fears

surrounding death and dying and to experience a sense of validation in a peer group setting.

The recognition of the importance of medical education about end-of-life (EOL) care in the paediatric setting has been
steadily growing. In 2000, Sahler et al. (56) reported on the outcome of the National Consensus Conference on Medical
Education for Care Near the End-of-Life in the U.S. The authors emphasize that the ultimate goal of EOL care education
is to provide more humane care 1o the very sick children, enhance bereavement outcomes for their survivors, and develop
more confident clinicians. Six principles regarding EOL care in paediatric setiing were described. 1) Cognitively and
developmentally appropriate communication is most effective. 2) Sharing information with patients helps avoid feelings of
isolation and abandonment. 3) The needs of the patient are served when the ethical principles of self-determination and
best interests are central to the decision-making process. 4) Minimization of physical and emotional pain and other
symptoms require prompt recognition, careful assessment, and com;rehensive treatment. 5} Developing partnership with
families supports them in their care giving efforts. 6) The personal and professional challenges faced by providers of EOL
care deserve to be addressed”.

It is stressed that effective teaching about EQL care requires faculty development and “commitment to the value of
vnderstanding terminal illness and death as part of the continuum of life, to emphasizing the critical role of medicine in



alleviating pain and suffering, and to acknowledging how emotionally difficult vet professionally satisfying it can be to
assist a child and family through this experience™(56). A trainee can gain a richer and broader view than the physiological
perspective of the patient’s iliness by taking better advantage of the many teachable moments that are already available.

2} PHYSICIANS ATTITUDES AND RESPONSES TOWARDS DEATH AND DYING

Any person, be it a caregiver or a patient, who comes in to contact with impending death experiences a broad range of
feelings. Elizabeth Kubler- Ross (34) in her pioneering description of responses to dying and death identified the
following stages: 1)‘ shock and denial, 2) anger, 3) bargaining, 4) depression, and 5) acceptance. Those who survive a
significant loss experence grief reaction and go through bereavement, which according 1o Bowlby (8) consists of 1) acute

despair, 2) yearning and searching for the deceased, 3) disorganization, and 4) reorganization.

Doctors as caregivers, although well defended, are not immune to the process of dying. As a group, they have high levels
of fear about death and they may choose a career in medicing in general, or in a particular speciality, as a way of dealing
with these fears (Feifel, 1976 in 38, Feifel, 1967 and 1963 in 69). Doctors bave a need to master high levels of fear about
death by gaining the power to curg, control disease, and save lives. Death anxiety has been found to be associated with
age, sex, personality and need for achievement (38).

Livingston and Zimet, in their study of medical students, indicated that the choice of paediatrics as a speciality was
correlated with a higher than average score on a ‘death anxiety scale’ (Livingston and Zimmet, 1965 in 9). Many
physicians enter paediatrics because “our patients get better”, which is at variance with the subsequent clinical experience
(9,38,69).

According to Keniston, medical professionals’ adaptive techniques include a tendency to master anxiety provoking
situations rather than escaping or living with them, an orientation toward changing their environment rather than

themselves, and an habitual use of intellect as a defence (Keniston , 1967 in 53).

In 1970, Schowalter (58) described his observations during child psychiatry consultations with 10 male house officers
concerning 21 dying patients. He identified three psychological stages that paediatricians go through while managing a
child with a life-threatening iliness: 1} impact, 2} battle, and 3) defeat. These were further elaborated on by Sack et al {(53)
who conducted a semistructured interview with 36 third-vear paediatric residents at four Western university training

programmes in 1984

-»

Impact. Physicians were the first to know the diagnosis. They felt the impact of diagnosing a fatal condition, particularly
when they had to communicate the devastating news 10 the parents. The residents often experienced feelings of

inadequacy in being unable to provide parents with the information the parents requested.



Battle. During this stage physicians frequently experienced a pattern of emotions similar to that of the child’s parents:
denial, guilt and grief, as well as feelings of inadequacy in being unable to cure the child or counsel the parents. They felt
like withdrawing from a dying child and his/her family (58) At the same time, residents stressed the increasing skill in

their communication and the increased sensitivity to how families adapt to stress over time.

Defeat. Death of a patient was either shocking or expected. During this stage, similar to the Battle phase, doctors often
identified with parents of the dying child. Many doctors experienced guilt/blame syndrome, which is one example of the
emotional hazards for particularly young doctors who have enormously high expectations of their ability to sustain life
{53,55). Death also provides some relief and emotional release. Most house officers found it emotionally easier 10 inform
parents of their child’s death that it was initially to tell them about their child’s fatal prognosis. A child’s death also
evoked a sense of defeat (32,53). For the profession that is dedicated to healing and well-being, it implies that doctors
have nothing to offer when clinical skills: ultimately prove ineffective (44). Professional acculturation in general shapes
further attitudes towards death, which is often viewed as the ultimate failure. {(32,34,53,55,62,64,67).

