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ABSTRACT

Objective: The presence of a child afflicted with a life-threatening illness is a difficult situation
for the child’s siblings, especially when their own needs are left unmet. The present article
describes the first three phases of research involved in the conceptualization, development, and
content validation of an initial version of the Inventaire des Besoins de la Fratrie d’Enfants
Malades Sévèrement (IBesFEMS) [Needs Inventory for Siblings of Critically ill Children].

Method: The first phase of the development of this instrument was conducted using
qualitative methodology (focus groups: 6 siblings, 8 parents). The second phase consisted of
validating the content of a pool of items developed according to the needs identified in the first
phase. Some 21 participants (3 psychometricians, 3 researchers, 9 clinicians, and 6 siblings)
evaluated each item for relevance and clarity. Finally, during the third phase, the acceptability
and administration procedures of the preliminary version of the instrument were assessed
qualitatively by five siblings.

Results: The first phase led to production of a typology made up of 43 needs in 10 different
environments. The second phase allowed for selection of the items that were clearest and most
relevant, based on expert opinion. This procedure gave rise to a first version of the IBesFEMS,
which consisted of 48 items.

Significance of results: The IBesFEMS appears to be a promising tool for specifically assessing
the needs of the adolescent siblings of seriously ill children.
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INTRODUCTION

The presence of a child with a life-threatening illness
has numerous repercussions for the family. This sit-
uation is known to upset the balance of the entire
family unit, not just that of the parents and the
sick child (Institute of Medicine [IOM], 2003; Knapp
& Contro, 2009; Lane & Mason, 2014). Siblings are

identified as silent witnesses to the ordeal, and their
vulnerability appears to be exacerbated by an inade-
quate response to their specific needs (O’Brien et al.,
2009; Brennan et al., 2012).

Clinicians and researchers in the field lack reliable
and valid tools with which to assess the needs of sib-
lings (IOM, 2003; Wolfe & Siden, 2012). Such mea-
sures would enable practitioners to offer family
interventions tailored to the specific needs of the
sick child’s siblings. Furthermore, with the appropri-
ate measurement tools, the scientific community
would be better equipped to document the specific sit-
uation of these vulnerable young people. Researchers
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rue des Bibliothèques, Québec, Canada G1 V 0A6. E-Mail:
Marianne.davignon@fse.ulaval.ca.

Palliative and Supportive Care (2017), 15, 644–664.
# Cambridge University Press, 2017 1478-9515/17
doi:10.1017/S1478951516001127

644

https://doi.org/10.1017/S1478951516001127 Published online by Cambridge University Press

mailto:�Marianne.davignon@fse.ulaval.ca
https://doi.org/10.1017/S1478951516001127


and clinicians working with this population would
benefit from such a needs assessment tool that illu-
minates the reality of the siblings of children afflicted
with any life-threatening illness.

The present article reports the initial development
and validation of a new instrument to measure the
unmet needs of the adolescent siblings of children
with a life-threatening illness, that is, the Inventaire
des Besoins de la Fratrie d’Enfants Malades Sévère-
ment (IBesFEMS) [Needs Inventory for Siblings of
Critically Ill Children]. We describe the first steps in-
volved in the conceptualization, development, and
content validation of the initial version of the instru-
ment. A second article examines the psychometric
properties of the IBesFEMS (Olivier-d’Avignon et al.,
2016). Adolescence was the period chosen because of
the similarities in cognitive capacities for youths be-
tween 12 and 18 years of age, compared to school-
aged children of 5 to 12 years, where many more dif-
ferences can be observed (Piaget & Inhelder, 1966).
Moreover, most children of this age have achieved a
mature conception of death (Speece & Brent, 1984).

The Siblings of Children with a Life-
Threatening Illness

In Canada, 3,472 infants, children, and adolescents
died from various causes in 2014–2015 (Statistics
Canada, 2015). These deaths, while representing a
small proportion of all deaths in Canada, are never-
theless vitally important when considering all psy-
chosocial issues related to pediatric death. Serious
pediatric illness and death during childhood present
emotional and even spiritual challenges to those who
love and care for these patients (Feudtner et al.,
2015). There is no international consensus on the def-
inition of a life-threatening illness (IOM, 2003; Len-
ton et al., 2006). However, certain organizations
have identified important criteria for recognizing
this population:

Life-threatening conditions are those that (1) carry
a substantial probability of death in childhood, al-
though treatment may succeed in curing the condi-
tion or substantially prolonging life, and (2) are
perceived as potentially having a fatal outcome.
Life-shortening conditions describe those children
and young people that have a health condition for
which there is no reasonable hope of cure and
from which children or young people will die, espe-
cially during childhood. (IOM, 2003, p. 37)

For the purposes of this article, the term “life-threat-
ening illness” will be used to refer to any illness or
condition that threatens or shortens the life of a
child. The prognosis for these illnesses is difficult to

establish, and they can evolve over the course of sev-
eral years, affecting the family in many different
ways (Lenton et al., 2006; Feudtner et al., 2011). Sup-
port for the family of a child whose life is threatened
is an essential part of pediatric palliative care (IOM,
2003; World Health Organization [WHO], 2010;
Jones et al., 2011). In the clinical or research context
of pediatric palliative care, it is therefore important
that special attention be paid to the experience and
situation of the sick child’s siblings.

Brothers and sisters of children with a life-threat-
ening illness are often forgotten in the midst of such
trying family ordeals (Sidhu et al., 2005; Dighe et al.,
2008; Long et al., 2013). The consequences they face
can be significant, for they are recognized as being at
greater risk of developing psychological problems
than the general population (Ballard, 2004). The sci-
entific literature shows that their needs are impor-
tant and that when they go unmet, serious
affective, developmental, and behavioral conse-
quences can ensue in the short, medium, and long
terms (Williams, 1997; Stillion & Papadatou, 2002;
IOM, 2003; Ballard, 2004; Hynson, 2006; Lewis &
Prescott, 2006; Hutson & Alter, 2007; O’Brien et al.,
2009; Hashemi & Shokrpour, 2010). Every aspect of
the siblings’ lives can be affected, disrupting both
their academic and family life (Jones et al., 2011;
Olivier-d’Avignon, 2006; 2013).

The hypothesis that the brothers and sisters of
children with a life-threatening illness have special
needs is reinforced by the many changes the ordeal
imposes on their daily lives, the emotions it gener-
ates, and the behaviors and coping strategies ob-
served (Stallard et al., 1997; Williams, 1997; Sloper,
2000; Ballard, 2004; Nolbris & Hellström, 2005;
Sidhu et al., 2005; Jones, 2006; Olivier-d’Avignon,
2006; Brennan et al., 2012). Furthermore, it appears
that, among members of families who have a child
with a life-threatening illness, it is the siblings who
suffer the most in terms of quality of life, and whose
emotional needs are most often overlooked (Zeltzer
et al., 1996; Murray, 1999; Sloper, 2000; Lähteen-
mäki et al., 2004; von Essen & Enskär, 2004; Kenney,
2010).

