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Qualitative interview study of communication between
parents and children about maternal breast cancer

Jacqueline Barnes, Leanda Kroll, Olive Burke, Joanna Lee, Alison Jones, Alan Stein

Abstract

Objective To examine parents’ communication with
their children about the diagnosis and initial
treatment of breast cancer in the mother.

Design Qualitative interview study within cross
sectional cohort.

Setting Two breast cancer treatment centres.
Participants 32 women with stage I or stage II breast
cancer with a total of 56 school aged children.

Main outcome measures Semistructured interview
regarding timing and extent of communication with
children about the diagnosis and initial treatment of
the mother’s illness, reasons for talking to children or
withholding information, and help available and
requested from health professionals.

Results Women were most likely to begin talking to
their children after their diagnosis had been
confirmed by biopsy, but a minority waited until after
surgery or said nothing at all. Family discussion did
not necessarily include mention of cancer. There was
considerable consistency in the reasons given for
either discussing or not discussing the diagnosis. The
most common reason for not communicating was
avoidance of children’s questions and particularly
those about death. While most mothers experienced
helpful discussion with a doctor concerning their
illness, few were offered help with talking to children;
many would have liked help, particularly the
opportunity for both parents to talk to a health
professional with experience in understanding and
talking to children.

Conclusions Parents diagnosed with cancer or other
serious illnesses should be offered help to think about
whether, what, and how to tell their children and
about what children can understand, especially as they
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may well be struggling themselves to come to terms
with their illness.

Introduction

In the past 10 years there has been increased acknowl-
edgement of the importance of doctors’ communica-
tion with patients concerning the diagnosis of cancer.
A recent editorial in the BMJ highlighted the difficulties
many doctors have in communicating such news." If it
is difficult for doctors, however, it is likely to be even
more difficult for parents with newly diagnosed cancer
to tell their children, while at the same time dealing
with their own feelings and coming to terms with the
implications themselves.

There is evidence that good doctor-patient
communication about the diagnosis and shared
decision making over treatment is important and has a
protective effect on patients’ psychological adjust-
ment’ Little attention, however, has been paid to
whether, what, and how children should be told about
their parent’s diagnosis. This responsibility has been
left largely to parents unaided.

The little research that has been conducted on this
issue suggests that when children are told of the diag-
nosis their anxiety levels are lower and communication
within the family is improved,' although factors such as
the child’s age have not been studied in detail. In addi-
tion, a large study in the United States has shown that
in families where a mother has cancer, parents are
often not aware of the extent of psychological
symptomatology and distress of their children.” No
study to date has examined the timing, nature, and
extent of communication between parents with cancer
and their children or studied why parents do or do not
talk to their children about such difficult and important
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issues or inquired about what help parents have
received or might have liked.

The relative frequency of life threatening illness in
general among parents makes the issue of communica-
tion with their children an important public health
matter. Breast cancer affects one in 12 women in the
United Kingdom, about 30% of whom are likely to be
diagnosed while they have children of school age living
at home." Therefore families in which a mother has
recently been diagnosed as having breast cancer are a
particularly important group for study of the commu-
nication of the diagnosis to the children. We examined
the nature of such communication, established
whether parents were given any support or advice con-
cerning the communication, and identified what
support or guidance they might have wanted.

Methods

Recruitment

A consecutive series of women was approached at two
breast cancer treatment clinics in north London hospi-
tals over about 18 months. Those with stage I or stage
II breast cancer (about 80% of cases) and who had at
least one child aged between 5 and 18 years were
approached by the breast surgeon or oncology
consultant in outpatient clinics between four and six
months after diagnosis. The women were given
information and a consent form and, if interested, they
contacted the research team. Approval was obtained
from two local research ethics committees. Full
informed consent was obtained, and it was explained
that participation would not influence their ongoing
medical care.

Thirty two women who fulfilled the criteria
completed the study. Five women expressed interest
but dropped out, and 16 who were approached did not
make contact. A further 15 were interviewed but fell
outside the study criteria, either because of characteris-
tics of their illness or their children’s ages. Their data
are not presented in this paper. Interviews were
conducted either in the home or in a research office.
The mean age of the 32 women who fulfilled criteria
and were interviewed was 43 (range 31-52) years. In
total they had 56 children (35 boys) with a mean age of
12 years. Fourteen women had one child, 12 had two,
and six had three. Most (27) were married or in a stable
relationship; their socioeconomic status was classified
according to the mother’s occupation, unless she had
never been employed (eight were professional; 14 were
managerial; six were clerical; and four were manual);
with a range of educational qualifications (10 had a
degree; nine had A levels; 10 had GCSEs; and three
had no qualifications). There was a bias towards middle
class occupations, reflecting in part the population of
the community. The number of children per family was
evenly distributed in relation to maternal educational
qualifications and social class.