Many physicians may have a religious background, which may be at variance with that of the patient and his/her family
{47,64). Such a background may also influence doctors’ attitudes towards death and may exert an influence on their

clinical management of dying patients.

3) PHYSICIANS’ INTERACTIONS WITH THE PATIENT AND HIS/HER FAMILY

The death of a ¢hild is known to be a stressful experience for physicians, since it contradicts the natural order of things:

children are not supposed to die.

According to Sahler et al. (55} the physicians’ emotional interactions with dying patients differ according to the child’s
age and his/her neurological status. Wiener (69) reports that the majority of paediatricians in his survey were of the
opinion that children should seldom or never be informed about the nature of their illness. However, they favoured

disclosure if the child directly requested such information.

Respondents in Khaneja’s study (32) were more likely to discuss issues of diagnosis and prognosis with terminally ill
children and children infected with HIV with increasing age of the child, which reflects an appropriate sensitivity to the
" developmental status of the child and his/her ability to understand the concept of death. There was no clear agreement
among the paediatricians with respect to the perceived need to limit emotional involvement with dying children and their

families.

Their relationship with the parents generally reflects doctors’ attitudes toward the child, but is also affected by the duration
of the illness. Sahler et al. (55} identified three general types of intern-parent relationships: 1) active, mutual involvement
where the interns offered both emotional as well as medical support to parents, 2) passive noninvolvement where the

interns did not meet or talk to any of the parents before the children’s death; 3) active avoidance, which occurred in the



case of very hostile and angry parents. Some interns saw the child as part of the ongoing parent-child relationship and
understood the role the child played in the family. The interns saw themselves helping not only the child, but also the
parents with the adjustment to the eventual final outcome.

Despite the fact that sn increasing number of families turn to health care professionals for comfort and support, studies
show that doctors do not feel confident and do not have enough knowledge and skills regarding paremtal counselling
(3,53). Many surveys report that a significant percentage of parents express dissatisfaction with the manner the hospital
staff handled them (33,52). Most valued by the parents were doctors’ availability, providing medical information and grief
counseling (26).

Knapp et al. (33) notice that: “Many physicians, unfortunately, are unable to meet the parents’ needs because they can not
deal with death on the personal level, and/or their training militates against their accepting a shift in responsibility from
“healer” to “counsellor-consoler”. Thus, an impasse oflen is reached in which the expectations of parents exceed the
service that the physician is able or willing to render. This detracts from the physician’s ability to fulfill adequately his
role of provider of total care.”

Taking into account the above factors, it is of note that many young physicians are left on their own and are vulnerable to
developing patterns of interactions that may not serve the patient well. As Wiener (69) put it, “ They (doctors) confront a
conflict in the care of a dying patient between forces of compassion pressing toward involvement and forces pressing
toward avoidance and protection from painful feelings”.

STUDY AIM

A study of physicians facing a child suffering from a chronic fatal iliness appears to be particularly relevant in the current
South African comtext where, apart from chronic life-threatening illnesses, the epidemic of AIDS puts a substantial
emotional pressure on all physicians, both in public and private sectors, in hospitals and in out-patient clinics (45).

The proposed study question:

“ You remember one of your patients who suffered and died from a chronic fatal illness; tell me abont yourself in

this particular case, yourself as a doctor and as a person.”

aimed at exploring senior paediatric registrars™

1} feelings encountered during management of a child with a fatal ifiness and his/her family;

2} coping skills;

3} functioning in the hospital milieu (the impact of 2 dying child on a doctor’s relationship with his'her colleagues
and nursing staff); '

4} the impact of a dying child on a doctor’s personal life and his/ber value system.



The study aimed at increasing the awareness of the effect of the death of a child on paediatricians’ psychological well-
being. This may lead 1o a discussion around the ways of coping with an emotional burden that the growing population of
terminally il children imposes on the medical profession. The results of the study could be used in devising a plan towards
improving knowledge about a dying child and the skills necessary in the satisfactory management of patients and their
caregivers. :



CHAPTER 2: METHODOLOGY

RESEARCH DESIGN

This qualitative study was exploratory and descriptive, using in-depth individual interviews with senior paediatric
registrars employed by the Red Cross Children’s Hospital (RCCH}.
The research design was based on the literature of Denzin & Lincoln (16,17) and Marshall & Rossman (40).

SAMPLING

In order to explore doctors’ experiences wfth a dying child the sample of senior paediatric registrars at RCCH was chosen.
The hospital employs 30 registrars (9 senior and 21 junior registrars). It is a tertiary institution where the registrars
encounter a broad range of chronic fatal illnesses. This hospital is a fairly accessible source with which the Child and

Family Unit has had long-established links. In this regard the study was both time and cost effective.

To assure informational adequacy the following factors were taken into account. The senior paediatric registrars, being in
their thirties, have already attended to many dying children. The position of a senior registrar provédes them with more
opportunities to reflect on the work they do. On the other hand, because they are still in the relativeiy_early stages of their
carcer they may remember well their encounters with the subject of death and dying during medical school, internship,
and junior registrarship. Being in one’s thirties also constitutes a time when at least some of the registrars are married and
have their own children which may impact on how they see themselves in relation to the dying children and their parents.
Working as a senior registrar implies much less supervision by consultants. For that reason the experiences of the senior

paediatric registrars could be representative of medical officers in primary or secondary hospitals.

