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Abstract

Background: Breaking bad news to mothers whose children has disability is an important role of physicians. There
has been considerable speculation about the inevitability of parental dissatisfaction with how they are informed of
their child’s disability. Egyptian mothers’ preferences for how to be told the bad news about their child’s disability
has not been investigated adequately. The objective of this study was to elicit Egyptian mothers’ preferences for
how to be told the bad news about their child’s disability.

Methods: Mothers of 100 infants recently diagnosed with Down syndrome were interviewed regarding their
preferences for how to be told bad news. Mothers were recruited through outpatient clinics of the Pediatric Genetics
Department at Fayoum University Hospital (located 90 km southwest of Cairo, Egypt) from January to June 2011.

Results and discussion: Questionnaire analyses revealed nine themes of parental preferences for how to be told
information difficult to hear. Mothers affirmed previously reported recommendations for conveying bad medical news to
parents, including being told early, being told of others with a similar condition, and being informed of the prognosis.

Conclusions: Mothers affirmed communication themes previously discussed in the literature, such as being told early,
and being informed of the prognosis. Although more research is needed in this important area, we hope that our
findings will stimulate future search and help health care providers in different societies establish guidelines for
effectively communicating bad news.
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Background
To be human is to communicate. Whether we realize it
or not, all of us all of the time are sending out messages
to other people, directly or indirectly, about ourselves
and others. [1]. Conveying bad news is one of the most
important yet challenging forms of clinical communica-
tion and a skill we should be teaching routinely [2].
Communicating bad news to parents whose child has
developmental or physical disabilities can be very diffi-
cult for the informer and devastating for parents. The
parents’ experience in the initial informing interview can
play a major role in the family’s perception of the child
and their long-term adjustment to the child’s disability
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[3-6]. It is imperative that the informer pay careful at-
tention to how the information is given. Despite a
lengthy history in the literature that describes the best
ways to inform parents of disabilities, there is some dis-
pute about how well these practices are followed [7-9].
Early writers in this field [3,10,11] made specific recom-
mendations for the informing interview that have been
reiterated and researched over the years. Rheingold [10]
emphasized the importance of the relationship between
doctor and patient, and this was repeatedly stressed in
the literature of the 21st century.
One of the most important Protocols for Delivering

Bad News is SPIKES—A Six-Step Protocol which can
achieve four essential goals. The first is gathering infor-
mation from the patient. This allows the physician to de-
termine the patient’s knowledge and expectations and
readiness to hear the bad news. The second goal is to
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Table 1 Questionnaire preferences regarding how to be
given bad health news about your child

No Preference No Preference

1 To be alone 11 To be informed before final diagnosis

2 To be with a relative 12 To be informed after final diagnosis

3 To be informed directly 13 To be informed in front of your child

4 To be informed gradually 14 To be informed in a sympathetic way

5 To be informed with
good health news only

15 To be informed by a single doctor

6 To be informed with
bad health news only

16 To be informed by your doctor

7 To be informed with
good and bad health news

17 To be informed by a senior doctor
not related to the child’s case

8 To be informed
of a prognosis

18 Confidentiality of the diagnosis

9 To be informed of others
with a similar condition

19 To be informed as soon as possible
in the case of newborns

10 To be informed of an
approach for the diagnosis

20 To be informed by a relative
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provide intelligible information in accordance with the
patient’s needs and desires. The third goal is to support
the patient by employing skills to reduce the emotional
impact and isolation experienced by the recipient of bad
news. The final goal is to develop a strategy in the form
of a treatment plan with the input and cooperation of
the patient [12].
In Egypt, the practice of BBN to parents involves many

factors Such as the parental and family authority that is
practiced in most Arabic/Islamic countries, including
Egypt, experiences of the health-care professionals [13],
parental preferences about BBN from Western countries
[14-18] and religious factors [13], where Egyptians be-
lieve in God “Allah” destiny. Egyptian mothers’ prefer-
ences for how to be told the bad news about their child’s
disability has not been investigated adequately. The ob-
jective of this cross-sectional study was to elicit Egyptian
mothers’ preferences for how to be told the bad news
about their child’s disability.