Outcome measures

A semistructured interview incorporated certain ques-
tions from established instruments’ * and was designed
for this study to elicit both quantitative and qualitative
information. Only the qualitative information is
presented in this paper. The interview covered
sociodemographic data followed by a combination of

structured (yes/no) and open ended questions about
the history of illness and treatment, communication
with children and other family members and friends at
specific times during the illness, children’s understand-
ing of the illness and treatment, and any emotional or
behavioural problems in the children. Mothers were
asked about their children’s questions, reactions, and
concerns. While the interviewer had a number of top-
ics to cover, interviews were conducted in a manner
that was sensitive to the interviewee and her narrative,
allowing for prompts and exploration of topics raised
spontaneously, to enhance the qualitative information
elicited” All interviews were tape recorded and
transcribed.

Transcripts were scrutinised by three members of
the research team (JB, LK, JL), who analysed them
using content analysis."” The research group made lists
of initial themes under broad headings (for example,
reasons for talking or not talking to children; ways to
help), and the additional major themes were identified
on the basis of the interviews (for example, the
questions children ask; what is the meaning of cancer;
children’s understanding of death). Transcripts were
read again and passages relating to each theme

Reasons for wanting to withhold information
from children

To avoid facing questions about cancer and death

I think, I'm not just talking about children, I'm talking
about anybody, you mention cancer to anybody and
you're dead in front of them. (mother of 8 year old)

In the past she has said, “What’s cancer?” And I've said
“It's something that people die of” and I feel that if I
mentioned it to her she would just worry so much.
(mother of 7 year old)

He’ll say “Just a minute Mummy, you've got cancer, are
you going to die?” (mother of 9 year old)

To prevent children’s distress

I thought she would think after the mastectomy that
I'm someone different or visualise something really
horrific. That’s what made me hold back. (mother of
10 year old)

He basically said he didn’t want to talk about it
because it made him too upset. (mother of 12 year old)

I feel that if I mentioned it to him he would just worry
so much. (mother of 7 year old)

Children’s understanding is not expected

He knows that people can get sick and people can die
and not come back but he’s more likely to think that
you'll die by drowning or getting run over by a bus
than to actually fade away with an illness. For him the
word “cancer” wouldn’t have the same impact. (mother

of 6 year old)

He asked me why I'd gone to the doctor’s so I said
because I'd got a lump in my breast and I wanted the
doctor to have a look and he said “Have you got breast
cancer? Will they cut it off? Will you die?” I was
extremely taken aback that he had all that in his head
about the implications of having a lamp. (mother of

10 year old)

To preserve special family times

I was thinking I don’t want her to be worried over
Christmas, I don’t want this Christmas to be any
different to all the other lovely Christmases we’ve had.
(mother of 106 year old)
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Reasons for wanting children to have
information

Belief in communicating

‘We needed to be able to talk about how we felt about
everything that had happened. (mother of 12 and 10
year olds)

Sooner or later they were going to know. Why not tell
them straight away? I tell them frankly what is
happening. I think they find it much easier to cope
because they are ready for things. (mother of 16, 13, and
12 year olds)

Desire to keep children’s trust

You have got to be open with them. If you hide it and
then you tell them after a few years then they would
resent it. (mother of 15, 13, and 12 year olds)

We mustn’t just brush them away. Children are aware
and children can cope, so I've never pretended with
him but I certainly accentuate the positive. (mother of
5 year old)

Communication expected to alleviate children’s
distress

You could see the relief in her face when I said “Oh,
the doctor said what I've got is curable, but I have to
have treatment and my hair is going to fall oft”” (mother
of 10 year old)

It is probably better to tell them straight away than
leave it for a long delay. If you don’t say anything it’s
worse for kids, especially as I was edgy. They can sense
that something is wrong. (mother of 15 and 13 year olds)

collected together. Agreement was established between
the three coders on the text applying to the initial
themes by using the first 10 transcripts. Each further
transcript was read by at least two members of the team
to identify relevant content and any additional themes.

Results

Timing of disclosure to children

While nearly all women interviewed had talked to their
partners from the early stages (22/29 at discovery of
the lump; 20/26 at visit to the general practitioner;
28/29 at outpatient appointment), few women told
their children at that time. For mothers who decided to
share information about their illness, children were
usually told at the time of diagnosis (39/56), but there
was considerable variability in the extent to which
children were told about the nature and possible
consequences of the illness. At the stage of surgery 44
children had been told that their mother was ill but
only 32 that her illness was cancer.

Reasons for disclosure or non-disclosure

The qualitative analysis was designed to explore moth-
ers’ decisions about making disclosures regarding their
illness. There was considerable consistency in the
reasons given for either discussing or not discussing
the diagnosis with their children. The most common
reason for avoiding discussion was to avoid facing chil-
dren’s questions and in particular those concerned
with death. Mothers also talked about protecting their
children by preventing anxiety and distress, which they
expected to come from children’s knowledge of their
illness. Discussion was also avoided because children’s
understanding of the illness was not expected or to
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preserve special family occasions such as holidays.
Those mothers who had communicated in detail with
their children at an early stage in their illness, and often
with details of the nature of cancer, said they thought
children had a right to know. They also said that they
wanted to keep their children’s trust and to promote
discussion in the family, which they hoped would alle-
viate children’s anxieties about their changed appear-
ance or the possibility of death.