In order to access the registrars the Director of the School of Child and Adolescent Health, University of Cape Town
(UCT), was approached and presented with a study protocol. He consulted with a paediatric oncologist who informed the
registrars about the project. The registrars stated they would be willing to participate in the study. The protocol was
discussed with 8 registrars (1female, 7 male registrars). A list of 8 participants with their contact telephone numbers was
drawn up during the meeting. The ninth registrar was approached telephonically at the later stage, but did not accept an
invitation to participate in the study. The sample of 8 registrars was thought to be adequate for the purpose of the study to
reach saturation of data (saturation - finding information that continues to add until no more can be found). The registrars
were asked to participate in the study on a voluntary basis, which aimed at ensuring their cooperation and thorough and

thoughtful responses to questions.

Having obtained the registrars cooperation, the study protocol was further critiqued and refined at the Research Protocol

Meeting in the Department of Psychiatry.



PARTICIPANTS

After the individual and focus group discussion the registrars were asked to give the following personal details: the date of
birth, vear of graduation, number of years in practice, number of years as a paediatric registrar, marital status, occupation
of their spouse (medical or non-medical), and whether they have children. Six out of seven registrars, who attended the
focus group, responded.

Age 33-43
No of years in practice 710
No of years of registrarship 3-5
Marital status
e Single 2
e Married 4
Spouse’s occupation
e Medical” 2
# Non-medical 2
Children
e No children 2
¢  One or more children 4
CONTEXT

RCCH constitutes part of the School of Child and Adolescent Health. This academic structure of the University of Cape
“Town represents 350 doctors, nurses, therapists, social workers and laboratory scientists who, in partnership with
provingial authorities of the Western Cape, provide health care for children in 6 hospitals and several community health
centres in and around Cape Town. The registrars rotate through RCCH, Groote Schuur, Mowbray Maternity, Somerset,
Conradie and Victoria Hospital. These hospitals treat neonates, children and adolescents from the Subsaharan Africa and
the whole South Africa. Most patients come from three ethnic/language groups living in the Western Cape: Xhosa, English,
and Afrikaans. As state hospitals they provide care for majority of children from low socio-economic strata. HIV infection
has been a rapidly growing health care problem. “From 25-40% of the children in these facilities on any given day are HIV
infected” (72).

THE RESEARCHER AND HER ROLE

The researcher worked in paediatrics as a medical officer for a year and a half. She has been working in psychiatry since
1995, initially as a medical officer and registrar, and since 1999 in child psychiatry, initially as a senior registrar, and
finally, as a consultam since 2001. During the registrarship child psychiatry rotation the researcher was involved in
consultation-liaison psychiatry at RCCH. The involvement in this regard has markedly extended since senior registrarship.
Part of the current involvement at RCCH is constituted by psycho-social ward rounds. During these meetings the issues of
death and dying are frequently raised. Thus, the researcher has a fairly good knowledge of the hospital environment and
problems the medical staff have to deal with. The researcher also possesses skills to conduct interviews that may be
evocative and emotional, and to contain feelings of the participants, if necessary. The researcher was known to some
registrars at RCCH in the capacity of a consultation-haison psychiatrist.



It was thought that the study interviews, apart from contributing to the broadening of knowledge, could give the doctors an
opportunity to ‘off-load’ the emotional siress in a safe and neutral atmosphere. The study could also contribute toward
strengthening relationships between the Child and Family Unit and Red Cross Children’s Hospital and increasing the
awareness of the role of a consultation-liaison psychiatrist.

Finally, the researcher also hopes to influence changes in a teaching programme concerning issues around death and

dying and to create a support structure for doctors,

SETTING
The in-depth individua! interviews were conducted with all voluntary participants at their convenience at the Child and
Family Unit, because of the guietness of the place and less distractions.

ETHICAL CONSIDERATIONS
- Informed written consent was obtained from the participants. Confidentiality was ensured by:
. e Not mentioning names of the participants during interviews and in any writien fext;
» Using sjzmbols instead of names while analysing transcripts;
e  Fditing text to prevent any recognition of a particular registrar;
&  Using services of a reliable transcriber;
&  Storing tapes, transcripts, and discs in a safe place.
It was also agreed that should a participant have been in need of any therapeutic intervention, the appropriate steps outside
the research frame would have followed,
The research protocol was approved by the University Fthics Committee on 04 May 2000 (REC REF:02/2000).

DATA COLLECTION METHODS

INTERVIEWING

Individual interviews

Angjnitial individual in-depth imterview lasting approximately 50 minutes was conducted with eight participants. Each
individual interview was audio-taped. The method of gualitative interviewing with the Free Attitude Interview technique
(FAD) was predominantly used. FAI implies the interviewer’s summarizing, reflecting, stimulating and asking for
clarification of the content. Within the framework of the opening question the interviewee has all the freedom to explore
his’her own ideas and suggest new topics which may be, according to him/her, of importance to the opinion expressed.

