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Abstract

Sibling relationships between children and their brothers and sisters with Attention Deficit
Hyperactivity Disorder (ADIID) have been studied infrequently. This study is the first to
examine the experiences of a British sample of siblings and mothers of children with
ADHD. Semi-structured interviews were conducted with 17 siblings and 15 mothers.
Standardised questionnaire measures completed by mothers and teachers revealed that the
children with ADHD were experiencing considerable behavioural and emotional
difficulties, however, the siblings’ difficulties were in line with those expected in a
community sample. Mothers reported experiencing high levels of depression and parenting
stress. Qualitative analysis of the interview responses revealed that maternal perceptions of
conflict in the sibling relationship were similar to those of the siblings, and both reported
that aggression initiated by the child with ADHD was a signiticant part of the sibling
relationship. Siblings perceived their sibling relationship as different to those of their
friends in tcrms of the scverity and persistence of this aggression. Stblings described
managing this aggressive behaviour with retaliatory aggression, requests for paternal
intervention, avoidance and accommodation. The majority of siblings considered mothers a
source of emolional and practical support. Findings suggest that mothers of children with
ADHD should be supported to identify and manage sibling conflict and to recognise and
seek help for psychological difficulties they, the sibling, or the child with ADHD might be

experiencing.
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Definitions

ADHD: Attention Deficit Hyperactivity Disorder
CAMHS: Child and Adolescent Mental IHealth Service
DSM-IV: Diagnostic and Statistical Manual

ICD-10: International Classification of Diseases

HKD: Hyperkinetic Disorder

ODD: Oppositional Defiant Disorder

PACS: Parental Account of Childhood Symptoms
POP: Pre-School Overactivity Programme

PSE: Present Statc Examination

PSI/SF: Parenting Stress Index: Short Form

SDQ: Strengths and Difficulties Questionnaire
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1 Introduction

1.1 Attention Deficit Hyperactivity Disorder

The core symptoms of Attention Deficit Hyperactivity Disorder (ADHD) are hyperactivity,
impulsivity and inattention and constitute one of the most common disorders affecting
children and adolescents (Melizer et al, 2000). These behaviours occur to some extent in all
of us at times, but the difference between ADHD and normal behaviour is the severity and
persistence of the problem and the degree of impairment that results. Attention Deficit
Hyperactivity Disorder is the term used to describe these symptoms in the Diagnostic and
Statistical Manual (DSM-IV) (American Psychiatric Association, 1994) whilst in the
International Classification of Diseases (ICD-10) (World Health, 1992) these symptoms
are referred to as Hyperkinetic Disorder. Both classifications have similar criteria for the
identification of inattention, impulsive and hyperactive symptoms (Schachar & Tannock,
2002) but differ in terms of symptom severity and pervasiveness (Barton et al, 2001) with
ICD-10 being the more demanding criteria (Thompson et al, 2004). In this thesis the term
ADHD will be used to encompass both diagnostic labels.

The consequences of ADHD for children, their families and for society can be very
serious. Children with ADHD can develop poor sclf-cstcem, cmotional and social
problems and their educational attainment may be severely impaired (Barkley, 1998). In
addition, comorbid aggressive, oppositional and defiant behaviours shown by the child
with ADHD may place additional stress on family members (Podolski & Nigg, 2001 ).
Living with a child with ADHD may be particularly challenging for families because of the
misconception that ADHD is a result of poor parenting (Lewis-Abney, 1993}, The negative
impact of ADHD on the child itself and their parents has been extensively researched but
the impact on siblings needs to be explored (Johnston & Mash, 2001), particularly from the
siblings’ perspective (Kendall, 1999). To date no research has been carried out examining

the siblings’ perspective of living with a child with ADHD in a British sample.

In order to review the literature on siblings of children with ADHD, a search of the abstract
sourees Psychlnfo, Medline, British Nursing Index and Cummulative Index to Nursing and
Allied Health Literature was carried out for pubiished papers and unpublished PhD theses
containing the keywords ADHD/hyperactivity paired with farmuly/(amilies or
sibling(s)/brother(s)/sister(s) from 1982 onwards. The references of published literature

reviews on families and ADHD were also examined.
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1.1.1 Diagnostic criteria

ADHD is characterised by the three core symptoms of inattention, hyperactivity and
impulsivity, According 1o the Diagnostic and Statistical Manual (DSM-1V) (American

Psychiatric Association, 1994) in order to meet diagnostic criteria:

“six or more symptoms of inatiention or hyperactivity-impulsivity must have
persisted for at least 6 months to a degree that is maladapiive and inconsistent
with developmental level, some of the hyperactive-impulsive or inatientive
symptoms that caused impairment were present before age 7 years, some
impairment from the sympioms Is present in two or more settings, there is clear
evidence of clinically significant impairment in social or academic functioning,
the symploms are not better accounted for by any other mental disorder.”

ADIID is one of one of the most commeonly diagnosed psychiatric disorders in children
and adolescents, with an estimated prevalence of two to five percent in the United
Kingdom (Meltzer et al, 2000) and four to six percent in America (American Psychiatric
Association, 2000). This differcnee is thought to be due to the more demanding diagnostic
criteria used in United Kingdom (Schachar & Tannock, 2002). Boys are three times more
likely to have ADHD than girls and are six to nine times more likely to be referred (o a
clinic (Barkley, 1998). Girls are more likely to have symptoms of inattention, but less
likely to have comorbid conditions such as disruptive behaviour problems, learning

difficulties and social dysfunction (Biederman et al, 2002).
1.1.2 Characteristics
Research has found that children with ADHD are:

“impaired in their relationships with others, their school performance, and competence in

extra-curricular activities. ” (Szatmari, Offord, & Boyle, 1989)

ADHD is associated with a range of current and long-term impairments (Barkley, 1998).
Hyperactive and impulsive behaviours may include: fidgeting, having trouble playing
quietly, interrupting others and always being “on the go”. Symptoms of inattention may
include: being disorganised, being forgetful and easily distracted and finding it difficult to
sustain attention in tasks or activities. These symptoms present in different ways over time
(Schachar et al, 2002). Pre-school children with ADHD exhibit motor restlessness and
reduced play intensity. Associated problems include developmental deficits, oppositional

defiant behaviour and problems of social adaptation. Primary school aged children exhibit
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distractibility, motor restlessness, impulsive and restless behaviour. Associated problems
include specific learning disorders, repetiion of classes in school, aggressive behaviour,
low self-esteem, comorbid psychiatric diagnosis like conduct disorder and anxiety,
rejection by peers and impaired family rclationships. Adolescentls show difficulty in
planning and organisation. Associated problems include aggressive anti-social and
delinquent behaviour, alechol and drug problems, emotional problems and aceidents.
ADHD can persist into adulthood and this can be associated with other mental disorders,
anti-social behaviour/delinquency and lack of’achievement in academic and professional
activities. Barkley (1990) reports that no single factor has been found useful in predicting
adolescent outcomes of ADHD children; rather several predictor variables have been

associated with positive adolescent outcomes including:

“higher levels of family socio-economic status, higher general levels of
intelligence, milder ADHD sympioms in early childhood, well adjusted parents
and stable family environment, and low incidence of child aggression.”

1.1.3 Comorbidity

The diagnosis of ADHD conveys a significant risk for ether coexisting psychiatric
disorders. A general population sample of 409 Swedish children aged seven years old with
ADHD found that 87% had one or more, 67% at least two, and 33% had at least three
comorbid diagnoses. Sixty percent of these children with ADHD had Oppositional Defiant
Disorder, 7% had Autistic spectrum disorders and 13% had special educational needs
(Kadesjo & Gillberg, 2001). In an American clinical sample of 140 gitls and 140 boys with
ADHD aged between six and 17 years old, 66% of boys and 36% of girls had behaviour
disorders, and 36% of boys and 27% of girls had mood disorders (Biederman et al, 2002).
Kadesjo et al (2001) conclude that:

“pure ADHD was rare even in a general population sample ... studies
reporting on ADHD cases without comorbidity probably refer to highly
atypical samples.”

1.1.4 Heritability

ADHD has a strong genetic component (Hechtman, 1996;Johnston & Mash, 2001).
Biederman et al (1995) found that in a “sample of 84 parents with childhood onset of
ADHD, 57% of their children also had ADIID” and siblings have a two to three times
greater risk of ADIID than siblings of controls (Faraone & Biederman, 1994},




Amanda Burston, 2005 Chapter 1, 13

1.1.5 Treatment

Psychostimulants (¢.g. methyphenidate, dextroamphtetamine) are the preferred treatment
for the core symptoms of ADHD if they are causing significant impairment (Barton et al,
2001) and have been found to improve family functioning (Barkley, 1989). Behavioural
therapy for the child and their family, and educational strategies have been found to be
uscful in the management of comorbidities (Barton et al, 2001). Research has found that
treatment of parental ADHI is essential for compliance in medication management of
childhood ADTID (Jerome, 1995) and a prerequisite for success of psychosocial
interventions (Sunuga-Barke, Daley, & Thompson, 2002). Hechtman (1996) suggests that
diagnosing and treating all family members is important for better long-term outcomes for

the whole family.
1.1.6 Summary
Mash & Johnston (1983b) suggest:

“the stressful, demanding and intrusive nature of the child’s ADFHD
characteristics are likely to evoke negative reactions from other family member
and to exert a disruptive influence on family relationships and the
psychological functioning of the parents.”