The failure to respond to the needs of siblings can
stem from their parents’ anxiety about the demands
placed on them by the life-threatening illness, a cer-
tain confusion in the roles played by healthcare pro-
fessionals, a lack of awareness among some actors
as to the importance of meeting sibling needs, or
the reluctance of the siblings themselves to express
their needs openly in an attempt to protect their par-
ents or mask their guilt with regard to the ill child
(Stillion & Papadatou, 2002; Olivier-d’Avignon,
2006; Woodgate, 2006; O’Brien et al., 2009; Hashemi
& Shokrpour, 2010; Brennan et al., 2012; Lapwood &
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Goldman, 2012; O’Shea et al., 2012; Long et al.,
2013).

Recognizing that the needs of siblings are specific
and different from those of the parents and the sick
child is crucial to the development and introduction
of effective interventions to support them and pro-
mote their well-being (O’Brien et al., 2009; Lane &
Mason, 2014). To our knowledge, only a few question-
naires measuring the needs of the siblings of severely
ill children have been developed, and some of them
have methodological limits. The Sibling Cancer
Needs Instrument (SCNI) (Patterson et al., 2011;
2014) is an assessment tool developed recently by
an Australian team. Its purpose is to identify the un-
met needs of young people between the ages of 12 and
23 who have a sibling with cancer. Though similar to
the SCNI in some respects, the IBesFEMS is de-
signed for a broader population. Moreover, it was de-
veloped using a typology of specific needs based on
evidence collected from these siblings and their par-
ents, and uses a validation process that is consistent
with the technical guidelines in the Standards for
Educational and Psychology Testing (American Edu-
cational Research Association, American Psychologi-
cal Association, and National Council on
Measurement in Education, 2014). The differences
between the two measures are examined in the dis-
cussion section of this article.

TOWARD A SIBLING LIFE-THREATENING
ILLNESS (UNMET) NEEDS ASSESSMENT
TOOL

General Methods

This new tool to assess the unmet needs of the adoles-
cent siblings of children with a life-threatening ill-
ness was developed using classical test theory,
which offers the stringent conceptual and methodo-
logical foundations required to develop and validate
concepts with nonhierarchical indicators (DeVellis,
2012; Crocker & Algina, 2006; Streiner & Norman,
2008). This condition is central to the concept of
need, which in our study is viewed from a clinical per-
spective whereby it is defined as the difference be-
tween an actual and desired state (Baldwin, 1998).
With that perspective, needs can be defined as the
gap between a situation experienced and the re-
quired minimal level of satisfaction. This gap be-
comes the standard by which to recognize the
existence of a need. Moreover, this situation of need
should be qualified as important for the individual
(Hassanein, 1988).

The inspiration for the development and validation
of the IBesFEMS came from the process for develop-
ing and validating new assessment instruments

recommended by Streiner & Norman (2008) and De-
Vellis (2012). Our study involved three phases: (1) pro-
duction of a typology of needs, (2) validation of the
content of the initial pool of items, and (3) preliminary
validation of the first version of the IBesFEMS with
the target clientele. Both the methods and results
for each phase are presented together, before descrip-
tion of the next phase.

It is worth noting that the choice of the title of the
questionnaire was motivated by ethical consider-
ations. Even though the questionnaire is intended
for siblings of children with a life-threatening illness,
we felt it was important to leave this term out of the
title. It is up to the parents to decide whether or not to
share this information with their children. However,
siblings who are old enough to complete the question-
naire are able to understand the seriousness of their
sick brother or sister’s illness or condition. This as-
sessment instrument was developed and validated
in French with a population of French-speaking sib-
lings residing in Québec, Canada.

Sibling Population and Sampling

The term “sibling” was defined for the purposes of
this study as all brothers, sisters, half-brothers, and
half-sisters who share a blood relationship with the
sick child, as well as stepbrothers and stepsisters
who are not related but whose respective parents
are together in a new conjugal relationship. These
brothers and sisters may or may not have cohabited
with the sick child. Siblings were aged 12 to 18
with a brother or sister older than 1 year who was di-
agnosed with a life-threatening illness. In addition,
siblings had to reside in Canada and be able to speak,
read, and write in French. Adolescents themselves
suffering from a life-threatening illness, cognitive
impairment, or psychiatric disorders were excluded
from the study.

PHASE 1: CONCEPTUALIZATION OF THE
NOTION OF NEEDS FOR THIS
POPULATION: DEVELOPMENT OF A
TYPOLOGY OF NEEDS

Perspectives and Method

The goal of the first phase was the development of a
typology of the needs of adolescent siblings of chil-
dren with a life-threatening illness. This typology
played an important theoretical role in the develop-
ment of the new instrument by paving the way for a
detailed description of the study concept.

The conceptual framework for the development of
this typology of needs draws on three theoretical con-
tributions. The first is Piaget’s (1977) theory of
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cognitive development, which provides a means to
recognize a child or teen’s main developmental chal-
lenges and to associate them with certain needs.
These fundamental needs were then studied in the
context of life with a child suffering from a life-threat-
ening illness. The second theoretical contribution is
the theoretical model of children’s concepts of death,
depending on their age (Lonetto, 1980; Speece &
Brent, 1984). Given the distinct possibility that the
ill child will die, this model offers a number of precise
concepts to help identify the specific needs required to
prepare siblings for that eventuality. Lastly, Bronfen-
brenner (1979), in his human bioecological theory, pro-
posed a socioenvironmental analysis of the issue
under study. With this theoretical contribution, the
consequences and needs of the siblings in relation to
the condition of the sick child are studied in a systemic
manner that goes beyond the family environment.

The typology was developed using a retrospective
qualitative study that allowed the researcher to ob-
tain the point of view of the siblings and parents
with regard to the difficulties and needs experienced
by siblings when the child was at the end of his or her
life. Siblings and parents were recruited with the col-
laboration of Leucan, a support organization for the
families of children with cancer. These collaborators
briefly presented the study to families of children de-
ceased 12 to 24 months prior the study and obtained
permission to pass along their contact information.
The interested families were then contacted by the
first author, who obtained written informed consent
if they were willing. Ethical approval was obtained
in advance from the research ethics committee at La-
val University. Separate focus groups were held with
the siblings and parents of deceased children, each
on average two hours in length. Two group sessions
were held with brothers and sisters aged 14 to 18,
with 3 participants in each group (n ¼ 6) and 2 with
parents with 4 participants in each group (n ¼ 8).
The average age of the sibling group was 16 years.
This group consisted of four boys and two girls. The
most common diagnosis of the sick child was acute
lymphocytic leukemia (ALL). The average duration
of illness of the deceased children was 25 months.
For four participants in this group, the end of life of
the sick child was carried to the hospital, compared
to two participants who testified about the end of
life of the sick child at home. The selected parents
had an average age of 43 years. This group consisted
of seven women and one man. The most common di-
agnosis of the sick child was ALL. The average dura-
tion of illness of deceased children was 38 months.
For six participants in this group, the end of their
child’s life took place in a hospital, compared with
two parents who experienced the end of their child’s
life at home. A thematic content analysis conducted

according to the steps recommended by Mayer and
colleagues (2000) identified the various needs experi-
enced by the siblings, on one hand, and the parents’
perceptions of these needs on the other.

Content analysis was employed to categorize the
various themes and ideas according to a mixed proce-
dure whereby certain predetermined categories were
borrowed from the theoretical referents of Piaget’s
theory, the model of children’s concepts of death at
different ages, and Bronfenbrenner’s theory, while
others emerged during an inductive analysis.