Ways to help parents think about communication
with their children
Mothers were asked whether they had been offered any
help with talking to their children from a list of pos-
sible services and supports. While mothers had
received careful discussion concerning the diagnosis
and treatment of their illness, only a minority had been
offered any kind of help with regard to communicating
the information to their children, thinking about their
children’s reactions, or about the issues surrounding
talking to children about serious illness. Many would
have liked a meeting as parents, or as a whole family,
with a health professional, preferably in their own
home. Specifically they would have liked advice on
ways to break news to their children based on detailed
knowledge of child development. They also thought
their children might benefit from talking directly to a
healthcare professional, such as a nurse or the surgeon.
Mothers explained in their spontaneous comments
that they wanted information about the most

Help and facilities that mothers would have
liked

Knowledge of child development and age
appropriate strategies

Talking to somebody who knew how the child
interpreted things would be helpful because I was
always of the opinion that he’s far too young to
understand, but the more you sit down and think about
it I could have said more to him. (mother of 6 year old)

I'would have liked some counselling as to how you
break such shattering news to a 5 year old. (mother of
5 year old)

It would have been nice to have had the names of
books about how to talk to children then [at
diagnosis], even if we weren’t in a state to listen to
advice about how to break the news to the children.
(mother of 8 year old)

Space and consideration for children in the hospital
If there was any sort of créche facility it would have
made a huge difference. (mother of 5 year old)

The time I brought my son here there was nowhere
else to go and he might not have necessarily been
adequately prepared to see all these gadgets attached
to his mother. (mother of 8 year old boy)

Preparation for the experience

I would have liked her to come with me one time,
when I was seeing the surgeon or maybe after, just to
be in the hospital and see it wasn’t in any way a
threatening or frightening experience. (mother of

18 year old)

A place that kids could come together in a group and
talk, to share their feelings and make friends with
them. They could say to each other, “Well my Mum’s
had that as well.” (mother of 15 and 12 year old boys)
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What is already known on this topic

Retrospective studies report that many children
are not told when a parent has a severe, life
threatening illness

Communication between parents and children
may reduce children’s anxiety

What this study adds

Parents were most likely to initiate communication
once a definite diagnosis was made, but many
withheld the fact that their illness was cancer

Mothers gave clear reasons both for
communicating and for not communicating with
their children

A particular concern was about dealing with
children’s questions and comments about death

Many mothers would have liked to consult a health
professional with experience in child development,
preferably with both parents or as a family

appropriate language to use with children. They felt
unsure about children’s understanding of illness and
death and wanted guidance on ways to communicate
effectively. They also wanted to familiarise children
with the medical environment and to have more
amenities available for children when mothers
attended appointments.

Discussion

Children are keen observers of their environment, and
studies of family disruptions such as divorce have
shown that they construct meaning for themselves,
even blaming themselves for the ensuing changes."
Women faced with a potentially life threatening illness
may decide not to talk to their children about their
condition. Our study has shown that some are
reluctant to reveal their illness even after surgery. The
results suggest that in general parents avoid communi-
cation with their children as a means of filtering infor-
mation in the hope of controlling or minimising the
children’s difficulties.

There was a striking consistency in the spontane-
ous comments from mothers about why they did, or
did not, discuss their illness. In many cases parents
hoped to reduce the distress for their children and for
themselves, and in particular they wanted to avoid
mention of death. In addition, the extent of discussions
was influenced by parents being unclear what children
could understand, how they would react, and how to
cope and respond when questions were asked.

It is now known that children have more potential
to understand complex concepts of illness than many
professionals had previously appreciated.” Even if
children are not told of the illness they soon become
aware of changes in atmosphere at home and in their
parent’s health. Parents receiving a diagnosis of cancer
need to be offered support and acknowledgement that
they are part of a family unit, all the members of which
are likely to be profoundly influenced by the illness and

its treatment. Many parents need help to think about
how they might talk to their children about the diagno-
sis and changes in family life. They are likely to benefit
from discussion even if they decide not to communi-
cate any details to their children. Such advice should
take into account children’s ages, the family’s own
communication style, and the parent’s feelings about
his or her illness and capacity to cope with the
children’s feelings and reactions.

More research is needed to investigate the best
means of providing support and the consequences for
the parents and children of more or less communica-
tion. Knowledge of ways that families respond to illness
should have implications for undergraduate and post-
graduate medical and nursing training and will have
applications in other situations of loss and distress,
such as coping with chronic physical illness in a parent
or severe injuries resulting from road traffic accidents.
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Correction

B Blockade after myocardial infarction: systematic review and
meta regression analysis

Several errors crept into this paper by Freemantle and
colleagues (26 June 1999, pp 1730-7). In figures 1 and 2
some of the references were incorrectly cited and several
bars did not agree with the odds ratios and 95% confidence
intervals. Readers may access the correct figures at
www.bmj.com/cgi/content/full/318/7200/1730/DC2
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