Research has highlighted the importance of examining the impact of ADHD not only in
terms of the psychological functioning of the child itself but also the impact of ADHD on
relationships within the family, particularty between the child with ADHD and their

mothers.
1.2 Sibling relationships

The research into siblings of children with ADHD is limited. Early research simply used
the siblings of children with ADHD to evaluate the genetic basis of ADHD or as a contrel
or comparison group for their brothers with ADHD ([lechtman, 1996). However, exicnsive
rescarch in non-clinical samples has found that sibling relationships have been described as
being “emotionally ambivalent” - that a typical sibling relation will include warmth as
well as conflict (Deater-Deckard, Dunn, & Lussier, 2002). In particular, brothers have been
found (o be more antagonistic and conflicted and less warm and supportive than sisters
(Dunn et al, 1999) and more conflict is found in opposite-sex pairs than same-sex pairs

(Epkins & Dedmon, 1999). Activity levels of the siblings have an impact on levels of
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conflict and warmth in the relationship. Conflict is greatest when both siblings are high in
energy and when the older sibling has higher levels (Stoncman & Brody, 1993). Brody
(1998) summarises that children who have hostile sibling relationships which lack warnith
tend to show psychological difficulties. All (hese Factors need to be taken into aceount
when exaimining the research on sibling relationships in special populations and, as there is
little information about families with a child suffering specifically from ADHD, the

literature on sibling relationships in families with a chronically 111 child is discussed first.
1.2.1 Siblings of chronicaliy ill children

Siblings of chronically ill children have been found to suffer from greater emotional and
behavioural problems than control children, but often these adjustment problems are not
severe (Dunn, 1992). Mclale & Gamble (1989) found that although siblings of children
with physical disabilitics often have higher scores within the normal range for behavioural
and psychological problems, these scores are still below the clinical cut-off. Although the
findings of rescarch exanmining siblings of children with chronic physical conditions are
inconclusive, this area of research has important implications for sibling relationships in
families where there is a child with ADID, in particular the characteristics of the sibling
pair, caretaking by the sibling, siblings” knowledge of the illness and social support for the

sibling.

The nature and extent of the problems experienced by siblings are related to characteristics
of the ill ¢hild. Siblings have been found to do best when the ill child does not display
aggressive behaviour (McHale & Harris, 1992). Fisman et al (1996) found that having a
warm sibling relationship that is low in conflict can be a protective factor against

externalising problems.

Siblings of learning disabled children spend more time in caregiving activities than control
siblings, with brothers and sisters of these children spending equal amounts of time
caregiving. Siblings with a heavy caretaking burden are more likely 1o experience

emolional and behavioural difficultics (McHale et al, 1989).

A study cxamining the siblings of children with a chronic illness or a developmental
disability found that improved siblings’ knowledge about the illness/condition improved
sibling well-being (Williams et ai, 2002). Sharpe and Rossiter (2002) carricd out a meta-
analysis ol rescarch on siblings of children with a chronic illness and concluded that

siblings found information sessions and support groups useful.
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Research has suggested that high levels of cmotional social support from family and
friends appears to play a protective role in the psychological adjustment of siblings of
children with chronic illness (Barrera, Fleming, & Khan, 2004;Kaminsky & Dewey, 2002).
In addition, siblings benefit from the peer support ol other siblings of chronically iil
children (Court, Kearney, & Rogers, 2003).

1.2.2 Siblings in families in which a child has ADHD

Only recently has research into families of children with ADHD examined the siblings’
perceptions of the sibling relationship. The majority of this research has focused on
mothers’ perceptions of sibling interaction and observed mother-child interactions.
Fathers’ perspectives of the sibling relationship have been examined but not described
separately from (hose of the mothers (Kendall, 1998). Where research has been carried out
with fathers and mothers of children with ADHD almost no differences have been found
between the two parents in terms of parental self-esteem, pereeptions of parenting
behaviour and family affective functioning (Phares & Compas, 1992). Although fathers
have an important role to play in the family, as mothers are generally the main caregiver,

they will be the focus of this literature revicw and this thesis.
1.2.2.1 Interaction between the child with ADHD and their sibling

Mash & Johnson et al (1983b) observed 23 boys with ADHD (mean age six and a half
years) and their siblings and a control group of boys and their siblings, matched in terms of
gender and ordinal position of the sibling, Sibling interaction was observed during
unstructured play without the mother present and during a task activity where the mother
was present but not interactive. The siblings of children with ADHD suffered more
aggression and conflict from their brothers than the siblings of the control children. The
children with ADHD and their siblings both engaged in conflict and negative behaviour,
with few behavioural differences between the children. Aggression between the child with
ADHD and their sibling was not related to sex or ordinal position of the sibling, bat
younger children with ADHD were more negative than the older children with ADHD
during the supervised task. Stormont-Spurgin & Zentall (1995) suggest that aggressive
behaviour in preschool boys with ADHD appears 1o be supported by the behaviour of
siblings. Aggressive preschool boys with ADHD were more likely to have siblings who
retaliated to their physical or verbal aggression with physical or verbal aggression.

Mothers’ questionnaire ratings of the severity of the ADHD behaviour were positively
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associated with conflict in the relationship with the child withh ADHD and the sibling
(Smith et al, 2002).

Tiverett & [iverett (2001), two family therapists writing from the perspective of case reports
on families of children with ADHD, have suggested that the sibling’s experience of living
with a child with ADIID changes over time. During the infant and toddler years the sibling
becomes aware of the “differentness” of child with ADHD. As the sibling moves into the
preschool years, the sibling starts to expericnce early conflicts, rivalry and jealousy and
reduced time from parent. During the early primary school years, the sibling expresses
anger and argumentativeness which leads to rejection and isolation. During the later
primary school years the sibling feels alienation and withdrawal of affect from the child
with ADHD and family. Physical confrontations with the child with ADTI) start to occur
during this stuge. Then during the secondary school years, the sibling expresses acting-out
behaviours and/or emotional reactivity and physical withdrawals from the family. Evereit
et al (2001) believe that the assessment and treatment of ADIID needs to be carried out in
the family context and that clinicians need to evaluate the impact of ADHD not only the

affected young person, but also the impact on their parents and siblings.
1.2.2.2 Mothers’ perceptions of the sibling relationship

The management ol sibling conflict is frequently reported as a problem and source ol stress
for mothers of children with ADHD (Barkley, 1981;Mash et al, 1983Db). Stone (1999)
found that mothers of boys with ADHD aged seven to 11 year old reported that siblings
aged nine to 14 year old show more resentment and less warmth/closeness, less intimate
relationships, and more quarrelling between siblings compared to control families.
However, the siblings of the children with ADHD did not report less satisfaction with how
they got on with their brother with ADHD. Whereas, Doran (1997) found that mothers and
siblings aged six to 26 years old described the sibling relationship in similar terms, with
both mothers and siblings describing aggression and conflict as a significant part of the
sibling refationship. This highlights the importance of using reports from both the sibling

and the mother when examining sibling rclationships.
1.2.2,3 Siblings’ perceptions of their relationship with the child with ADHD

In order to fully understand the impact of ADHD on siblings, research needs to cxamine
the views of siblings rather than relying on adults’ views of ADHD, in particular the views

of mothers or clinicians (Kendall, 1997). Qualitative research methods are increasingly
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being used to examine the perspectives of children and are starting to be published in peet-
reviewed journals. Kendall highlighted the importance of using qualitative methods to
understand how children and families experience ADHD (Kendall, 1997) and was the first
to examine the nature of the relationship between the child with ADHD and their siblings
from the siblings’ perspective (Kendall, 1999).

Kendall carried out individual and family interviews with five older and eight younger
siblings (seven brothers, six sisters) of ten boys with ADHD (Kendall, 1999). The siblings
had a mean age o 11 years and the boys with ADHD had a mean age of ten years. The
majority of the families were middle to upper middle class and described by the author as
“high functioning and well educated.” Families were recruited via posters in schools,
adverts in a university newsletter or flyers handed out at ADHD support groups. The
sample was described as a “schools bascd sample” so no details were given about whether
the children with ADHD were taking medication or seeing a clinician. The families were
experiencing considerable psychiatric comorbidity according to self-report and psychiatric
and medical histories provided by the parents. Eight of the mothers had one or more
comorbid conditions: cight with depression, one with bipolar disorder and three with
diagnosed or suspected ADHD. Ten of the siblings (77%) had been diagnosed with
psychiatric conditions: three with ODD, four with depression, two with anxiety, and one
with anxiety and depression. Five of the children with ADHD also had a diagnosis of
0ODD.