Results

A typology of 43 nonhierarchical needs in 10 different
living environments was created, ranging from basic
needs associated with the sibling’s developmental
stage to specific needs related to the context of a seri-
ous childhood illness (see Appendix A). These specific
needs included those associated with death and the
anxieties it engenders. The environments in which
the various needs are felt are those associated with
the young person’s ontosystem (their intrinsic experi-
ence), their relationship with the sick child, and with
school, parents, family, significant adults, peers, rec-
reational activities, hospitals, associations, and the
community. The typology breaks down each need
into three different forms, so that it is easier to
make the connection between the way the need is ex-
pressed verbally, the identified need, and the de-
scribed need (see Table 1).

PHASE 2: VALIDATION OF THE CONTENT
OF THE INITIAL POOL OF ITEMS

Perspectives and Method

An initial list of items or questions measuring needs
was drawn up. More specifically, for each of the 43
needs identified in the typology, 3 to 4 items aimed
at measuring the same need, but worded differently,
were written. Thus, a total of 135 items were created,
each specifically associated with one of the siblings’
living environments. The goal of this second phase
was to select the items that were clearest and most
relevant, based on expert opinion. In addition, this
second phase allowed for comprehension of the se-
lected items and prevented redundancy between
each one.

The content of this initial pool of items was vali-
dated by four groups of experts selected according
to the recommendations of Grant and Davis (1997).
They included groups of psychometricians, research-
ers in pediatric palliative care, clinicians working
with children with a life-threatening illness, and sib-
lings of children with a life-threatening illness (see
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Table 2). These experts were recruited on a volunteer
basis, and the names of the experts in the first three
groups were obtained by the first author using the
snowball technique. The siblings were recruited
with the collaboration of nurses and social workers
at a university pediatric hospital and through a sup-
port group for families of children with cancer. These
collaborators briefly presented the study to families
with both a child with a life-threatening illness and
a healthy teen and obtained permission to pass along
their contact information. The interested families
were then contacted by the first author, who obtained
written informed consent if they were willing. Ethi-
cal approval was obtained in advance from the insti-
tution’s research ethics committee.

All experts except the siblings evaluated the items
using a self-administered questionnaire. The siblings
completed the questionnaire during a face-to-face
meeting with the first author. The psychometricians
assessed the clarity of the items and were asked to
comment on their structure. The researchers, clini-
cians, and siblings gave their opinions on the rele-
vance and clarity of each item—for example, “I
need to have some time to have fun with the members
of my family.” The scales used had four response lev-
els. The response options for relevance were: (1) irrel-
evant, (2) somewhat relevant, (3) relevant, and (4)
highly relevant. The response options for clarity
were: (1) unclear, (2) somewhat clear, (3) clear, and
(4) very clear. Subsequently, they identified any
items they felt were lacking, with a view to improving
the comprehensiveness of the questionnaire. Finally,
they were asked to identify any terms the study pop-
ulation might have difficulty understanding (Lynn,
1986).

The questionnaires used to gather data from the
experts were inspired by the Content Validity Index
(CVI) developed by Waltz and Bausell (1981), recog-
nized as an appropriate procedure for quantifying
the judgment of experts (Lynn, 1986). The CVI uses

a score to quantify the level of agreement between ex-
perts with regard to characteristics assessed (i.e., rel-
evance and clarity in the present study) for each item
(Item–CVI or I–CVI) and for the entire instrument
(Scale–CVI or S–CVI) by calculating the average of
the I–CVIs (Polit et al., 2007). The threshold of
0.80 is considered the lower acceptable limit when
constructing a new instrument (Davis, 1992). This
means that 80% of the experts consulted recognized
the item as relevant or highly relevant, and as being
clear or very clear. The I–CVI calculation allowed us
to identify the items that experts believed should be
removed so as to keep only those with the greatest
clarity and relevance.

Results

From the initial pool of 135 measurement items, 6
were removed because their wording generated dis-
comfort among respondents in the sibling group. A
total of 52 items were removed because the I–CVI
was below the desired threshold, either in terms of
relevance or clarity. In the case of items that were
highly similar and had an identical I–CVI above
0.80, the choice of which item to keep depended on
the responses obtained from the sibling group so as
to ensure that the selected items offered the greatest
degree of clarity and relevance in the eyes of the
brothers and sisters from the population the IBes-
FEMS is intended for. Some 39 items were elimi-
nated in this way. Following this step, the pool of
items was reduced to 38, or 28% of the initial pool.
Two other items were removed because their content
was deemed too similar by the principal researcher
(M.O.-d’A.) and the psychometrician (P.V.), who
took part in the final item review. For the remaining
36 items, the S–CVI for relevance was 0.93, while the
S–CVI for clarity was 0.89. Finally, to ensure ade-
quate representativeness of the content for each envi-
ronment, 12 items to measure factors deemed lacking

Table 1. Example of a need taken from the typology of needs of the siblings of children with a life-threatening
illness

Environment shared with the sick child

Expression of the need Identification of the need Description of the need

Need for the sick child to be happy and
thankful for what I do for him/her

Need for acknowledgment
from the sick child

In response to various actions, the sick
child shows their siblings and reassures
them about their usefulness

“Me, I felt useful for that (moral support), and
it was a pleasure to be with her. I knew that
my sister was really happy when I was with
her, she said so many times. Me, it gave me a
greater desire to stay with her.” Brother 4
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by the experts consulted were added to the list, for a
total of 48 measurement items. The relevance and
clarity of these newly added items were not assessed
at this stage in the development and validation of the
IBesFEMS. In sum, this second phase of research
yielded the first version of the IBesFEMS. It assessed
needs in the 10 living environments in which they are
likely to be experienced. These environments repre-
sent the dimensions of the questionnaire.

The first version of the IBesFEMS consists of two
subscales. The first measures the importance (I ) of
each need, while the second measures the degree to
which each is satisfied (S ). Each was rated on a 4-
point scale. A few items may not apply to a respon-
dent’s specific situation, in which case they have
the option to respond “does not apply to me.” The to-
tal score per item, or for the entire instrument, is cal-
culated based on items for which a response applies
to the respondent.

The IBesFEMS score is calculated according to a
procedure proposed by Hassanein (1988), who em-
phasized the importance of obtaining a single score
for each item by combining the two subscales. The al-
gorithm that allows us to obtain a single score per
item, referred to here as the “unmet need score”
(UNS), consists of attributing a weight to the scale
of satisfaction based on perceived importance of the
need. The algorithm used is UNS ¼ I * (4 – S). The
higher the UNS single score, the more the item
with which it is associated indicates an important
unmet need, that is, important, but not satisfied.
Item UNS values can range from 0 (all needs
completely satisfied) to 12 (all needs important and
unsatisfied). For example, a UNS of 8 is obtained
on a specific item by combining a score of 4 on the
subscale assessing the importance of a need and 2
on the subscale assessing the degree to which the
need is satisfies: 8 ¼ 4 * (4–2). The individual’s total
score is the sum of all the 48 UNS scores; therefore,
the instrument’s total score can range from 0 to
576. A high score indicates a large number of unmet
needs. Table 3 shows how an item’s single score can
be broken down according to sibling responses with

regard to the importance and satisfaction subscales.
Score values are distributed between 1 and 4 in each
subscale, where 1 means not important or not satis-
fied and 4 means very important or very satisfied.