Methods
We conducted interviews at the outpatient clinic of the
Pediatric Genetics Department at Fayoum University
Hospital from January to June 2011. The participants
were a group of Egyptian mothers of children with
Down syndrome. We selected 130 mothers (of the same
cultural background), 100 were enrolled with response
rate 77%, and 30 (23%) were excluded from the study for
reasons including refusal to participate (n = 25) and pre-
vious experience with BBN (n = 5). These mothers were
interviewed about their early diagnostic experience. We
recruited a convenience sample from this population,
using a simple random method. We used the following
inclusion criteria: mothers aged 20–40 years, no previ-
ous experience with breaking bad news [BBN], not a
health care provider, and able to give verbal consent.
These interviews were performed using a well-prepared

structured verbal questionnaire of 20 preferences (Table 1)
based on available literature and a lengthy structured
interview that included questions about early diagnostic
experiences. Specific questions were “What did you like
about how you were told of the diagnosis?” “What didn't
you like about how you were told?” “How would you want
other parents to be told?” “If there is one thing that must
be changed about the process of being informed of a diag-
nosis, what would it be?” Mothers’ responses were tran-
scribed from initial notes during the interviews using the
contrast comparative method of qualitative data analysis.
The researchers examined the responses to these ques-
tions, identified key words or phrases, and grouped
phrases into themes with similar meaning.
Case interviews were conducted by the researchers at

the outpatient clinic of the Pediatric Genetics Depart-
ment at Fayoum University Hospital, each interview
lasting about 30 minutes. Mothers were interviewed
alone because fathers usually did not attend or were not
available (working abroad, divorced, or deceased).
Mothers were informed about the objectives of the
study, and the study protocol was approved by the insti-
tutional ethics committee (Fayoum Faculty of Medicine
ethics committee

Results
One hundred mothers were enrolled. Based on the inter-
views, twenty preferences for how to be given bad health
news about their child were identified through themes
related to mothers’ concerns. These themes included the
following: communication of information, characteristics
of the informing professional, communication of affect,
pacing of the process, when told, where told, support
persons present, contact with the baby, and separation
of process from content. Within each of these main
themes of concern, more specific and detailed subcat-
egories were identified representing both positive and
negative aspects of the interview.). Fifty children were
boys and fifty were girls, 33 were the second child, 32
were the third child, 28 were first born, and seven were
the fourth child. Seventy mothers were from rural areas,
and 30 were from urban areas. Mothers’ ages ranged
from 20 to 40 years. Educational level ranged from
illiterate to high school graduate (62 went to high
school, 23 graduated, 12 could read and write, and 3
were illiterate). Mothers who had graduated were
younger than non-graduates. Regarding marital status,
90 were married, 7 were divorced and 3 were widows.
The number of children for each mother ranged from 1
to 5 (33 mothers had 3 children, 28 had 2 children, 21
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had 1 child, 12 had 4 children, and 6 had 5 children).
Mothers' preferences for how to be given bad health
news about their child were remarkably consistent and
are summarized in Table 2.

Discussion
This study is the first to examine Egyptian mothers’ pre-
ferences regarding how physicians break bad news about
their child’s disability. Similar to previously reported
recommendations, mothers prefer to be with fathers
when told. In her early writings, Rheingold [10] recom-
mended that parents be told together because one can-
not assume that both parents have the same conception
of the problem, attitudes, or level of maturity to deal
with the problem. It has been reported that BBN is less
stressful when it is conducted with both parents together
[16]. Yet the practice has been slow to change. In 1970,
Carr [19] reported that for British families, only 33%
were told with both parents present. Studies of Ameri-
can families in the 1970s reported that 20% to 24% of
parents were told together [20,21], although 86% would
have preferred to be together when told [20]. In our
study, mothers were interviewed alone because fathers
often were not available.
Results revealed that 100% of mothers agreed that “To

be informed after final diagnosis” was important, possibly
because the initial response to bad news is frequently
Table 2 Ranking of mothers’ preferences regarding how
to be given bad health news about their child