Kendall (1999) concluded that these siblings viewed their family life as “chaotic,
conflictual and exhausting” and the aggressive behaviour of the child with ADITD was
central to this. Siblings who seemed most negatively affected by the disruption lived with
an adolescent with ADHD, a pavent with ADDHD or suffered from high amounts of
aggression from the adolescent with ADHD. The age of the child with ADTID did not
influence levels of aggression; the younger boys with ADHI were as aggressive as the
older boys. However, there was a gender difference in that boys with ADIHD were more
aggressive to brothers than sisters. The amounts of aggression varied between families,
with six of the 13 siblings reporting being subjected to severe forms of aggression.
However, all siblings described feeling victimised by the aggression behaviour of their
brother with ADHD and did not see it as being part of “normal” sibling rivalry, aithough
they reported that many of their parents did. Ten of the siblings described using sirategics
of avoidance and accommodation to manage the disruptive behaviour by the child with

ADHD, while only three siblings described responding with retaliatory aggression.
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Kendall (1999) described these stblings as being “severely and negatively affected by their
ADHD brother.” All of the siblings said their parcnts expected them to “befriend,
supervise and care” for their brothers with ADDHD and only two younger sisters regarded
this as a positive role. The rest described being in the difficult position of heing expected to
take care of their brother with ADHD while being a target of his aggressive behaviour.
Siblings described feeling anxious, worried and sad because they could not have a

“normal” family life.

'I'wo other unpublished qualitative studies examining the experience of siblings of children
with ADHD were identified (Doran, 1997;Singer, 1997). Singer (1997) interviewed eight
siblings (four sisters, four brothers) aged cight to 12.5 years old who were two to three and
a half years younger than their brother with ADHD. Conflict was a sighificant theme of
these sibling relationships, with siblings perceiving their family as being different
comparcd to others because of the increased levels of aggression in their own familics.
Siblings expressed anger at the behaviour of the child with ADHD but described managing

conflict by parental intervention rather than retaliatory aggression.

Doran (1997) interviewed eight older and younger siblings (five sisters, three brothers)
who were aged six to 26 years of four female and three male young people with ADHD
aged between 14 and 21 years old. The mothers of these children were also interviewed
and it was found that their descriptions of the relationship between the sibling and the child
with ADHD that were relatively consistent with the siblings’ descriptions. All the siblings
described their homes as places of stress and expressed feelings ol anger and depression.
Siblings retaliated with aggression when the child with ADHD behaved aggressively
toward them, but this was often considered unhelpful which resulted in siblings using

passive responses such as lowering their expectations and disengaging from the child with
ADIID.

These three studies examining siblings’ perceptions of living with a child with ADHD
found that conflict was a significant theme, however, the siblings’ managcment strategies,
maternal perceptions of the sibiing relationship and the negative psychological effects on
the sibling varied (Doran, 1997:Kendall, 1999;Singer, 1997). Although the literature on
sibling relationships would suggest that the incidents of aggression between siblings may
not be unigue to families with a child with ADHD, it is the intensity and frequency with
which they occur that differentiates them from non-case sibling behaviour (Doran, 1997).
Each of these studies gives one possible account of the experience of siblings of children

with ADHD and although generalisation was not the main aim of these studies, caution
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needs to be taken when applying these findings to samples other than those of high-income
American families who attend ADHD support groups. There is a nced for research in the

British context.
1.2.2.4 Summary

Children with ADHD have been [ound Lo be experiencing considerable psychological
difficulties, and living in a family with a child with ADHD has a significant negative
impact on sibling relationships. Siblings have been found to have difficult and conflicted
relationships with the child with ADHD.

1.3 Characteristics of families in which a child has ADHD

Children with ADHD and their siblings have been found to have difficulties interacting.
Relationship difficulties have also been found to occur between the children with ADHD
and their mothers, according to mothers’ reports of the relationship, as well as observation
of the mother~child interaction. Research into the impact of living with a child with ADHD
has primarily focused on the parents, in particufar mothers. Only reeently has research
evaluated the psychosocial adjustment of these siblings. In addition, in families where the
child has ADHD there is a high likelihood that other family members will also have
ADHD (TFaraone et al, 1994).

1.3.1 Interaction between children with ADHD and their mothers

Compared to parents of control children, mothers of children with ADHD aged three to
five years old were more likely to display negative behaviour toward their children, such as
being more directive and less socially interactive, while the children with ADHD were less
compliant and exhibited more problem behaviour such as disobeying established rulcs and
having a tantrum (DuPaui et al, 2001). Parents of boys aged seven to 14 years old with
ADIID have been found have a more punilive-authoritative style compared to matched
control families (Hechtman, 1981). This finding was maintaincd when these families were

[ollowed up ten years later (Hechtman, 1996).

Mothess have also been found (o have greater dilficulties interacting with their chifd with
ADHD than other children in the family (Smith et al, 2002; Tarver-Behring ct al, 1985).
Tarver-Beheing et al (1985) observed the mother-child interactions of 16 boys with ADHD

aged four to 12 years old and their siblings. The mothers carried out 20 minutes of free
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play then 20 minutes of a task situation with each child individually. The child with ADHD
spent more time engaged in behaviour that conflicted with maternal requests than the
sibling, in both the free play and structured tasks. Mothers completed a questionnaire
examining home behaviour problems of both children which revealed that the boys with
ADHD showed more problematic behaviour than the sibling. Smith et al (2002) [ound that
mothers and their sons with ADHD aged between seven and 13 years old had more
conflicted relationships than mothers and younger siblings aged six to 12 years old as rated
by mothers. In addition, mothers’ questionnaire ratings of the severity of the ADHD
behaviour were positively associated with conflict in the ADHD child-mother

rclationships.

1.3.2 Psychological functioning of mothers of children with ADHD

Mothers of children with ADHD have significantly higher rates of depression and anxicty
than mothers of children without ADHI (Conningham, Benness, & Siegel, 1988;Faraone
ct al, 1995). Higher rates of parental psychological problems have been found among
parents of children with comorbid ADHD and conduct disorder or opposilional defijant
disorder, than ADHD alone, however, parents of children with ADHD only were stili more
distressed than controls (Anastopoulous, Guevremont, & Shelton, 1992). Child detiance,
not hiyperactivity, has been found to correlate with negative family functioning (Taylor et
al, 1986). Tn addition, parents of children with ADIID have a high risk of having a
diagnosis of ADHD themselves (Faraone & Biederman, 1997). Thompson et al (2004)
found that 26% of mothers of children with ADHD in a British clinical sample were

asscssed as having underlying ADHD.,
1.3.3 Parenting stress of mothers of children with ADHD

Parents of children with ADHD expericnce higher rates of stress in their parenting roles
compared to parents of non-ADHD children {Cunningham et al, 1988) and clinic-referred
children without ADHD (Mash & Johaston, 1983a). Increased parenting stress is
associated with symptom severity and aggressive behaviour of the child with ADHD

(Anastopoulous et al, 1992},

R PP A
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Kendall (1999) suggests that parents of children with ADHD may be experiencing
additional stresses over and above those due {o dcaling with a temperamentally difficult

child, because of the perception of the condition:

“ADHD has not yet been accepted by society as a biological condition and, as
a result, ADIID children and their families suffer social consequences and
stigma, "

In particular, ADHD may be perceived as a result of the child being poorly parented rather

than due to parents being overwhelmed by the nature of the disorder (Lewis-Abney, 1993).
1.3.4 Psychological functioning of siblings of children with ADHD

Siblings of children with ADHD appear to be al risk [or psychological difficulties.
Hechtman (1996) revicwed the carly literature on siblings of children with ADHD and
found that adult siblings were functioning better than their adult brothers with ADHD but
less well than controls in measures of anti-social cutcomes and alcohol problems and had

higher rates of hyperactivity and depressive-anxiety symptoms.

Research examining the current functioning of siblings of children with ADIID has found
that they have an increased risk for psychopathology. A higher prevalence ol behaviour,
mood and anxiety disorders have been found in siblings of children with ADHD compared
to control children (Samudra & Cantwell, 1999). Faraone et al (1993) carried out
psychiatric and intellectual asscssments on 174 siblings (mean age ten and a half years) of
boys with ADTID and 129 siblings of control boys. The siblings of children with ADHD
were found to have increased intellectual impairment and school difficulties. This sample
was followed up four years laler and half of the siblings of children with ADHD were still

experiencing academic problems.