PHASE 3: ASSESSMENT OF THE
ADMINISTRATION PROCEDURES OF THE
FIRST VERSION OF THE IBESFEMS

Perspectives and Method

The goal of this phase was to assess the administra-
tion procedures and acceptability of the question-
naire in its proposed form. This phase provided
information on optimal conditions of use for this
new questionnaire and offered a means to identify
problems and make the desired changes (Waltz
et al., 2005). To achieve this goal, 5 brothers and sis-
ters who had siblings with a life-threatening illness
and were between the ages of 12 to 18 were recruited.
To do so, collaboration from nurses and social work-
ers was requested after approval from the pediatric
hospital research ethics committee had been re-
ceived. The siblings expressed their agreement by
signing an assent form, while their parents signed
a consent form. The teenagers had access to a pass-
word-protected website where they could complete

Table 2. Overview of the sample for the content validity study

Group of experts 1 Group of experts 2 Group of experts 3 Group of experts 4 Total

Psychometricians
Researchers in the field of
pediatric palliative care Clinicians Brothers and sisters

n ¼ 3 n ¼ 3 n ¼ 9 n ¼ 6 N ¼ 21
3 social workers 5 sisters
3 nurses 1 brother
2 pediatricians
1 psychologist

Table 3. Score breakdown based on need importance
and satisfactiona

UNS ¼ I * (4 – S )

Satisfaction

Importance 1 2 3 4

1 3 2 1 0
2 6 4 2 0
3 9 6 3 0
4 12 8 4 0

a Score values are distributed between 1 and 4 in each
subscale. 1 ¼ not important or not satisfied; 4 ¼ very
important or very satisfied.
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the questionnaire online. Soon afterwards, the re-
searcher contacted each participant to ask about
how easy they found it to complete the online ques-
tionnaire, any problems they experienced in complet-
ing it without assistance, the clarity of the
instructions, the layout, and any other question-
naire-related issues they found problematic. Table 4
provides an overview of the sample recruited to as-
sess the administrative procedures of the question-
naire.

Results

The results obtained during the assessment of the
administration procedures confirm that the question-
naire lends itself well to self-administration. The sib-
lings reported that the clear instructions and
wording allowed them to complete the questionnaire
on their own. Furthermore, some of the siblings men-
tioned that they appreciated the fact that the ques-
tionnaire was self-administered and confidential, as
they felt it gave them more freedom in their re-
sponses. A few siblings reported that their responses
would have been different if their parents had been at
their side. They also mentioned that the online proce-
dure for completing the questionnaire was appropri-
ate. Consequently, no changes were made to the
questionnaire at this stage.

DISCUSSION

The principal conclusions drawn in phase 1 of this
study relate to the typology of needs produced, com-
posed of 43 needs of the sibling population of children
with life-threatening illnesses. The Bronfenbrenner
bioecological theory allows for a needs classification
based on 10 sibling living environments (Olivier-
d’Avignon, 2006). Usually, the primary environments
considered in needs assessment initiatives for adoles-
cents are family and clinical settings (hospitals). The
original contribution from this study now allows for a
systemic analysis, considering siblings’ needs over a
broader perspective (Wood, 2006; Contro & Scofield,
2006; 2012). These results are consistent with certain
needs that have already been identified by research-

ers or clinicians in serious pediatric illness environ-
ments (Ballard, 2004; Contro & Scofield, 2006;
Gaab et al., 2013; Nolbris & Ahlstrom, 2014).
However, the typology is person-centered in that it
also includes broader needs associated with the de-
velopmental stage of adolescence, not just those re-
lated to the specific experience of illness (Adams &
Deveau, 1987; Lapwood & Goldman, 2012). This ap-
proach provides the opportunity for a comprehensive
analysis of the needs of brothers and sisters, both in
the nature of these needs and in the living environ-
ments and specific actors related to these needs.

The second phase of this study led to a significant
reduction in the initial items generated from the ty-
pology. This phase generated an appropriate indica-
tor for content validation: the CVI that quantifies
expert judgment (Polit et al., 2007). The 36 items re-
tained at the end of the process obtained a CVI of 0.93
on the relevance scale and 0.89 on the clarity scale.
This is above the recommended threshold of 0.80 (Da-
vis, 1992; Waltz et al., 2005). The different steps in
the development of the IBesFEMS were consistent
with the standards set out by the joint committee of
the American Educational Research Association,
the American Psychological Association, and the Na-
tional Council on Measurement in Education (2014).
In fact, at certain stages the procedures employed went
beyond the recommended guidelines. For instance,
during the content validation stage in phase 2, 21 ex-
perts, rather than the 5 recommended by Lynn
(1986), were consulted to assess the relevance, clarity,
and representativeness of the items.

The results observed in the third phase indicate
that the procedure for administration of the IBes-
FEMS is optimal. Several past studies addressing
the needs of the siblings of children with life-threat-
ening illnesses have used proxies (Ballard, 2004; von
Essen & Enskär, 2004; Jones, 2006; O’Shea et al.,
2012). The evidence obtained suggests that self-ad-
ministered procedures are relevant and important
to the respondent and allow for more freedom in their
response. Therefore, it seems preferable to obtain the
testimony directly from the brothers and sisters con-
cerned (Guide et al., 2004; Houtzager et al., 2005;
Lapwood & Goldman, 2012).

Table 4. Characteristics of adolescent participants and sick children

Sibling Gender Age
Number of children in the

family
Principal diagnosis of the ill

child
Ill child’s

age
Length of

illness

1 M 13 6 Lennox–Gastaut syndrome 13 13 years
2 M 15 6 Lennox–Gastaut syndrome 13 13 years
3 M 17 6 Lennox–Gastaut syndrome 13 13 years
4 F 15 2 Epileptic encephalopathy 17 17 years
5 M 14 3 Cancer (soft tissue sarcoma) 12 10 months
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One of the concerns throughout the instrument
development process was to ensure consistency be-
tween the selected items and the actual situation of
the siblings of children with a life-threatening ill-
ness. The contribution of members of the study pop-
ulation is considered essential to the development
of self-administered questionnaires to ensure that
they are detailed and comprehensive (Haynes et al.,
1995; Klassenet al., 2010). The recognized expertise
of the families was therefore sought right from phase
1, while in the second phase experts from the scien-
tific community were approached. In this way, mea-
surement item development and selection were
enhanced by triangulating data culled from the expe-
rience of siblings and their parents, the scientific lit-
erature on the population in question, and the
opinions of research and clinical experts.