It was difficult to apply this technique particularly in the first interview for two reasons: 1) the interviewee’s anxiety and
expectations that the researcher would be asking questions, 2) the interviewer’s desire to obtain as much information as
- possible and unintended application of a psychiatric assessment interview style. Having realized that, the interviewing
technique was adhered to in all subsequent interviews, although at times with some difficulties since certain registrars
quickly elaborated on the initial question and reflecting on it did not produce any further account. Introduction of new

questions, based on previous interviews, stimulated further discussion.
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Contemporaneous notes were made by the researcher to document the process and context of the interviews. All registrars
were very cooperative. There were no difficulties with making an appointment with them for which they arrived on time.
When asked about what had motivated them to participate in the study, most of them replied it was loyalty and support for
a colleague. Half of them felt that the importance of the study subject warranted their participation. Most registrars bad not
given much thought to the issues of death and dying for the purpose of the interview. Since they did not know the study
guestion until the time of the interview, they gave a spontz;neous account. The rapport was established easily. Some
registrars concentrated on the facts and appeared emotionally detached from the content. The topic, however, was pretty
evocative 1o at least three registrars. Two registrars, who used this interview as self-reflection, were amazed by the
insights they gained dusring the imerviews. Most registrars appeared sensitive, empathic, humble, modest, and responsible.
The researcher has 8 strong impression that they all were thoroughly honest in providing their accounts.

Focus group
Following the completion of the individual interviews, a follow-up interview was carried out with 7 participants in the

form of a focus group. One participant completed his registrarship and emigrated from the country. The focus group lasted
- an hour and a half It aimed at discussing issues that had emerged out of the first interview and at clarifying and/or
eliciting further information in order to enhance validity of the study. The main themes appearing in the individual
interviews were presented and further comments and clarification were obtained. The focus group was videotaped to
ensure correct transcription. Contemporaneous notes were also taken.

All the registrars but one arrived on time. Before the interview started they had appeared very relaxed. They were joking
and laughing. They appeared to enjoy being together outside RCCH. They did not seem in a mood to talk about death and
dying. During the first 30 minutes some of the group members were noisy, exchanging smiles and clearly not wanting to
engage at.a different level. Such behaviour can be interpreted as a defence against the evocative content of the group
discussion. The situation changed with an arrival of the last registrar. The group became more serious and concentrated on
the topic. One registrar, who gave a particularly rich input during the individual interview, contimuously from the
beginning to the end, tried to devalue the sense of the discussion. The group went along with him for the first twenty
minutes and strongly opposed his comments later on.

The discussion was very heated at times with many doctors talking at the same time, which unfortunately impacted on the

quiltity of transcription.

DATA ANALYSIS STRATEGIES
Data analysis strategies outlined by Dey (18), Miles &Huberman (46) as well as Mason (41) were used.

MANAGING DATA ' .

. The individual audio-taped interviews were transcribed by a typist. Each interviewee was assigned a letter in random order
instead of a name. Because the registrars’ names were not mentioned during interviews, the typist was not aware of the
doctors’ identity. Transcripts were read and checked up by the researcher in order to ensure their accuracy. Eight
transcripts were obtained. Each of them consisted of 15 1o 20 pages. Each transcript was filed separately in one folder
together with consent forms signed by the registrars at the beginning of the individual interview and the notes made during

the interviews.
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The video-taped focus group was transcribed by the researcher 1o ensure confidentiality. The same symbols were assigned
to the registrars. The sound on the videoiape was, unfortunately, poorly recorded and the transcript had o be at times
reconstructed using notes made during the group. The videotape was checked by the researcher again two weeks after the
initial transcript had been completed. The transcript made up 20 pages. It was filed separately in the folder with individual
interview transcripts and additional notes. All transcripts were also saved on floppy disks and stored separately.

READING AND ANNOTATING

After each individual interview the transcript was read in an ‘interactive’ way with a set of questions to ask the data, like:
who, what, why, when, and where in the following areas: settings, definitions, processes, activities, events, strategies, and
relationships. The researcher’s ideas and impressions were annotated and compared against the previous individual

interviews. Some ideas were mapped not only within, but also across transcripts.

CATEGORIZING DATA

Creating categories.
The transcripts were read again and coded. Selected quotes were assigned to a specific concept {code}, which was jotted

down on the margins of the transcripts. The process was based on inferences from the data, initial ideas confirmed by the
data, theoretical background, intuition and previous knowledge.

Thus, coding was conducted in a literal, interpretative and reflexive way. E.g., ” How could they make that decision that
they couldn’t do anything further for this child...” - was coded as denial and anger.

Codes were further grouped into categories and subcategories. The subcategories and categories were continuously

compared with others across all the available transcripts. Two lists emerged.