Siblings of children with ADHD have also been found to have higher rates of ADHD than
controls (Faraone et al, 1996). A British sample found that 15% of the clinic-referred
children with ADHD had siblings with suspected ADHD according to a clinical interview
with the mothers (Thompson et al, 2004). The high risk of siblings having ADIID
themselves needs to be taken into account when examining sibling relationships in families
of children with ADHD. However, it has been suggested by several authors that the
diagnosis of ADHD is often overlooked in siblings and although treating the whole family

is recommended, this if often not carried out in practice (Hankin, 2001;Kendall, 1999).
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1.3.5 Summary

Living with a child with ADHD has a considerable negative impact on maternal mental
health and mother-child interaction. Unsurprisingly, siblings have atso been found to be
experiencing difitculties in psychological functioning and their rclationship with the child
with ADHD. However, it is unclear from this rescarch whether siblings are having
difficulties due to living with a child with ADHD, because they have undiagnased ADHD

or due to other difficulties.

Many of thesc studies examining the impact of ADHD on siblings have usced quantilative
rescarch methods and relied on mothers’, teachers’ and clinicians’ perceptions of the
functioning of the sibling (Smith et al, 2002). Few studies have interviewed and assessed
siblings themselves (Faraone et al, 1996) and only one published study has used a
qualitative approach (Kendall, 1999).

Mothers” perceptions of conflict in the sibling relationship also need to be examined
alongside the siblings’ perceptions. (Kendall, 1999). The literaturc on sibling relationships
in non-ADHD familics has suggested that mothers and siblings view the sibling
relationship differently, with siblings perceiving more conflict and less co-operation in the
relationship compared to their mothers (Graham-Berman, 1994). The limited findings from
families of children with ADHD have been mixed in this respect. Kendal (1999) found a
difference in siblings’ and mothers’ perspectives of contlict in the sibling relationship, with
mothers reporting lower levels of aggression while Doran (1999) found that mothers and
siblings described the sibling relationship in similar terms, with hoth mothers and siblings
describing aggression and conflict as a significant part of the sibling relationship. Mothers’
perceptions of conflicl are important to examine as mothers can act as advocates for the
siblings of children with ADHD and can seek help for the sibling if they are experiencing
difficulties.

Research in this [ield needs to use standardised questionnaire measures to clearly describe
the psychological functioning of the child with ADHD. The heterogeneity of outcomes for
the children with ADHD (Biederman et al, 1995) has led to research examining the impact
of ADTID on families being criticised for not accounting for the presence of conduct
problems (Frick, 1999) and for not reporting the scverity of ADHD symptoms and co-
morbidity (Johnston & Mash, 2001). Tt is also important to use standardised questionnaire

measures to describe the psychological functioning of parents and siblings in order to be
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able to examine whether living with a child with ADHD has a negative impact on family

members.

Finally, the literature examining the psychological functioning of siblings of other
chronically i1l children has identified the benefits of social support and siblings being
knowledgeable aboul the condition. It is important 1o examine whether siblings of children
with ADHD are supported in dealing with a potentially difficult sibling relationship.
However, these factors have not yet been examined in a sample of siblings of children with

ADHD.

1.4 Conclusions

Despite the large amount of research on ADHD, research on the impact of ADHD on
relationships between siblings is still scant. The limited research into living with a child
with ADHD suggests a considerable negative impact on the sibling. Extant research has
made exclusive use of North American samples so there is a need to examine the
experience of a British sample of siblings of children with ADHD. Few studies have uscd
qualitative approachcs 10 cxamine siblings’ descriptions of the relationship with the child
with ADHD and how maternal perceptions of conflict in the sibling relationship compare
with siblings” accounts. In addition the psychological functioning of siblings and mothers,
as well as the child with ADTID, need to be described using standardised questionnaire

measures,
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2 Methodology

The literature review revealed the need for further investigation into siblings’ accounts of
living with a brother or sister with ADHD along with a description of the psychological
functioning of these families.

2.1 Aims and objectives of this study

The main aim of this study was to examine the cxperience of sibiings of children with

ADHD in a British context.

The specific objectives of the study were:

To examine the siblings’ descriptions of their relationship with their brother or sister
with ADHD.

To examine the siblings’ perceptions of other sibling relationships.

To examine the siblings’ perceptions ol sucial support,

+ To examine the siblings’ belicfs about ADHD.

To examine the mothers® and siblings’ descriptions of conflict in the sibling

relationship.

« To describe the psychological functioning of the siblings and the children with ADHD

using standardiscd questionnaires measures completed by mothers and teachers.

e To describe the psychological functioning of the mothers of the children with ADHT
using semi-structured interview and standardised questionnaire measures completed by

mothers.
2.2 Choice of methodology
This study examined sibling relationships in a British clinical sample of children with 3

ADHD using a qualitative approach. This approach enabled a detailed cxploration of

individual accounts about the cxperience of being a sibling of a child with ADTID.
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Qualitative methods give individuals the opportunity to explain their views, heliefs and
aititudes in their own words (Iolloway & Wheeler, 1996). Qualitative methods have
several advanlages over quantitative methods including being “a way of accessing ‘private
accounts’ of social reality, which may not be revealed in questionnaire surveys’ (Streubert
& Carpenter, 1999) and providing “a view of reality that is important to the study

participants, rather than the researcher” (Green & Thorogood, 1998).

Qualilalive data can be generated in a number of ways including in-depth inlerviews, focus
groups, passive and participant observation {Greenhalgh & taylor, 1997). Semi-structured
interviews are increasingly being used to examine the perspectives of children (Buston et
al, 1998) and are an effective way to elicit individual accounts of being a4 sibling of a child
with ADHD (Kendall, 1999). The flexible nature of semi-structured interviews have been
found to elicit information that goes beyond the researchers’ hypotheses which is useful
when a topic, like this one, is relatively unresearched (Buston et al, 1998). Focus groups
were [elt (o be an unsuitable means of generating these data ag they examine how vicws are
constructed socially rather than the view of the individual, which was the main interest of
this study. In addition, it was felt that the sibling and their family might regard the subject
of sibling relationships as a personal issue unsuitable for group discussion. Due to the time
and resource consiraints imposed on this study, it was decided that obscrving sibling

interaction in either the home or laboratory setting was nol a feasible option.

Quantitative data werc collected in order to obtain a deseription of the psychological
functioning of these families in relation Lo general population norms and clinical cut off
points. Mothers completed standardiscd questionnaire measures and semi-structused
interviews examining their current functioning. Mothers also completed standardised
questionnaire measures examining the functioning of the child with ADHD and the sibling.
Teachers of the children were asked to complele standardised questionnaire measures on
the child with ADHD and the sibling in order to determine the existence of behavioural

and emotional problems in morc than one setting,
2.3 Ethical approval and informed consent

Prior to participant recruitment the research protocol was approved by the local NHS
research ethics committee. Once written permission to contact the family had been
received from the child’s CAMHS clinician or General ’ractitioncr, mothers were
contacted by telephone and asked to participate in the present investigation if they fulfilled

inclusion criteria. If it was not possible to contact the mothers by telephone then they werc
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sent a letter giving a brief outline of the study and asking them to “opt in” should they wish
to be involved in the study. Information sheets and consent forms were sent to the mothers
prior to the interview (see Appendix 1 to 4). Informed consent was obtained in writing
from the mothers and the sibling (see Appendix 3 and 4). All participants gave consent for
the interview to be recorded by mini-disc. The child with ADHD gave signed consent for
the author to speak (o their mother and sibling. Consent was also obtained from the mother,
the sibling and the child with ADHD to send questionnaires to the children’s teachers.
Permission to contact teachers, via their head teacher, was given by the appropriate

Education Board.

Before starting the interview, families were told that if they presented with a disorder
which was not being treated then this would be discussed with them and arrangements

made for referral to the appropriate mental health service.

2.4 Recruitment

This was a pragmatic sample of siblings ol a British clinical sample of children with
ADHD. The child with ADHD had been referred to the University Department of Child
and Adolescent Psychiatry based in the Royal Hospital for Sick Children, Glasgow when
they were between the ages of three and five years old. At that time these children
presented with developmentally inappropuiate levels ol overactivity, inattention and
impulsivity and some also presented with comorbid disruptive behaviour problems. The
children with ADHD and their mothers took part in the Pre-School Overactivity
Programme (POP), a ten-week parent training and group child behaviour programme.
Sixty families (47 subjects, 13 conirols) were followed up a year aller compietion of the
programme (Barton, 2002). At the time of the programme, children aged under-five with
suspected ADHD were routinely referred to this clinic; therefore the sample is likely to be

representative of a clinie sample.
2.4.1 Inclusion criteria

In order to be included in the current study, the child who had attended the programme had
to have a current diagnosis of ADHD and a sibling aged eight years or older living in the
family home. At the time of the study all of the children with ADID had active symptoms
of the disorder and scored above the cut-off for clinical caseness for ADHD according to

the mothers’ responses to the Conners’ Rating Scale (Conners, 1997).
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2.4.2 Exclusion criteria

The only exclusion was that the child was taking part in another research project, Children
with comorbidilies were not excluded in view of the fact that such difficultics arc

frequently associated with ADHD (Kadesjo et al, 2001).