The originality of the IBesFEMS lies in the theo-
retical construct of “need” according to which a
need is the gap between an actual and a desired state
(Baldwin, 1998; Bonuck, 1996). This definition of the
concept of need is then operationalized using an algo-
rithm to provide a single score that reflects not only
the extent to which each need is satisfied, but also
the importance attributed to it by the respondent.
This differentiates the IBesFEMS from other mea-
sures of needs in adolescent siblings of children
with life-threatening illness (i.e., Patterson et al.,
2014) and is, we believe, an improvement in measure-
ment. Furthermore, due to its generic nature, the
IBesFEMS appears consistent with clinical reality
in pediatric palliative care as it is not exclusive to
the field of pediatric oncology. Pediatric palliative
care teams worldwide are faced with considerable
heterogeneity in the diagnoses of the children they
treat (Duncan et al., 2007; Together for Short Lives,
2009; Feudtner et al., 2011; McNamara-Goodger &
Feudtner, 2012). For instance, in Canada, pediatric
cancers account for only 20 to 22% of the ill children
in the care of palliative care specialized teams
(Widger et al., 2007; Vadeboncoeur et al., 2010). Ac-
cess to a non-disease-specific measure is therefore
highly desirable.

The IBesFEMS addresses a number of other con-
cerns of the pediatric palliative care community,
where the care philosophy revolves primarily around
the family. For example, parents’ ability to meet the
needs of all their children is valued and recognized
(CHPCA & CNPCC, 2006). The IBesFEMS provides
the opportunity to help them put their expertise to
the most effective use. Parents should not, however,
be identified as the only ones responsible for satisfy-
ing the needs of their children, since this task also in-
volves, to varying degrees, the members of the care
team and school professionals. The IBesFEMS’s mul-
tidimensional environmental perspective provides a

global assessment. The goal is to support and pro-
mote the involvement of the various actors working
with siblings, making it easier to identify and ad-
dress their specific needs in all their environments.

Finally, the IBesFEMS may have a preventative
function with the education of and outreach to par-
ents regarding their children’s needs. For profession-
als, using the IBesFEMS could facilitate discussion
and information about siblings’ needs with parents.
The potential preventative use of the IBesFEMS de-
serves to be considered, and the effectiveness of this
use should be evaluated. This could be especially use-
ful in cases where the choice is made to integrate a
palliative approach from the moment the child is di-
agnosed with a life-threatening illness (CHPCA &
CNPCC, 2006). The IBesFEMS provides an opportu-
nity to assess the unmet needs of siblings on a regu-
lar basis and when important changes occur in the
sick child’s care trajectory.

With regard to subsequent IBesFEMS validation
steps, a fourth stage in the research project was car-
ried out to validate the psychometric qualities of this
new questionnaire. This step is described in the com-
panion paper to this article (part 2). The fourth phase
of the research involved collecting evidence from a
larger sample so as to assess the construct validity
and the reliability of the IBesFEMS, both for the in-
strument as a whole and for its various dimensions.

The preliminary steps in the development and val-
idation described herein have certain limits. First, it
is worth keeping in mind that they were carried out
in a population of young, French-speaking Québécois
with the collaboration of healthcare professionals
working in Québec pediatric hospitals. The presence
of a potential cultural bias must therefore be taken
into consideration. In addition, recruitment efforts
were hampered by the limited access allowed to
young brothers and sisters in certain care units, in-
cluding pediatric intensive care, which led to under-
representation of this population. Moreover, female
siblings were underrepresented in the sample re-
cruited to assess the administration procedures of
the questionnaire, with four males and one female.

The introduction of this new measurement instru-
ment could provide clinicians with a better tool for
working with families who have a child with a life-
threatening illness because of the wide range of
needs it allows them to assess. As a result, they will
be able to better target their interventions with the
child’s siblings and create a collaborative partnership
with other actors surrounding the child.

CONCLUSIONS

It is well known among clinicians and researchers
alike that children with a life-threatening illness
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and their families have important needs that are
likely to exacerbate their psychological distress if
they are left unmet (Contro et al., 2004; Knapp &
Contro, 2009). Furthermore, pediatric palliative
care is a field based on still-emerging practical, meth-
odological, and theoretical knowledge. Given this,
the IBesFEMS has a role to play in better identifying
the specific needs of siblings and supporting the de-
velopment of practices and research in this field.
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APPENDIX A

Typology of the Needs of Siblings of Children in Pediatric Palliative Care1,2

Appendix A

No. Level 1 Level 2 Level 3
Expression of need Identification of need Description of Need

Italic type ¼ verbatim quotations

SCHOOL ENVIRONMENT
1 Need for encouragement and help

with my schoolwork

“I still had to study, but I did a lot
less, so my marks went down a lot. I
did my stuff by myself, nobody
helped me and I couldn’t really
concentrate on it.” Brother 4

Need to be encouraged and
supervised to meet academic
requirements

Siblings ask to be supported and
supervised in carrying out
schoolwork, both by their teacher
when at school and by their parents
when at home

2 Need for my teacher to be aware of
what I am going through

“I think that just the fact that others
know what’s happening. That the
teachers know a little. I don’t
necessarily want them to pull us
aside, but just if we spent a night at
the hospital, because I’ve done it,
me, I would have liked for the
teacher to say: OK. You don’t feel too
great, stay in the class like everyone
else, but don’t do the exam and I’ll
give you some time so that you have
time to put things in order, I don’t
know . . . You know, we’re young,
what we are, is at home and then at
school, so when we don’t get by in
school, we don’t have all our energy.”
Sister 1

Need to have access to a teacher who
is informed and aware of the
youth’s particular reality

Through information transmitted to
their teachers, siblings expect the
teachers to be aware and
understanding of their difficulties
concentrating and decreased
motivation

Continued

Olivier-d’Avignon et al.654

https://doi.org/10.1017/S1478951516001127 Published online by Cambridge University Press

http://www.togetherforshortlives.org.uk/assets/0001/1649/ACT_Guide_to_Developing_Services.pdf
http://www.togetherforshortlives.org.uk/assets/0001/1649/ACT_Guide_to_Developing_Services.pdf
http://www.togetherforshortlives.org.uk/assets/0001/1649/ACT_Guide_to_Developing_Services.pdf
http://www.who.int/cancer/palliative/definition/
https://doi.org/10.1017/S1478951516001127


Appendix A Continued

No. Level 1 Level 2 Level 3
Expression of need Identification of need Description of Need

Italic type ¼ verbatim quotations

3 Need for my teachers and parents to
adapt academic planning and the
school calendar to my particular
situation

“Me, I remember that, sometimes, I
had exams during the week, either
Monday or Tuesday, so I studied on
the weekend, but I was always at the
hospital. At the hospital, there are
nurses, people in the hallways—
you’re always being bothered. I
would have liked for them [the
teachers] to say, ‘I’m giving you
another day, so you have one more
night to study.’ That would have
been more practical.” Brother 4

Need to benefit from an adapted
school calendar

Siblings would like for their teachers
and parents to facilitate their school
lives by enabling them to go through
events related to the disease of the
sick child by giving them days off
and special permissions

PEER RELATIONS ENVIRONMENT

4 Need to be distracted from worries
by having fun with my friends

“I went out a lot with my friends to
take my mind off of things, I wanted
to have fun and to think about other
things than sickness and all that. I
didn’t talk a lot about my sister.
Most knew she was sick and didn’t
dare talk about it too much, and me
neither, but there were two or three
people with whom I talked about it.”
Brother 4

Need to have the opportunity to
distract oneself from
preoccupations

Siblings seek pleasure and a
distraction through contact with
peers; the topics addressed are
different from those of the illness
and are discussed in an
environment outside the family
home and the hospital