Eg,

CATEGORIES SUBCATEGORIES

Doctor him/herself Doctors feelings

lliness Doctor’s coping

Support Doctor’s professional growth

Teaching Doctor’s emotional growth

Culture : Quality of life

Patient End-of-life decisions

Patient’s parents Acute death

Staff interactions HIV/AIDS

Doctor’s family A Bonding with patient
Patients” responses to doctor
Parental expectations
Bereaved parents
Funerals
Language and interpreters
Cultural beliefs
Communication among the staff

Expression of feclings among the stafl
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The lists were further refined and mapped. E.g.,

POCTOR
HIMSELF

DOCTORS’ DOCTORS’
FEELINGS COPING

DEFENCES INSTRUMENTAL
COPING
ANGER l
FRUSTRATION WITHDRAWAL
LOsS DETACHMENT
SADNESS SUPPRESION TALKING
RELIEF DESENSITIZATION FUNERAL ATTENDANCE
GUILT REACTION FORMATION DIVERSIONAL ACTIVITIES
BURDEN INTELLECTUALIZATION DERIVING SATISFACTION
ACCEPTANCE DISPLACEMENT
BEING DENIAL
PRIVILEGED

The process of creating categories was discussed with the supervisor who conducted random analysis and categorization.

Any differences were discussed further.

Assigning categories

Having established lists of categories and subcategories, the sentences and/or whole paragraphs were copied, transferred
from its original context, and filed under the assigned categories. The symbol of a particular registrar together with the
page number of a specific sentence or paragraph were retained in order to be able to locate the original text, double check
the context and appropriateness/accuracy of a category assignment. “Microsoft Word 2000” was used for this process.
Specifically designed computer software for qualitative research analysis was, unfortunately, not used.

The text was further edited. Long pauses and “uhmms” were erased. Incomplete sentences were edited in order to convey

the context and meaning.

Splitting and splicing
The subsequent analysis consisted of ‘recontextualization” of the data, where the data were organized and analyzed in

terms of developed categories rather than in terms of its original context.

Some categories were modified. All of them were split into subcategories in such a way that they made sense
conceptually, they were empirically relevant, and they were useful practically and analytically. Some paragraphs
illustrated more than one subcategory.

They were analyzed again and assigned to the theme that they were more specific of. E.g., doctors’ feelings of sadness or

anger were expressed in both any chronic illness and HIV/AIDS. However, because the background of these feelings had
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been distinctly different they were assigned to “Doctors’ feelings” subcategory, but under two separate categories: 1)
Doctors themselves, and 2) Tliness.

The relationships and boundaries between categories and subcategories were reevaluated. Overlaps were clarified. The
search for an explanation of incongruities or surprising findings was conducted using the original transcripts. The findings
were discussed with the supervisor. E g, hardly any registrar openly admitted feelings of personal failure on the patient’s
death, contrary to the literature. The deeper analysis of the text showed, however, that many registrars felt guilty when not

providing active treatment or when making mistakes, with a tacit message of having failed professionally.

LINKING DATA
The process of categorization did not take into account substantive relations between the codes. Linking data aimed at

finding out how things interacted. The links were either explanatory or causal.

CONNECTING CATEGORIES

The categories and subcategories were further compared and looked at for evidence of connection between them. Where
two categories were assigned to the same text, the data was regarded as confirming a connection. The linked data were
included in the process of making connections. Associating and linking was performed with the help of maps and

matrices. Each subsection of results will begin with a finally refined map illustrating such connections.

RELIABILITY AND VALIDITY

Qualitative research defines reliability in terms of dependability of data. This implies that the findings of a study should be
consistent if replicated with the same subjects or in a similar context using the same methods. The following steps were

taken to enhance reliability:

1. The registrars participated in the study on a voluntary basis. Confidentiality was ensured at all levels. This is
thought to contribute to a thorough, honest and reliable account obtained during interviews.

2. The researcher possesses well-developed skills helping to interpret not only the content of the interviews, but also
non-verbal responses and the process of the study.

3. Both the individual interviews and the focus group were recorded to ensure accurate transcripts instead of relying
on the researcher’s notes and recall alone.

4. The coding procedure was conducted by the researcher on two separate occasions and the results were compared.
The supervisor independently coded and categorized randomly selected pages from several interviews. This was
corr;pared with the researcher’s results. Discrepancies were discussed.

6. The above detailed description of methodology has been provided to assist future researchers with replication of
this study.

7. The track of coding strategies was saved and stored for future reférences and reflection.
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Validity is defined in qualitative research in terms of credibility (internal validity) and transferability (external validity).
Credibility refers to demonstration that the inguiry was conducted in such 2 way as 1o ensure that the subject was
accurately identified and described. Validity of qualitative data requires sufficient time to be spent with participahts in
order for themes and patierns to recur and be verified. To enhance credibility the following steps were taken.

1) A technique of member checking, whereby the researcher checks with participants whether sthe has correctly
understood them, was used in order 1o reduce misrepresentation.