2.5 Data collection

Dala collection look place belween July 2003 and May 2004, Mothers were given the
choice of being interviewed at home or in the Child and Adolescent Psychiatry Clinic
based i the Royal Hospital for Sick Children, Glasgow. Thirteen mothers and siblings
were interviewed at home and four mothers and siblings were interviewed at the hospital.
The author interviewed all the mothers and all but one of the siblings; an Assistant

Psychologist interviewed this sibling.
2.5.1.1 Interview technique

Mothers were contacted by telephone in order to discuss the study. If mothers were happy
to take part, an appointment was made for the author to meet with the mother. Before the
interview commenced, the purposc of the study was explained again and mothers were
encouraged to ask questions before the consent forms were signed. Permission was given
by the mothers for the interview to be recorded by a mini-disc recorder and microphone.
Mothers completed a semi-structured interview then standardised questionnaire measures
were administered to the mother. At the end of the interview mothers were given the
opportunity to discuss any issues that had been raised during the interview or completion

of the questionnaires.

An appointment for the author to meet with the sibling was arranged with the mother. It
was agreed thal mother would tell the sibling that this meeting had been arranged but it
was the sibling’s choice whether they wanted to be interviewed. When the author airived at
the family home, mothers would introduce the author to the sibling and slay in the room
while the author discussed the study with the sibling. The author read the information sheet
and consent form o the sibling before encouraging the sibling to ask any questions. The
consent form was signed by the sibling in the presence of their mother. Mothers were very
helpful in arranging the interview so that they sibling could have some privacy: often
mothers would suggest the sibling and author went into a room anyway from the rest of the

family and some mothers arranged the interview for a time when the child with ADHD
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was out of the house. The author fold siblings that their conversation would not be
discussed with their mother or the child with ADHD, and that the family could not be
identified in the write up of the research. Mothers and siblings were told that only the
author would listen to the interview and that the author was the only person to have access
to the names and addresses of the familics taking part in the study and these details were

kept in a password protected computer database.

Permission was given by the siblings for the interview to be recorded using a mini-disc
recorder and a microphone. This technology was often used to build up a rapport with the
siblings, as the author would often ask them to help set up and test the equipment. Each

interview started with the author saying:

I'd like to ask you some questions about how you are feeling and how you are
getting on at home and at school. I'm interested in your own ideas and feelings
so there are no right or wrong answers. What you tell me is private so [ won’t
tell anyone about what we talk about. Bul if you tell me something that makes
me worried about your sufety, like somebody was hurting you, then I would
have to tell someone. However, I would always tell you first that I was going fo
talk about it to other people. Is that ok?

The interview started with general questions about their family to encourage the siblings to
speak freely. The questions then became more specific to examine issues relating to living
wilh a child with ADHD. These more sensitive questions were intended {o be raiscd later
on in the interview but some siblings freely introduced them in the early stages of the

interview.

The interview technique used in this study was based on good practice for interviewing
children suggested by various authors (Backeti-Milburn, Cunningham-Burley, & Davis,
2003;Davis, 1998;Faux, Walsh, & Deatrick, 1988;Harden et al, 2000). The author made
the child feel comfortable by starting off the interview with informal conversation to
establish a rapport. Open questions were used initially then more jocused questions were
asked. Children were given as much time as they needed to answer questions and were
always asked 1o give examples if their responses were unclear. Children were told they
could take breaks whenever they wanted, they could stop the interview at any time without
giving a reason and they did not have to answer any question if they did not to. The
terminology used by the family to describe ADHD was established from the mother prior
to the interview and the interview questions were altered accordingly, for example, some
siblings used the term “Hyperactive” and others did not know that their brother had a

diagnosis of ADHD. At the end of the interview siblings were given the opportunity to ask
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questions. The author alse spent several minutes debriefing the siblings to ensute they had

not been upset by any of the inlerview questions.

Both the interviews with the mothers and siblings addressed some potentially sensitive
issues and some questions were not fully probed where the interviewee appeared to be

upset or distracted.

2.6 Quantitative Component: Standardised

Questionnaires

Mothers completed standardised questionnaire measures in the presence of the author after
they had been interviewed. Permission to contact the teachers was given by all of the
mothers, siblings and children with ADHD. Questionnaires were sent to the teachers along
with a pre-paid addressed envelope. Teachers were sent a remindcr letter if they had not
returned the questionnaire within two weeks. The measures vused are shown in Table 1. Tn
addition, the mother was asked to describe the current living circumstances of the family
including who was living in the family home, employment details of the mother, and il

applicable live-in partners.

Domain Mecasure Source of
information

Psychoelogical Strengths and Difficulties Questionnaire Mother

functioning of the child Teacher

with ADHD

Psychological Strengths and Difficulties Questionnaire Molher

functioning of the Teacher
_sibling ol

Psychological Questions from the Present State Examination . Mother

functioning of the Conners’ Adult ADHD Rating Scale

mother Parenting Stress Index

Table 1 - Summary of quantitative measures

2.6.1 Psychological functioning of the child with ADHD and the
sibling

2.6.1.1 Strengths and Difficulties Questionnaire

The presence of behavioural or emotional problems in the children with ADHD and
siblings aged eight to 16 years old was assessed with the Strengths and Difficulties
Questionnaire (SDQ) (Goodman, 1997;Goodman, Meltzer, & Bailey, 1998).

Questionnaires were completed to the mothers and sent to the current teacher of children
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with ADHD and the siblings. The parent and (eacher versions of the SDQ contain 25 items
which are divided into five scales: emotional symptoms, conduct problems, hyperactivity,
peer relationship problems and prosocial behaviour. Items are added together to generate a
total difficulties score. The SDQ discriminates well between psychiatric and non-
psychiatric sammples. Each scale on the SDQ has a cut-off point above which the child is
classified as showing abnormal behaviour, with ten percent of children in a community

sample expected to obtain a score above cut-off.
2.6.2 Psychological functioning of the mother
2.6.2.1 Present State Examination

Maternal depression was assessed using the questions on depression from the Present State
Examination (PSE) (Wing, 1974).

2.6.2.2 Parenting Stress Index

The short form of the Parcoting Stress Index {PSI/SF) (Albidin, 1995), a standardised
assessment of stress associated with parenting, was administered to the mothers to produce
a total parenting stress score as well as subscale scores for parental distress, parent-child
dysfunctional interaction, and difieulty with the child with ADHD, with higher scores

reflecting greater parenting stress.
2.6.2.3 Conners’ Adult ADHD Rating Scale

The Conners® Adult ADHD Rating Scale (CAARS) (Conners, Urhardi, & Sparrow, 1994)
is a 66-iicm rating scale that contains the DSM-IV symptoms for ADHD and includes the
subscales: inattention/memory problems, hyperactivity/restiessness, impulsivity/emotional

liability, problems with self-concept and total ADHD symiptoms,
2.6.3 Quantitative Data Analysis

The questionnaire data provided a description of the emotional and behavioural
[unctioning of the child with ADHD, the sibling and the mother at the time of the
interview. A categorical analysis was carried out Lo examine the proportions of the
participants classified as scoring above the cut-off for clinical caseness using cut-off points
recommended by the author of cach questionnaire. The data was managed using an Excel

database.
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2.7 Qualitative component: Semi-structured interviews

2.7.1 Siblings’ semi-structured interview

Siblings completed a semi-structured interview which was developed from the literature
and objectives of the study. Open-ended questions were used (o explore the siblings” views
on living in their family (see Appendix 5). The interview was based on a schedule of key
questions and themes. 'The main area of enquiry in the study was siblings’ perceptions of
aggressive behaviour by the child with ADHD and the emotional impact of living with a
child with ADHD which has been explored previously in North American samples (Doran,
1997;Kendall, 1999). Other questions examined mothers’ and siblings’ perceptions of the
sibling relationship and the availability of support for the sibling, areas which have been
tdentified by previous research as areas for further investigation (Kendaltl, 1999). Siblings’
perceptions of their friends’ siblings relationships, their beliefs about ADHD and their
perceptions of social support were also examined. Prior to the start of the project, the
interview schedule was piloted with psychologists, psychiatrists, teachers and researchers

working in a Specialist Clinical Academic Service for ADHD.