RECREATIONAL ENVIRONMENT

5 Need to receive help pursuing my
usual activities by driving me to
and from them

“Sure, I was skiing a lot less because
I was going skiing with my brother,
and then for other activities. Well,
we can forget them, because I didn’t
have a ride. I asked for them from
time to time, but I often didn’t.”
Brother 3

Need to have access to
transportation to ensure
continuity with regard to usual
activities

Sibling wish for sports, artistic, and/
or social activities in which siblings
are involved before the pediatric
palliative care situation in the
family is maintained and facilitated
by access to transportation

6 Need to experience new types of
activities

“Me, I think he especially needed
what is normal! At 12, 13 years of
age, he needed to live a normal life,
like others—to be active and try new
things.” Father 1

Need to have access to new activities Siblings want to have the
opportunities to try and discover
new and unknown sports, and
artistic and/or social activities that
are attractive to them
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7 Need to unwind through intense
physical activities

“Me, I always did team sports, and it
makes me think about a family
because everyone is together. I gave
everything I had . . . It helped me to
think about other things.” Brother 1

Need to have the opportunity to find
an outlet through sports

Sports demand a high level of energy
that enables siblings to release
impulses, emotions, and various
tensions that are ordinarily
repressed

HOSPITAL ENVIRONMENT

8 Need for my presence to be accepted
and desired when I visit my
brother or my sister at the
hospital regardless of my age and
visiting hours

“Me, in my heart, I was afraid that
she would die . . . angry because I
couldn’t go and see her very often.”
Brother 2

“Me, it would be [my advice] that we
can always, when we want to, be
with our brother or sister. That I can
be able to, as soon as I want to go to
the hospital, that I can have a ride
right away.” Brother 4.

Need for opportunities to have free
access to where the sick child is
hospitalized

The hospital department and parents
permit and encourage the
maintenance of the relationship
between the sick child and their
siblings through the presence of
siblings during hospitalizations;
these visits could take place at any
time and by siblings of all ages, in
order to enable moments of
fraternal intimacy

9 Need to be informed that
professionals are available to help
me if I want

“Me, I would have liked if there had
been some support from someone
from the hospital, it could be a nurse
. . . someone who always took care of
the same sick child, and so when you
arrive, she knows you and is used to
you, and you can talk to her, and it
could be like a psychologist for you.
It seems like it would be less heavy,
and it would be easier to
understand.” Brother 1

Need to know that there are
clinicians available to meet with
them and provide assistance

Siblings are informed that they may
be able to meet, at the hospital, a
helping professional (psychologist,
social worker, nurse, pastoral agent)
if they wish for help adapting to the
situation

ASSOCIATION AND COMMUNITY ENVIRONMENT

10 Need to meet and exchange with
other youths experiencing or who
have experienced the same thing
as me

“Leucan also helped a lot with the
summer camps. It was good for her
to be with kids who were
experiencing the same thing as she
was.” Mother 2

“Me, I find that there really should
be something to support them
[siblings], but right after the death
and even during the illness, that
they be truly well surrounded and
they meet other kids experiencing
the same things.” Mother 7

Need for access to social support
from youths exposed to the same
situation or who have experienced
this situation in the past

Through community associations and
organizations, siblings receive
support through contact with
brothers and sisters having
experienced, or who are currently
experiencing the serious illness or
end of life of a child
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ENVIRONMENT SHARED WITH CLOSE FRIENDS, EXTENDED FAMILY, AND LOVED ONES

11 Need to feel safe when in the
presence of close friends, family,
and loved ones

“It’s important to be well
surrounded. You have to ask for help
from the family, if it’s possible.
Making sure parents, uncles and
aunts, grandparents disturb them
[siblings] the least possible.”
Mother 1

Need to feel safe when in contact
with family and other significant
people

Siblings experience calm, trust. and
well-being when in contact with
people who are significant for them,
whether they are family members or
not

12 Need to find, among people close to
me and my friends, a place where
I can express my feelings

“When I feel like talking about it, it’s
to my friends, I confide a lot to my
friends, but not to my parents.”
Sister 2
“When I talked about it, it was with
my grandparents, parents, or other
people who are not directly related to
my brother. But it had to be people
who could still understand and with
whom I felt understood.” Brother 2

Need for access to emotional support
from close friends/family and
peers

People who are close to the siblings,
that is, grandparents, family
members, other significant people
(neighbor, teacher, friend of the
family), and peer groups, represent
a source of emotional support
through sincere listening and
counseling to them when they wish
to confide

FAMILY ENVIRONMENT

13 Need for the same harmony and
pleasure as before to be present at
times when my family is together

“In my family, even if X was not well,
we were still close. We teased each
other and had fun together.”
Brother 4

Need to maintain complicity and
harmony during family
encounters

Members of the family share harmony
and enthusiasm during regular
family encounters (meals, outings,
etc.) and those relating to the state
of health of the sick child (hospital
visits, summer camps, etc.); subjects
of discussion other than the illness
unite and enliven family members

14 Need to go through the end-of-life
ordeal of my brother or sister with
my family

“He [the brother] and also liked
talking to him [the sick child] on the
phone or when the department at the
CHUL [Centre Hospitalier de
l’Université Laval] was almost
empty, we brought our son so that he
could spend time with his sister, and
it was good for him to be among
brothers and sister. So he could say,
‘me too, I’m taking care of him,’ be
important and feel like part of the
family.” Mother 4

Need to feel included in a family
process

Parents foster feelings of inclusion
among the siblings in the pediatric
palliative care situation by
circulating information and
respecting their right to speak
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15 Need for a loving climate within my
family and among people who are
close to me

“Despite the fact that he was in the
terminal phase, there was a lot of
love between family members and
everyone towards my brother. There
was also love from the extended
family, uncles and aunts, with
support and help.” Sister 2

Need to perceive and feel love and
emotional attachment between
family members

Siblings need to perceive an ambiance
of tenderness and caring, as well as
emotional attachment among family
members, as well as among those
who are close to the family
(grandparents, uncles and aunts,
etc.)

16 Need to be reassured about changes
that will take place in the
different spheres of my life
(personal, social and family) after
my brother or sister has died

“I asked myself what would happen
to our family after, how we will live
afterwards, without her?” Brother 4

Need to be reassured by their
parents and other family members
about different changes brought
about by the death of the sick child

Siblings seek to be reassured about
the new family organization that
will structure the family’s daily lives
once the sick child is deceased; this
reassurance also applies to changes
that will occur in the siblings’
personal lives and in their social
relationships with friends and
family

17 Need for support from my brothers
and sisters

“Me, I think that always having been
together as a gang of brothers and
sisters, it was them that helped the
most. The oldest one took his little
brother and little sister under his
wing. They reassured each other.
They were the most important people
for each other during that time.”
Mother 1

Need for access to emotional support
from healthy siblings

Empathy and consolation are felt by
siblings within an equal
relationship that siblings can only
find within the fraternal link they
share with other brothers and
sisters of the family (those who are
healthy)