2} ‘Triangulation. The term refers to the combination of methods in the study of the same object or event in attempt to
depict more accurately the phenomenon being studied. Methodological triangulation was employed, whereby two
data collection techniques were used, individual interviews and the focus group. Data that coincided was verified
which improved its validity. Investigator triangulation was partially achieved by the supervisor’s active involverment.
Data triangulation was not emploved. Other sources of data were not sought. The literature was consulted on

completion of analysis in order to identify common themes and validate the information obtained.

Transferability refers to empirical and theoretical generalization. The first one is based on logic whereby generalizations
from an analysis from one empirical population are statistically representative of the wider population. In these terms this

study is not generalizable. From a theoretical point of view this study could be generalizable for the following reasons.

1} “ The information derived from any participant is valid because that account is a product {(albeit complex) of the
social domain. “(27,p.15);

2) It is possible that the most analyzed processes work in the same way across all health care professionals since they are
universal, like grief responses, coping, bonding with the patient, cultural differences, professional growth;

3} The rigor of analysis built up plausible explanations, which could be easily tested out among other professionals
dealing with dying children;

4}  Most categories reached saturation.

RESEARCHER’S BIAS

The qualitative study is never objective since a researcher’s subjectivity is an integral part of interactive processes taking
place during the study. However, the researcher is fully aware of the bias, which was taken into account while conducting
and interpreting the study.

1. The researcher’s medical training could have led to signiﬁcan.; identification with the participants,

2. The researcher’s own limited teaching about death and dying during medical school.

3. The researcher’s work in paediatrics, encountering dying patients there and holding her views about it, could

have caused stronger identification with certain aspects mentioned by the registrars at the expense of others.
4. The cumrent involvement at RCCH and observing responses of the nursing staff towards dying children could

have contributed to overemphasizing certain attitudes, which may not be so important in the doctors’ case.

*
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‘5. The researcher’s psychiatric qualifications could have had an impact on the way data was collected and
interpreted.
6. Conducting interviews in English, which is the researcher’s second language, could have led to the omission of

some Janguage nuances.

MANAGING TIME AND RESOURCES

A meeting with the Head of the Department of Paediatrics, UCT, and an introduction of the idea 1o the registrars took
place at the beginning of March 2000, Recruitment of participants was completed in the middle of May 2000. Interviews
with individual registrars started in June and ended in October 2000, with completion of an early analysis during that time.
The focus group took place at the beginning of February 2001. The final analysis and report were completed in June 2002,
Feedback to the Department of Paediatrics and Psychiatry as well as submission of articles to relevant joumnals for
publication should be completed through the year 2003.

Cost: The study reguired a tape recorder, tapes, filing systems, stationery, floppy discs, telephones, tape transcription
services and computer access. Financial support was negotiated with the Department of Psychiatry and Mental Health, at
the University of Cape Town. The grant of R2000 was received in December 2001.

IMPLEMENTATION.

Since the outcome of the study will be of interest not only to pediatricians, but also 1o other health professionals caring for
a dying child, the results will be presented during one of Wednesday academic meetings at the Red Cross Children’s
Hospital. The preliminary results of the study have already been presented during the Research Day at RCCH in October
2001. A short article concerning the HIV/AIDS aspect of the study was published in MCH NEWS in December 2001.

The report will also be presented to the Teaching Committee in the Department of Psychiatry and Mental Health, UCT, for

discussion concerning curriculum changes around teaching regarding death and dying.
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CHAPTER 3: RESULTS

INTRODUCTION
The study aimed at exploring the registrars’ experiences with children suffering from a chronic fatal illness. Many
registrars, however, associated the question with the subject of death, and were initially referring to a broad spectrum of
illnesses which cause death. The first section is dedicated to any fatal dliness and the problems connected with it. The
subsequent sections present resulis related to the chronic fatal illness only.
The results are included in the following sections:

1. DOCTORS” ATTITUDES TOWARDS AFATAL ILLNESS

2. DOCTORS TRAINING

3. DOCTORS’ INTERACTIONS WITH A DYING CHILD

4. DOCTORS’ INTERACTIONS WITH PARENTS

5. DOCTORS PERSONAL RESPONSES WHILE FACING ADYING CHILD

6. EMOTIONAL SUPPORT FOR DOCTORS

The results in each section are preceded by a map of links and connections between major categories. The map constitutes
an gverview of the coment included in the section. Shapes and colours used in these maps do not have any systematic
meaning. Since subjects raised in every section are very distinct, the resulis are followed immediately by discussion,
conclusion, and recommendations specific to that subject. The overall conclusions resulting from the above sections are
presented in the chapter “Final Conclusions’, followed by ‘Summary of Recommendations °.