No Preferences % No Preferences %

1 To be informed after
final diagnosis

100 11 To be alone 78

2 To be informed by
your doctor

100 12 To be informed with good
health news only

56

3 To be informed of
others with a
similar condition

99 13 To be with a relative 42

4 To be informed
of a prognosis

98 14 To be informed with bad
health news only

42

5 To be informed in a
sympathetic way

98 15 To be informed gradually 38

6 To be informed
of an approach
for the diagnosis

96 16 To be informed by a single
doctor

26

7 To be informed directly 96 17 To be informed in front
of your child

15

8 To be informed with
good and bad
health news

95 18 To be informed before
final diagnosis

11

9 To be informed as soon
as possible

94 19 To be informed by a
senior doctor not related
to the child’s case

10

10 Confidentiality of
diagnosis

92 20 To be informed by a relative 7
shock or disbelief. In a study of patients with cancer, the
most frequent responses were shock (54%), fright (46%),
acceptance (40%), sadness (24%,) and “not worried” (15%)
[22]. “To be informed by your doctor” was considered im-
portant by 100% of mothers. This may reflect the trust be-
tween mother and family doctor and is consistent with the
general recommendations about BBN provided by the
Saudi Commission for Health Specialists (SCHS) [23].
The preference “To be informed of others with a similar
condition” was deemed important by 99% of mothers,
possibly indicating a mother’s desire not to be the only
one who has a child with this problem. Parent-to-parent
contacts often serve as a network for transmitting infor-
mation and emotional support [24]. The preference “To
be informed of the prognosis” was reported by 98% of
mothers as important. This may reflect the mothers’ de-
sire to know the progress of their child’s condition because
hope is a strong motivator. When bad news is delivered,
providing the patient with some perspective on the diag-
nosis is the key of providing hope so that a patient knows
what the next step will be after bad news is given [25]. As
noted earlier, [19,20] timing of the telling is important to
families, with the large majority preferring to be told early.
Our findings show that 94% preferred to be informed as

soon as possible. Studies report that parents prefer that
BBN be conducted early [26]. Egyptian mothers showed
preferences similar to The Saudi mothers’ and to those of
their counterparts in Western countries; they preferred
that BBN be conducted early, in detail, in person, and in a
quiet setting [13-18]. Present results are consistent with
Gayton and Walker [20] who reported that 90% of parents
prefer to be told within the first week.
“To be informed in a sympathetic way” was important

for 98% of mothers in this study. Although considerable
attention has been given to the content of the informing
interview, few researchers have looked at the affective
manner in which the information is given. One early ex-
ception was Zwerling [3], who noted that some parents
react with great sensitivity to the “warmth or coldness,
gentleness or harshness, and the acceptance or rejection
in the attitude of the doctor”. In that sample of parents,
the affective tone of the communication was the second
most frequently described characteristic of the informing
interview. These results suggest that parents are much
more sensitive to the affective attitude of the informing
professional than was earlier recognized. Correspond-
ingly, the professional's being attuned to the parent's
affect may be reflected in the pacing of the diagnostic
interview, with a more sensitive style of informing allow-
ing for information to be presented at a pace that par-
ents can follow. Importantly, this affective manner of the
informer has been causally linked to parents' long-term
perceptions of their child [5,21,27] and satisfaction with
the process of telling [5,27,28]. “To be informed with
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good health news only” was considered important by
56% of mothers in this study. This reflects that our
group of parents, like earlier groups, needed to hear
some positive information about the child's situation
[6,20]. The preference “To be informed by a senior doc-
tor not related to the child’s case” was important to only
10% of mothers. This suggests that trust and respect be-
tween mothers and their child’s doctor is essential. How-
ever, it would be ideal if physicians uniformly offered
warm, empathic responses to all of their patients [25].
Our study showed that mothers don’t like to be
informed by a relative, with bad health news only and in
front of their child. If there is one thing that must be
changed about the process of being informed of a diag-
nosis, it should “To be informed by a relative”, the least
preference (7%) This is consistent with the desire for
confidentiality (92% of mothers preferred that), and is in
agreement with recommendations for conveying bad
medical news to parents [17,29-31]. It is common in our
culture that relatives come with parents to hospital for
support so some doctors inform relatives before parents.
Also in our culture, most people considered the diseases
as expiation for sins and should be confidential even for
relative who may attend the process of information.
In addition to the inherent limitations of this type of

study, we used a sample of convenience from one hospital,
a technique which may have limited the generalizability of
our findings. To help overcome this limitation, we selected
our participants via a simple number-randomization
scheme to reduce the selection bias from the sample. For-
tunately, the demographics of our sample were similar to
the overall population of Egyptian mothers [32,33]. We
limited the number of questionnaire items because we did
not want the participants to be overwhelmed by a lengthy
questionnaire that might have decreased their overall
compliance with the study. The study is action research
and will mainly apply to Egyptian mothers – Though
some portion of this may be applicable globally.

Conclusions
Mothers affirmed communication themes previously dis-
cussed in the literature, such as being told early, being told
of others with a similar condition, and being informed of
the prognosis. Although more research is needed in this
important area, we hope that our findings will stimulate
future search and help health care providers in different
societies establish guidelines for effectively communicat-
ing bad news.
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