18 Need for the daily family routine
that I’m used to be maintained

“I wanted everything to be normal,
that everything go on like normal. In
the morning, I did my stuff by
myself, I was independent. I don’t
think that my mother was there, but
even before the illness, my mother
always worked in the evening, so . . .
My day-to-day life didn’t really
change.” Sister 2

Need for access to a reassuring daily
family routine

A sense of normality is reassuring for
siblings through the maintenance of
a family life framework that is
already known (mealtimes, types of
meals, schedules, morning and
evening routines, etc.) remain
unchanged or as similar as possible

19 Need for special events in my life be
celebrated by my family, as they
would have been if my brother or
sister was not seriously ill

“It sucked to not see my sister at my
birthday. It was I who went to the
hospital to see her on my birthday. I
had a quick party and I went to the
hospital.” Brother 2

Need to be acknowledged for
successes and accomplishments

Siblings conserve their unique place
and importance when family
members celebrate their
accomplishments (graduation,
academic or sports merits, new job,
etc.) or special days that concern
them (birthdays, first day of school)
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20 Need for my level of responsibility
and tasks assigned to me at the
house remain the same as those I
had before my brother or sister’s
illness

“Me, I had to make the meals, do the
washing. My mother called from the
hospital to tell me to do the washing,
to do this and that. I had to play
‘mother’ and take care of everyone. It
sucked . . . The youngest one was very
jealous of the time my mother spent
with X. I took care of her a bit, but
still . . . I tried to play mother with
her, but I’m not her mother. I did as
best as I could, but she would throw
a fit, but me, I’m only her sister.”
Sister 1

Need to maintain the same level of
responsibility

Siblings seek a feeling of normality
through the maintenance of the
same level of involvement in the
tasks and responsibilities at home,
without taking over responsibilities
normally assumed by their parents

PARENTAL ENVIRONMENT

21 Need for my parents to respect my
autonomy and my ability to make
decisions relating to events that
concern me

“A lot of the time, I was doing what I
wanted when I wanted for activities.
But I didn’t go see him [the sick
child] a lot. When I went, I took
advantage of it, but I had a lot of
things to do, and I also kept myself
really busy. I mostly wanted to do
my things and be with friends.”
Sister 2

Need for their autonomy and
decisional abilities to be respected

Siblings wish to continue fully
existing at a personal level; a
sensation of coherence is perceived
between siblings’—their vision of
their capacity for autonomy and the
liberty given to them in their daily
lives

22 Need to protect my parents

“I didn’t want to talk about my
brother with my parents by asking
questions that would make them
have to ask others questions as well.”
Brother 1

Need to avoid additionally
burdening one’s parents

Siblings don’t want their parents to
worry more, because they see that
they already have a lot on their
shoulders; they try not to bother
and/or not to criticize decisions
made by their parents within the
context of pediatric palliative care

23 Need for my parents to show
understanding and empathy with
regard to the ordeal that I’m
going through

“One thing that frustrated me a lot
was my mother, because my brother
died on a Friday, and she just left us
the weekend to get over it, because
we had to go back to school the next
Monday. I would have liked to have
had more time to recover. It was my
brother. I loved him a lot. I needed
more time.” Brother 3

Need to be understood by one’s
parents

Parents show indulgence and
sensitivity when siblings express
their emotions regarding the state
of health of their brother or sister,
displays negative behaviors
(aggressiveness, social withdrawal,
etc.) or unpleasant moods (moody or
depressed)
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24 Need for my parents (father/mother
or both) to be more present at
home, by my side

“Me, I would have liked to have
spent more time with her [my
mother]. And find people to work on
the farm so that my father would
come and play . . . spend more time
with me.” Brother 2

Need to be reassured by the presence
of one’s parents

The presence of a parent (father/
mother) among siblings and
parents’ involvement in spending
quality time with them strengthens
siblings’ feelings of security

25 Need for my parents to come to me
to give me information

“ I would have liked to have asked
questions, but with my parents, they
often didn’t have the time, so it
ended there. ” Sister 1

Need to be informed by one’s parents Siblings are kept up to date regarding
the progression of the state of health
of the sick child by their parents,
who proactively come to them to
give them information

26 Need for my parents to alert me
about the imminence of my
brother’s or sister’s death once
they have been informed

“I don’t think we should hide
anything from them [siblings]. I
think it’s worse to learn suddenly
than little by little. Information has
to be given as it comes, so they are
not faced with a done deal, so they
have time to gradually get used to
death.” Mother 1

Need to be informed of the
imminence of the death of the sick
child

In cases where it is possible, siblings
wish to be informed of how close
death is in order to do or say things
to the sick child that are important
for them to say or do

27 Need for my parents to be
affectionate with me

“At our house, for X [the middle
brother] it was a really important
need for him since the diagnosis.
More important than for the other
two. He needed so much to be loved,
that child. He demanded a lot of
affection.” Mother 1

Need to perceive and feel parents’
love through touch

Manifestations of tenderness (hugs,
cuddling, etc.) are given to siblings
from the parents in equal or greater
quantity of that which was given
before the child became seriously ill

ONTOSYSTEM

28 Need to be reassured about the
diagnosis of a serious illness or
the possible death of a person
from my family or of myself

“We didn’t really talk about death as
such, we didn’t want to talk too
much about it because we didn’t
really want it to happen, so we didn’t
talk about it a lot, but we certainly
did talk about it after. Me, I was
scared that other people would
become sick or have an accident or
something, that they would die too.”
Brother 4

“My boy also asked, ‘did I have that
too mom, did I lose my hair at that
age too?’ Or ‘will I also get that?’ He
felt insecure.” Mother 3

Need to be reassured about the risk
of diagnosis of a potentially fatal
disease and/or death of a loved one
or of oneself

Siblings seek to be reassured about
the risk that a loved one (parents,
grandparents, close friends, family
members, etc.) will develop a
significant illness or die from an
illness or accident
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29 Need to find meaning for the
suffering of my brother or my
sister during palliative care

“I don’t know why it happened, but it
seemed like it was just him that was
able to go through that. When you
looked at him, you’d say,’ but how
does he do it?’ It seems as though we
have our little lives, we go to school
and we find it hard like that, and he
[the sick child], he couldn’t. He went
to school just whenever he could. I
had a lot of admiration for him.”
Sister 1

Need to search for meaning during
the sick child’s end of life

Siblings seek to rationally and
spiritually explain the reasons for
the existence of the ordeal of
sickness and suffering

30 Need for a place to feel comfortable
asking questions and obtaining
answers about illness and/or
death

“I must say that he didn’t get any
help, huh! If we compare with us
[the parents], the treatment we
received, the medication treatment,
and the psychological treatments,
and support, there was quite a
significant amount of things done
for us, and for him there was
nothing! It was all incumbent on us
to support him and answer his
questions, and we, we often weren’t
there.” Father 1

Need for access to informational
support in which it is possible for
the youth to ask questions about
the illness and death, and to
obtain answers to these questions

Resource people (parents, close
friends, doctors, nurses, etc.) are
identified by siblings to hear their
preoccupying questions about the
illness and/or death; these people
attentively listen to the questions
without judgment, but also provide
complete and honest answers to the
siblings; these responses would
enable the siblings to better
understand and further their search
for meaning