In the ‘Results’ subsection, bold print represents the researcher’s comments, while bullets introduce the registrars’

quotations, with each paragraph representing a separate statement. The symbols of registrars’ names were omitted fo
ensure confidentiality.
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SECTION 1

DOCTORS’ ATTITUDES TOWARDS A FATAL IL::NESS

Figure 1: Hliness

ACUTE' DEATH
@ Results
®  Discussion
o Conclusion

e  Suggestions to explore

HIV/AIDS
»  Results
¢  Discussion
= Conclusion

e  Suggestions to explore

QUALITY OF LIFE AND END-OF-LIFE DECISIONS
@ Results
e  Discussion
e Conclusion

w e Suggestions to explore

This study was not designed to explore the doctors’ experiences with a child dying of an acute illness or AIDS
specifically. However, many registrars often made references to the above, which because of their significance were
grouped in two separate subcategories: The ‘Acute’ Death and HIV/AIDS. These topics are regarded as the introduction
and background to the essential topic of chronic fatal illness and for that reason will be discussed briefly, This chapter also

-includes some questions around the quality of life and ethical dilemmas surrounding end-of-fife decisions.

Figure 1 illustrates the following points:
e  The registrars encounter death in three types of illnesses: acute, chronic and AIDS related illnesses;
o  End-of-life decisions are integral part of patient management.;

e  The awareness of the patients’ quality of life may impact on the end-of-life decisions.
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4. Timing of teaching seems to play an important role. If it takes place in the early years of medical school and is
removed from the clinical context, it does not fulfil its expected goal. The registrars suggested that, in order to
be receptive enough to that kind of training, one needed to be involved with the ‘real’ patient as part of a team,
to interact with the patient, and to accept all the challenges of end-of-life care. Some registrars siressed that one
also needed to attain a certain level of maturity limself/herself in order to treat the issues of death and dying
with due seriousness and respect. The reflection on the topic appears to take place once the registrars attain a
confident level of clinical competence in the biological management, or once they themselves go through trying

personal experiences, like their own losses or parenthood that influence their personal view points and attitudes.

5. Classical teaching methods, like lectures, do not seem to be effective. The most valuable methods listed by the
registrars, and confirmed by the literature, are teaching ‘by exposure’ in the ‘real” situation, discussion groups
that refer 1o a patient managed by a particular student or doctor, and videos depicting principles of end-of-life

care in the clinical context.

6. In the content of teaching the registrars frequently requested counselling skills. Yet on the other hand, it was the
counselling skills that they were taught most often. This discrepancy could be accounted for by the registrars’

broader need for general communication skills with their very sick patients and/or their distraught parents.

CONCLUSION

Education about end-of life care has to become an integral part of the medical curriculum. Its implementation has to be
well designed with due attention paid to its timing, method, and content. It seems that teaching general communication
skills with the patients and the role of the doctor in this interaction could be introduced in earlier years of medical school.
Teaching about death and dying seems 1o be better received in the later undergraduvate and postgraduate years. Optimally
such education should be multidisciplinary in order not to perpetuate the body-mind split. Positive role models could
demonstrate pride in what the doctor is able to accomplish at the end of the patient’s life. Fostering the students/doctors’
self-growth should be a never-ending process with the emphasis on open communication and sharing experiences among
medical professional themselves. By implementing the above strategies the end-of-life care would be able to occupy a
valued and respecied place in the practice of medicine. Should this happen, the doctors will be able 1o derive more

satisfaction from providing end-of-life care and protect themselves from professional burn-out.
RECOMMENDATIONS
Since the study shows that teaching by ‘exposure’ is the most effective and most valued by the registrars, it is

recommended that the consultants pay more attention to psychological aspects of a child’s management and serve as role

models to students and registrars.
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e [I've attended one or two funerals before. Just the gratitude that the parent's show when you arrive there, the
enormous gratitude they show, that itself tells you that how much they appreciate you being there. 1 think it's
important for them as well that they realise that they listened to you. You're just not the doctor; you're also

yourself, a friend to the family.

It is impessibie for dociors to atiend all funerals. They decide, however, to attend the funerals of those patients

with whom they had a very special relationship.

e I will go to the funeral if the parents ask me to, if I feel very close to the child, especially, when the parents ask
me 10. And sometimes they say that the funeral is this date and there. Even if they don't ask me, the fact that
they tell me where it is means that they want me there, and I do 1t for the parents because I've known them. T've
become friends with them and it may ease their pain 1o see me there, seeing how much friends he had, what he
meant to a lot of people. If you ask me, by physically going there, if' it brings about closure, or if it eases maybe

the anger, or the disappointment over what has happened to this child, then probably not, 16 be honest,

¢ I go to funerals either from my own point or if the parents invite me. [ would go and often parents come back

later.
Some registrars ponder whether their role should extend to funeral attendance.

e  Patients’ parents have invited me to their baby’s funerals and 1 haven't gone. Maybe because she did actually
invite a couple of the doctors. She invited about three or four of them and T thought: "No, it's extending the role
of the doctor too far. m not a social worker. I'm not a family member”. Not that social workers would go to all
the funerals. My involvement was clinical. There was emotional support, but T don't see it extending as far as

going to funerals.