Semi-structured interviews are only partially prepared in advance so that the intetviewer
largely improvises their responses to the interviewee (Wengraf, 2001). The interview
schedule is an aide-mémoire for the interviewer so that all questions and themes are
examined in all of the interviews (Mason, 2002). The order of questions is flexible to allow
the interviewer to alter the sequence of the questions during the interview. In this study the
questions were also adapted (o the sibling’s age and level of understandiog of ADHD. Any
new themes that were raised by the siblings were noted on the interview schedule and were

included in subsequent interviews,
2.7.2 Mothers’ semi-structured interview

Mothers completed the Parental Account of Children’s Symptoms (Taylor ct al, 1986) (see
Appendix 6). This semi-structured interview schedule includes a short seties of questions
asking mothers to briefly describe conflict in the relationship between the child with

ADHD and their brother/sister in the last week.
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2.7.3 Qualitative data analysis

2.7.3.1 Management of interview data

The interviews with the siblings and the mothers were recorded using a mini~disc recorder
and microphone. In order to mainfain anonymity all intcrviewees were assigned an identify
number. The interview mini-discs, interview schedules and questionnaires were labelled
with the interviewee’s identification number and kept in a locked filing cabinet. Consent

forms were stored separalely.

The recordings were transcribed in full and all identifying information was removed.
During (ranscription punctuation was added in a way which attempted (o report the actual
words of the siblings and mothers ag accurately as possible: (-) was used to indicate short
pauses in speech, (...) was inserted if an irrelevant sentence was removed from the middle
of a paragraph, [ ] was used to identify explanations for the reader. The transcripts were
read through whilst listening to the recordings to ensure that each transcript was accurate.
Although transcribing the interviews was a time consuming process, it was an opportunity
to become familiar with the data and to make notes of potential themes for analysis. The
sollware package Altas.it was usced to manage the data (Mulir & Fricse, 2004). Quotcs

were labelled with the identification number assigned to each interviewee.
2.7.3.2 |dentification of themes

The transeriptions of the interviews were content analysed to identify themes (Pope &
Ziebland, 2000). Qualitative analysis is an interative process which involves reading and

rercading the transcripts in order to:

“to identify persistent words, phrases, themes or concepls within the data so
that underiying patterns can be identified and analysed” (Morse & Field,
1996).

The data was broken down Lo develop a coding schedule of main themes and sub-
categories. The transcripts were coded for themes that emerged from the data, for example,
siblings using parental intervention as a management strategy, in addition to the “a priort”
themes which came from the literature or the questions derived from the objectives ot the
sludy, for example, siblings using retaliatory aggression, avoidance and accommodation as

management strategies (Kendall, 1999).
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Each transcript was coded into as many codes as necessary, so that it was possible for one
sentence to have more than one assigned code, or that two or three sentences combined to
form one code. When a new theme was noted, data from all transcripts were re~-examined
to check for other instances of the theme. The passages where each theme occurred were
coded then all of these passages werc cxamined side by side to consider shared meanings

across all transcripts, as well as in context of the original transcript,

A synopsis of the main themes coded in each inferview was made to enable comparisons to
be made between interviews and to identify the characteristics of the respondents which
were associated with particular views, Once all the transcripts had been coded, the sections
of the data that were alike or related were identified and grouped together under broad
headings. These main themes across all transcripts were described, pallerns across
transcripts identified and explanations for the relations between themes developed. The
data was checked for negative instances, i.¢. cases that contradicted the majority view
(Mason, 2002)

2.7.3.3 Co-scoring of the transcriptions

In order to check the coding scheme developed by the author, a sample of the transcripts
were coded by an expert qualitative researcher. Both coders agreed upon a coding framc
and this was applied to the (ranseript of each interview. 1n addition, a Child and Adolescent

Psychiatrist reviewed the findings.
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3 Findings

The quantitative findings include a description of the sample as a whole and the current
psychological functioning of the families according to the questionnaire measures

completed by the mothers and teachers.

The gualitative findings include the six major themes from the interviews with the siblings.
In addition, the mothers’ descriptions of conflict within sibling relationships will be

examined alongside the siblings’ deseriptions.
3.1 Sampling strategy

At follow up 39 of the children who attended the POP group had a current diagnosis of
ADHD, however, eight families were not eligible to take part in the study: five were taking
part in another research project and three families did not have an eligible sibling in the
household. Of the 31 eligible families, permission to contact three families was refused by
their clinician and six families could not be contacted by telephone and did not respond to
the recruitment letter. Seven (22%) families declined to take part. In total 15 families

(48%) were followed up (see Figure 1).

Families whose child bed
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Figure 1 — Recruitment of families in the study
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3.2 The socioemotional development of the child with
ADHD

This was a clinical sample of children with ADMD who had attended a treatment group
when they were aged between three and five years old because they reached diagnostic
criteria for ADHD. Al [ollow-up the children with ADHD were aged between 11 and 14
vears old (median age 13 years). Ten of the children (nine boys and one girl) were
receiving treatment for the symptoms of ADHD from Child and Adolescent Mental Health
Services (CAMHS) (see I'igure 2), Seven of these children had an additional diagnosis:
one boy had Learning Difficulties and was attending a school for children with Moderate
Leuarning Dillicullies, two boys had Autism and were receiving regular residential care at a
school for children with Moderate Learning/Communication Difficulties, one boy had
Dyslexia and one boy had Asperger’s Syndrome, both were attending mainstream school,
one boy was having Emotional Difficulties and one girl was in part-time Social Services
care because of family breakdown. Eight of these children were laking medication for the
symptoms of ADITD. Of the five children who were not currently attending a CAMIIS
clinic none were taking medication for the symptoms of ADHD and only ene boy had an
additional diagnosis of Learning Difficulties and was attending a school for children with

Moderate Leatning Difficultics.
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Figure 2 - Description of the diagnosed comorbidities of the children with ADHD
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3.3 Participanis

Fifteen biological mothers and 17 siblings took part in the study, The siblings were aged
between cight and 20 years old (mcedian age 14 years). Scven of the siblings were attending
primary school, seven were attending secondary school, two were altending college and
one was undertaking an apprenticeship. Ten (59%) of the siblings were older (seven
sisters, three brothers) than the child with ADHD and seven siblings were younger (five
sisters, two brothers) (see Figure 2). Twelve of the siblings pairs were opposite sex, four
were male and one was female. Eleven (65%) of the sibling pairs contained siblings whose
ages fell within zero to four years of one another. Two families had two siblings who took
part in the study: one boy had an older brother and older sister, and one boy had two oldcy
sisters. None of the siblings had a current diagnosis of ADHD or any other condition or
were currently receiving treatment from a CAMHS clinician. However, one sibling had
previously altended a CAMHS clinic for emotional/conceniration problems. The sample of
ten children with ADHD who werce currently attending a CAMHS clinic had 11 siblings
(six older, five younger) and the sample of five children with ADHD who were not

currently attending a CAMHS clinic had six siblings (four older siblings, two younger

siblings).
Boys with ADHD Gitls with ADHD
n=13 | n=2
[
|
Older sibling Younger sibling | | Older sibling Younger sibling
n=9 n=0 n=1 n=]
] ] |
brother sister brother sister i brother sister
=2 | | 0= n=2 =4 n=1 =]

Figure 3 - Description of the siblings
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All the families were White British. Ten families had both biological parents living in the
home, three families were headed by a single-mother and two families were headed by a
mother and a stepfather. Eight of the families had a total of two children, four families had
three children, two families had four children (including one family which included two
step-children) and one family had five children. Mothers were aged between 31 and 45
years old (median 40 years). In Tour of the families at least one parent liad a higher
technical occupation. The remaining 11 families were of lower socio-economic status,
including six who were receiving Income Support. None of the families were members of

an ADED support group.
3.4 Quantitative Findings

3.4.1 Psychological functioning of the child with ADHD

‘The scorcs on questionnaire measures were analysed to establish the severity of the child’s
ADHD symptoms and the presence of behavioural and emotional difficulties in the home
and school environment. The levels of difficulties expertenced by the child with ADHD
did not appear to be affected by ordinal position or gender. Although the children in the
group who were currently altending a CAMHS clinic were experiencing a higher incidenee
ol comorbidities than the group who were not, the levels of hyperactive symptoms were
similar between the two groups. According to the mothers’ responses, many of the children
with ADHID were having considerable difficultics in addition to those caused by the
symptoins of hyperactivity and any diagnosed comorbidity. Teacher reports identified

fewer, but still a considerable level of problem behaviour.
3.4.1.1 Mothers’ reports on the child with ADHD

All mothers completed the parents” version of the Strengths and Difficulties Questionnaire
(SDQ). As can be scen in Table 2, 73% of the children with ADHD fell into the abnormal
category on the total difficulties scale. Seventy three percent of the total sample fell into
the abnormal category on the hyperaclivity subscale, 27% on the prosocial behaviour
subscale, 60% on the peer problems subscale, 60% on the conduct problems subscale and

40% emotional problems subscale,
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3.4.1.2 Teachers’ reports on the child with ADHD

All the teachers of children with ADHD completed the teachers’ version of the Strengths
and Difficulties Questionnaire. As can be seen in Table 2, 60% of the children with ADHD
fell into the abnormal category on the total difficulties subscale. Sixty percent fell into the
abnormal category on the hyperactivity subscale, 47% on the prosocial behaviour subscale,
33% on the peer problems subscale, 40% on the conduct problems subscale and 26% on

the ecmotional problems subscale.