31 Need to feel ready for the eventual
death of my brother or sister

“Me, I learned 3 days before his
death that he was going to die, but I
already felt like it was going to
happen because we were into
experimental treatments and there
was a lot of stress, and I felt
something. It wasn’t a surprise, and
I took advantage of my time with
him.” Sister 1
“Yes, I would have liked that [ask
questions about death] . . . but I
didn’t dare ask. I was
uncomfortable, but I would have
liked to.” Brother 4

Need to be ready for the eventual
death of the sick child

Siblings wish to feel prepared to deal
with the death of the seriously ill
child when it occurs, as best as
possible

32 Need to be reassured about how
things will progress over the next
weeks and months in regards to
the progression of the sick child’s
disease, as well as any sudden
disruptions to my daily life

“I am convinced that he [the brother]
felt a lot of sadness, worry, and fear
in relation to everything that was
going to happen.” Mother 4

Need to be reassured about the
progression of the sick child’s
disease and about possible
disruptions to one’s daily life

Siblings ask to be reassured about
changes to their daily lives that will
be brought about by palliative care,
as well as about the possible
trajectory that child’s diseases’ will
take at the end of life
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33 Need to stay at home rather than be
supervised outside the home

“When I told them that I was taking
them to their grandmother’s, we
could feel it that they would have
preferred staying at home, with
their friends, doing other things.
For them, it was a total uprooting,
and they know nobody at my
parent’s place. My parents worked
hard and they had a lot of fun, but
still, at a certain age, grandparents
. . . And between our grandparents
and friends, even if we love our
grandparents, the choice isn’t a
difficult one.” Mother 1

Need to remain at home When parents have to be absent in
order to be with the sick child,
siblings would prefer to stay in the
family home rather than spend a
few days elsewhere

34 Need to keep hope regarding the
state of health of my brother or
sister through positive
information about the chances of
healing or an improvement of his/
her state

“Me, I figured that even if [the sick
child] was in terminal phase, I
always hoped that he would get well.
I kept hope that a miracle would
occur.” Brother 3

Need to keep hope It is important for siblings to keep
hoping that the health condition of
the sick child will undergo favorable
changes and that he/she will be
brought out of danger

35 Need to feel like other kids my age

“X [the brother] could not have
friends over to the house because of
infections, no sports activities,
because we didn’t have time to drive
him because of the farm and because
of X’s illness. That was missing, I
find. I would have liked to give him
a life that’s normal for his age.”
Mother 3

Need to feel similar to one’s peers Siblings don’t want to be perceived or
treated differently, but seek to have
the same lifestyle, the same
experiences, and to meet the same
academic requirements as other
youths their age

ENVIRONMENT SHARED WITH THE SICK CHILD

36 Need to be involved in the well-
being and care for my sick brother
or sister

“My advice is to try to do as much as
you can for your brother or sister.
Get him to have some good times
and show him that you can be there
for him [the sick child] in many
ways. Me, I needed to feel useful
helping him.” Brother 1

Need to be helpful for the sick child Siblings wish to take part in various
tasks and services being carried out
for the sick child
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37 Need for the sick child to be happy
and thankful for what I do for him

“Me, I felt useful for that [moral
support], and it was a pleasure to be
with her. I knew that my sister was
really happy when I was with her,
she said so many times. Me, it gave
me a greater desire to stay with her.”
Brother 4

Need for acknowledgment from the
sick child

In response to various actions, the sick
child shows their siblings gratitude
and reassures them about their
usefulness

38 Need to take advantage of life and to
apply myself at school (or in other
activities) in the name of the sick
child

“I wanted to have fun. You know, he
[the sick child] couldn’t. I wanted to
take advantage for him. And I didn’t
want to sit in my corner and find it
sad.” Sister 2

Need to benefit from the opportunity
of being healthy

In response to a decrease in the sick
child’s capabilities, siblings wish to
seize the occasion of being healthy;
their implication and appreciation
of activities that the sick child is no
longer able to do become more
important and significant

39 Need to be assured that everything
is being done to foster the well-
being and alleviation of my
critically ill brother’s or sister’s
suffering

“There were nice gestures from the
nurses. They are well treated, the
children getting transplants on the
transplant unit. There were not
many patients, and you felt as
though the nurses were there for you
no matter what happens.” Sister 2

Need to be assured that everything
possible is being done to relieve the
sick child’s suffering and foster
his/her health and wellness

The alleviation of the sick child’s
suffering becomes a priority for
siblings. This requires that
everything be done so that the child
at the end of life is comfortable,
going as far forgetting oneself,
reassuring their parents of their
ability to stay alone, as well as
contributing to the healing of the
child as bone marrow donor

40 Need to be explained about what
will happen in the body of my
sister or brother when they will
die

“Me, I had never seen a person die
before, close to me. I wondered how
she would die physically, and
psychologically as well. I was afraid
of what was going to happen.”
Brother 4

Need to be informed about the
physiological aspects of death

Siblings wish to receive information
that will help them to understand
the physiological process related to
the death of a human being;
providing knowledge will make it
possible to relieve worries they have

41 Need for a person who I trust to give
me information about my
brother’s or sister’s illness on a
regular basis

“Me, I would have liked for some
support from someone from the
hospital, it could be a nurse . . .
someone who always took care of the
same sick child, so when you get
there, she knows you and is used to it
and you can talk to her, and it could
be like a psychologist for you. It
seems it would be less gloomy and
easier to understand.” Brother 1

Need to be regularly informed by a
person one trusts

Siblings seek to understand the illness
of the sick child. They wish to hear
about all aspects of the illness
(diagnosis, causes, treatments, side
effects, etc.) from someone from the
medical environment (nurse, social
worker, psychologist, doctor) or
someone from the family (parents,
loved ones, friends of the family,
uncles or aunts, etc.)
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42 Need to be assured that my
brother’s or sister’s illness has
nothing to do with me

“It affected me at the beginning to go
and see him at the hospital because
it was me who gave my bone marrow
and it wasn’t working . . . [silence]
Sure, it bothered me at the start. It
made me sad. It had the opposite
effect of what I wanted. It was not
the bone marrow that was doing it;
it was his body that was doing it, but
still. Even if they explained it to me
and that I understood it, it still
affected me. I felt guilty.” Sister 2

Need to be reassured about one’s
responsibility in the pathogenesis
of the child’s illness

Siblings seek to overcome feelings of
guilt related to self-attributing a
portion of responsibility for the sick
child’s suffering; particularly if
there is a rejection of the bone
marrow transplant when a sibling
was a donor or if there were
disagreements between the sick
child and sibling preceding
moments of suffering for the sick
child

43 Need to be reassured about the
unique place I hold in the eyes of
my brother or sister at the end of
life

“Even during that period of
terminal phase, you know his sister
took good care of him still! Four
days before dying, she explained
math problems to him. They still
shared a really beautiful
relationship.” Father 1

Need to be reassured about the
uniqueness of the relationship
with the sick child

Siblings ask to be reassured about the
strength of the uniqueness of the
fraternal relationship shared with
the sick child, despite
hospitalizations, distance,
suffering, and other negative
aspects brought about by the illness

1

Drawn from Olivier-d’Avignon (2006).
2

The original French version is available from http://www.theses.ulaval.ca/2006/23726/23726.pdf.
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