® A funeral invitation - it was her {mother’s) way of saying thank-you. You know that she's not blaming us for the
death of her baby, etc. But at the same time, if one starts going to funerals of babies, then the community as a
whole sees it as: "Oh, that doctor is going to that baby’s funeral, what's special about them? Why doesn't he go
to other babies” funerals?”, etc. You do see yourself as 1o a certain extent setting an example to the community
and to try to treat all your patients as equals. I think it is in fact to the benefit of the broader community of

patients and their parents to try and remain a bit detached.

FOLLOWUP

The funeral may nof be the last contact with the parents. All parents receive a follow-up invitation. Their
attendance depends on the quality of their relationship with the hospital staff and their experience of care, which

was provided for their child. Some parenis remain in long-term contact with the hospital staff,
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the relationship included no language barrier, minimal cultural gaps, parental religion that does not oppose certain
medical procedures, and a relatively good socio-economic status of the parents. Such 2 relationship constituted a source
of satisfaction for the registrar because of closeness with the parents and better understanding of their situation as well as
identification with the parents. At the same time the relationship was a source of more pronounced grief responses in the

case of the child’s death.

A passive relationship developed with the parents who were seldom present or ‘passively’ present; who accepted
everything about the offered treatment without ary attempt to challenge it, fully understand it, or even discuss it. Sucha
* relationship ofien developed between the doctors and the Xhosa speaking patients. One wonders, however, to what
extent this is a ‘real’ passive relationship, and to what extent this superficial passivity results from the parents’ lack of
familiarity with the Western medical paradigm, different cultural beliefs about illness, and from language barriers (64).
On the other hand, the individual style of the doctor and the stereotypes s/he might hold about the patient from a specific
background also determines how and what symptoms are presented. {48). Death in African tradition is not seen as the
end of life, but as a physical separation from other human beings towards joining the ancestral world. The hospital is not
perceived as a place conducive to preparing for death because: 1} 1t is not a home where the sou! ideally should leave the
world; 2) the wishes of the dying person (in this case the parents of the dying children) are not easily taken into account;
life support machines interfere with the natural process of dying; and 3) the traditional approach to treating the dead is
difficult to respect, e.g., post-mortem examination is against the beliefs, where it is important to bury the deceased as a
whole. (47). With such different and conflicting attitudes towards life and death passivity might constitute the outcome

of multiple misunderstandings on both sides.

Finally, an avoidance relationship developed in a situation when the parents were overinvolved and intrusive, when
additional knowledge they obtained about the iliness resulted in unrealistic expectations and served to undermine and
disempower the registrar.

Both passive and avoidant relationships constituted a source of frustration for the registrars. At times, the passive
relationship appeared to be convenient for the doctors because of their workload. Yet, they agreed that such approach

was unacceptable.

It is interesting that in Sahler’s study (55) the interns’ relationship with the parents depended more on the child’s
characteristics than those of the parents. In this study, the registrars clearly distinguished between the relationship with
the child and with the parents. The factors, like child’s neurological state or age seemed 10 have no influence on the
registrars’ relationship with the parent. However, their relationship with the parents might affect, 1o some extent, their
relationship with the child, e g, it may be difficult to develop a cio§e relationship with a child who speaks a language the
doctor does not and whose parents are absent; where there is no language barrier, absent parents alone do not influence
the bond between the doctor and the child.

The differences between Sahler’s study and this one may be accounted for by the registrars’ matunity which leads to

perceiving the child and the parents as separate individuals with different characteristics and needs.
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professionals. In this light, 0 is of utmost importance 1o equip chimicians with knowledge and skills emabling them to establish
good rappon, effective commmication, and mutually satisfying relationships with the patients and their parents.

It is also important to look at their own emotional development and their own anxieties since these, when not addressed, may
stand in the way of providing good terminal care.

This study shows that there is not a tradition of intercollegial support among doctors. Professional acculturation of doctors leads
to suppression of many feelings, imposes very high standards of chnical performance with little tolerance for doctors’
weaknesses, and pays very hittle attention to doctors’ psychological well-being.

This study raises awareness not only of a dying child and his/her parents, but also of the medical practitioner who is in the maddle
of the situation, who is subjected to multiple pressures all around, and who is seldom asked about how s/he really is. International
trends show that many doctors leave the profession. This research did not intend to answer why it happens. However, 1t showed
what demands and expectations are unposed on medical professionals and what strengths one has to posses in order to cope in this
occupation.  The question remains: * For how long and what price do the doctors pay for such coping?” Hopefully, further
research projects will be able 10 address this question, which could not be more relevant in the current South African context.
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STRENGTHS

The study has the following strengths:

e The subject of the study has not been addressed at RCCH before. It is also madeguately addressed in literature.
®  The registrars were open 1o the research idea and prm'ide}i an m-depth account of their experiences.
e The study has led to practical recommendations addressing the needs described m the parrative.

FINAL COMMENT

Prof. Oliver Wendeil Holmes used to say to his students that, while one of the physician’s functions is to assist al the coming-in,
another is to assist at the going-out (38). I bope this study will contribute towards making these fimctions more balanced.
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