Mothers’ Teachers’
Reports reports
n=15 n=13
Measure % in clinical | % in clinical
range range
SDQ: Total Difficuities 73 60
SDQ: LIyperactivity 73 60
SDQ: Prosocial Behaviour 27 47
SDQ:; Pcer Problems 60 33
SDQ: Conduct Problems 60 40
SDQ: Emotional Problems i 40 26

3.4.2 Psychological functioning of the siblings

The siblings showed lower levels of emotional and behavioural difficulties according {o the
mothers and teachers compared to their brothers and sisters with ADHD. Although data on
the psychological functioning of four siblings was not collected because they were too old
for the measures, it could be assumed that they were doing well as all of these siblings
were in higher education or working and were not attending psychiatric services. The
siblings as a group were experiencing a similar level of difficulties that would be expected
by children in a community sample. Two siblings were experiencing problems across the
range of difficulties according to the mothers’ reports, and these dilficultics were
confirmed by the teachers’ reports, however, the remaining siblings ohtained scores that

were within the normal range.
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3.4.2.1 Mothers reports on the siblings

Thirtcen siblings were within the age range for their mothers to complete the Sirengths and
Difficulties Questionaire. As can be seen in Table 3, 15% of the siblings fell into the
abnormal category on the total difficulties subscale. iight percent fell into the abnormal
category on the hyperactivity subscale, 8% on the prosocial behaviour subscale, 15% on
the peer problems subscale, 23% on the conduct problems subscale and 15% on the

emotional symptoms subscale.
3.4.2.2 Teachers’ reports on the siblings

Strengths and Difficultics Questionnaires were sent to the teachers of the 13 siblings who
were aged eight to 16 years old and 12 questionnaires were returned (92% response tate).
As can be seen in Table 3, 17% of siblings fell into the abnormal category on the total
difficulties subscale. Fourteen percent ol the siblings [ell into the abnormal categories on
the hypcractivity subscale, 17% on the prosocial behaviour subscale, 8% on the peer
problems subscale, 8% on the conduct problems subscale and 25% on the emotional

problems subscale.

* Mothers’ | Teachers’ |
Reports reports
n=14 n=12
Measure % in clinical | % in clinical
range range
SDQ: Total Difliculties 15 17
SDQ: Hyperactivity 8 14 )
SDQ: Prosocial Behaviour 8 17
SDQ: Peer Problems | 15 8
SDQ: Conduct Problems 23 - 8
SDQ: Emotional Problems 15 25

Table 3— Mother and teacher ratings of the siblings on the SDQ

3.4.3 Psychological functioning of the mothers

The mothers were exhibiting considerable psychiatric morbidity. Fourteen mothers
completed the Parenting Stress Index (PSI) and 93% obtained scores on Total Stress score

in the clinical range which indicates that mothers wcre cxpericneing their relationship with
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the child with ADHD as stress{ul. Thirteen mothers completed the Conners® Aduft ADHD
Rating Scale and 23% obtained scores within the clinical range on the ADHD Total
Symptoms subscale suggesting they werce suffering from ADHD. In addition, 14 mothers
answered questions [rom the Present State Examination and 57% obtained scores that

indicated low mood.
3.4.4 Summary of quantitative findings

There were three main findings from the guestionnaire data completed by mothers and
teachers. Firstly, both mothers and teachers described the children with AD1ID as having
considerable emotional and behavioural dilficulties. Secondly, only two siblings were
described by mothers and teachers as having emotional and behavioural difficulties, while
the remaining siblings were within normal range. Thirdly, mothers reported that they

themselves were experiencing considerable psychiatric morbidity.
3.5 Qualitative findings

All the siblings agreed to be interviewed and the interviews lasted between ten and 30
mimites. Six major themes were identified. The first theme was entitled “Siblings’
descriptions of the sibling relationship™ and included two sub-categories: negative
interaction between siblings and positive interaction between siblings. The second theme
was entitled “Siblings’ management strategies” and included three sub-categories: parental
intervention, retaliatory aggression, avoidance and accomimodation. The third theme was
entitled “Siblings’ perceptions of other sibling relationships™ and included three sub-
categories: no differences in the sibling relationship, diffcrences due to aggression in the
sibling relationship and differences due to poor social relationships of the child with
ADHD. The fourth theme was entitled “Siblings’ emotional reactions to living with a child
with ADHD” and included two sub-categories: anger and sadness. The f{ifth theme was
entitled “Support tor the sibling” and included three sub-categories: support within the
family, support outwith the family and professional support. The sixth, and final theme,
was entitled “Siblings’ understanding of ADHD”. In addition, the mothers’ perceptions of
conflict in the sibling relationship were described then cxamined alongside the siblings’

perceptions.

The themes generated were interdependent in nature and cannot be viewed as being
mulually exclusive. The themes described weie on a continuum, with some siblings

expericncing more difficulties than others.
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3.5.1 Siblings’ descriptions of the sibling relationship

When siblings talked about their relationship with the child with ADHD, two catcgorics
ecmerged: negative and positive inleraction. Siblings spoke about the issue of negative
interaction in greatest length and with greater frequency than any other issue in this study.
‘While the focus of the siblings’ discussions was the conflict in their relationship, the

majority of siblings also described posilive aspects of the relationship.,
3.5.1.1 Negative interaction between siblings

All siblings described feeling annoyed by the hehaviour of the child with ADHD and gave
examples of teasing and arguing with the child with AIDHD. Siblings talked about their
lives being disrupted by behaviour of the child with ADHD in a vatiety of ways and with
varying degrees of intensity. While this sibling rivalry was common in all of the families,
the aggressive behaviour started by the child with ADHD varied greatly in intensity
belween sibling pairs. Only one sibling did not describe any aggression in the relationship,
while all the other siblings described their brother or sister with ADHD carrying out a
range of verbally aggressive behaviour and overt physical aggression. Verbal aggression
by the child with ADHD included calling the sibling names, shouting and swcaring, Overt
physical aggression by the child with ADHD toward the sibling included pulling their hair,
putting their hands round their neck, jumping on top of them, kicking, scratching, hitting,
slapping and biting. Reactions to this aggressive behaviour varied greatly from individual

to individual.

Older siblings described low levels of aggression between themselves and the child with
ADHD:

“It’s never really like a proper fight - it's sort of playful fighting ... it's just like
a wee slap.”

20 year old sister of a 12 year old boy with ADHD (Id15)

For the siblings who were not getting physically hurt, the behaviour of the child with

ADIHD was seen as more of an annoyance rather than a significant problem:

“There’s not much to get upset about, he just gets on vour nerves.”

15 year old sister of 12 year old boy with ADHD ([d14)
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These siblings either described having a good relationship with the child with ADHD or if
they had a poor relationship with the child with ADHD they described keeping out of the

way of each other.

The other ten siblings, three older siblings and all of the seven younger siblings described
more severe incidences of aggressive behaviour which they did not regard as being part of
a “typical sibling relationship™

“Once { was fighting with him and he pulled a nife to me.”

15 year old sister of 13 year old boy with ADHD (Id13)

“She strangled me and pulled my hair and kicked me ... she hits you and bites
you on your toes. She’s like an animal.”

11 vear old sister of 13 year old girl with ADHD (Id12)
In the majorily of incidences the sibling would be described as coming out worse in terms
of getting hurt physically by the child with ADHD. T'his is understandable given that most

of the children with ADHD were older and physically stronget; in addition the majority of

these siblings were female:

“He hus pulled a big chunk out of my head which was quite sore ... he has
given me a few bruises on my leg.”

15 year old sister of 13 year old boy with ADHD (I1d16)

However, one younger brother and one older sister described incidences of aggression

which resulted in the child with ADHD getting hurt as well as themselves:

“Like hitting him when he's annoying me - I always take it too far ... I like hit
him, kick him too hard ... took my trousers out of my drawer and the zip hit
him on the eye ... I meant it because he was annoying me. "

8 year old brother of a 13 year old boy with ADHD (1d9)

Both these siblings scored highly on the SDQ for conduct problems.
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The siblings who were most negatively affected by this aggressive behaviour were three
younger sisters. They had concerns for their safety in rejation to this aggressive behaviour

and said they were afraid the aggression might escalate out of their control:

“Sometimes it’s kinda scary because when he goes mad he'll end up coming in
and he might hurt you or something ... he might strangle me.”

10 year old sister of 14 boy with ADHD (1d11)

All the children with ADHD were aged between 11 and 14 years old aund the levels of
aggressive behaviour exhibited by the child with ADHD did not differ with age. However,
the ordinal position of siblings did appear to have an influence. Younger siblings
describing receiving more severe levels of aggression from the child with ADHD and
aggression was more likely to escalate when the sibling was younger than the child with
ADHD. Siblings with the greatest age gap between them and the child with ADHD and
siblings who were alrcady in their late teens, appeared to receive less aggression and when

aggression did occur appeared not to rctaliate with aggression:

“We do [quarrel and fight] but not very often ... we used to when we were
younger ... but I've grown up a bit and realised I shouldnay {shouldn't]
because he’s got an illness and when 1 was younger I didnay [did not] know so
I just fought with him. We did fight ... we punished each other ... we don't do
anything like that anymore.”

16 year old sister of a 13 year old boy with ADHD (Id1)

Although there were only two gitls with ADHD, gender of the child with ADHD did not
appear to be a factor in the cxpression of aggressive behaviour. Both the girls with ADHD
were deseribed by their mothers as having conduct problems, and their siblings and
mothers described them being aggressive toward their siblings. In addition, the siblings of
both these girls with ADID fought back. Boys with ADHD were equally aggressive
towards their sisters as brothers. However, it did appear that gender was an important
factor in the experience of the siblings. While siblings of cither gender were as likely to
retaliate, younger girls appears to be more frightened of their older siblings” aggression and

these were most negatively alfected by the aggression.
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3.5.1.2 Positive interaction between siblings

Despite the considerable disruption caused by the behaviour of the child with ADHD, the
majority of siblings also described positive aspects of their relationship with the child with
ADHD. The children with ADHD were described as being a source of support against

parents, someone to play with and a source of comfort:

“If you want something say like your mum says "You're not going there” and
he'll stick up [for me/ and say “Just let her go.”

15 year old sister of a 12 ycar old boy with ADHD {(1d14)

“If ... none of your pals wanf (o go oul ... you can go out with your wee
brother.”

16 year old sister of a 13 year old boy with ADHD (1d13)

“He takes care of you like if something went wrong. When my gerbil died and 1
was crying and he came in to me and gave me a hug and said he felt sorry for

2

me.

10 year old sister of a 14 year old boy with ADHD (1di1)
3.5.2 Siblings’ management sirategies

Siblings used a variety of strategics to manage the behaviour of the child with ADHD.
Strategies included trying to aveid contlict by asking for help and involving the parents or
trying to ignore or avoid the child with ADHD. However, these strategies did not appear to
contain the situation and all siblings cnded up retaliating with aggression to various

degrccs.
3.5.2.1 Parental intervention

All siblings saicl that they asked for help from their parents or that their parents intervened
when problematic situations arose with the child with ADHD. Mothers, rather than fathers
were most likely to be described as intervening even when two parents were living in the

house:

“[An argument] just keeps going on until my ma comes in and stups it. "

18 year old brother of a 13 year old girl with ADHD (Id10)
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“Sometimes I get annoyed with it [the child with ADHD/] and I shout “Mum,
get a grip of him.”

16 year old sister of a 13 year old boy with ADHD (Id1)

The siblings described their parents using a variety of strategies. Some parents were
described attempling to intervene in a calm, effective manncr while others described their
parents as having their own difficulties dealing with the behaviour of the child with
ADHD. However, siblings described only two instances of physical punishment by
parents; once toward a sibling and once toward the child with ADHD. The most commonly
mentioned parental intervention was the separation of the chifdren once the aggression had
started. This often involved excluding the child with ADHD, who was usually regarded by
parents as stasting the aggression. In some cascs, however, parents punished the siblings as

well, regardiess of who had started the aggression:

“He pulls my hair and I'll punch him back then my mum will come up and start
shouting af the two of us and the two of us wilf get sent into our rooms.”

1G year old sistcr of a 14 year old boy with ADHD (1d11)
One sibling described following her mother’s cxample of avoidance:

“My mum_just walks away and doesn’t listen to him and that’s what I do ... [
Just walk away info my room and just listen to my music.”

10 year old sister of 14 year old boy with ADHD (Id11)

The majority of siblings appeared happy with their parents’ intervention. Ilowever, three
siblings were critical of their mother’s intervention. These siblings felt that that their
mothers had no control over the child with ADHD and that the child with ADHD was

inadequately punishment for their aggressive behaviour:

“We were out playing ...she strangled me and pulled my hair und kicked me
and ihen I had to go home and she went “Aye, you go away greeting [crying]”
... she gets grounded for a day ... then gets allowed buck out again.”

11 year old sister of a 13 year old girl with ADHD (Id[2)
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“My mum and dad cannay [can not] stop my brother ... one time wy mum and
dad says “[Child with ADHD] go fo your room”™ and he says “No" and [
walked in and said “Go to your room ™ and he says “Right [ok] then.”

14 year old sister of a 13 vear old boy with ADIID (IdP16)

'These siblings described their mothers as having a difficult and contlicted relationship with
the child withh ADHD. ‘The children with ADITD in these families wcre 13 or 14 years old
and were not taking medication even though they had significant symptoms of ADHD plus
other comorbiditics, Although these mothers’ mental health varied, all these mothers werc

not working due to signiticant physical health problems.

Maternal advice on managing the behaviour of the child with ADHD varied according the
ordinal position of the sibling. Younger siblings were advised to retaliate when the child
with ADIID was behaving aggressively toward them, whereas older siblings were told not
to fight back. The three younger sisters who were receiving considerable aggression from
the child with ADHD were told by their mothers “to hit back.” However, these siblings
considered this strategy as a last resort as it led to an escalation of aggression by Lhe child
with ADIID. In additional, all these siblings had described worrying about being
physically hurt by the child with ADHD:

“My mum keeps saving when he hiis me I need (o hit him back so sometimes I
do that because my mum tells me.”

8 year old sister of 11 year old boy with ADHD (1d6)

When asked if this helped, the sibling said:

“No, because then he hits me back harder but then I'll go and tell my mum and
she jusi says “Ull give [get] him into trouble.”
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3.5.2.2 Retaliatory aggression

Siblings also said they used retaliatory aggression to manage the aggressive behaviour ol
the child with ADHD. For some siblings fighting back was considered the most successful
strategy for managing aggressive behaviour by the child with ADHD “becaunsc that’s what
he needs sometimes™ and for some siblings it was the only strategy that appeared

successiul:

“If I got rough back with hiw then he would finally stop ... if I don’t get rough
back with him then it will jusi keep going on and on and on ... that’s the only
way to stop him.”

8 year old sister of 13 year old boy with ADHD (Id2)
[Towever, others considered retaliatory aggression as a last resort:

“He’d start to hit me and I'll have o hit him back and if I hit him back, he’ll
start to hit me harder.”

8 year old brother of a 13 ycar old boy with ADHD (Id5)

Younger siblings said they tried to avoid retaliation because of fears of getting hurt or that
this would just continue the aggression. Older siblings tried to avoid retaliation because

Lhey were more likely to try reasoning with the with the child with ADHD or hecause they
believed “the child with ADHD could not help their behaviour™ or because they had been

told by their parents “not to fight back.”
3.5.2.3 Avoidance and accommodation

A minority of siblings described responding to the intrusive, annoying and aggressive
behaviour of the child with ADIHD by avoidance aud accommodation. Strategics included

ignoring the child with ADHD or taking themsclves away from the child with ADHD:

“You just learn to ignove him and he 'll just leave it.”

15 year old sister of a 13 vear old boy with ADHD (1d13}

“I think I'd just stay out of his way fur a good while ... go out with my pals and
Just keep my mind off him and just try to stay out of his way.”

16 year old sister of a 13 year old boy with ADHD (Id1)
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Several siblings sumined up their attitude of accommodation by saying said they were
“used” to the behaviour by the child with ADHD and had learnt that the best way to deal

with it was not react to it:

“I think you just get used to it because he has been like that since he was dead
[very] voung ... you jusi getf used to it because most of the time he's like that.”

15 year old sister of a 12 year old boy with ADHD (1dP14)

Avoidance also included avoidance of retaliatory aggression if physically keeping out of
the way of the child with ADHD was not possible. Several older siblings described having
the emotional maturity to realise that not fighting back contained the agygressive behaviour
by the child with ADHD:

“Normally he’d pull my hair ... punch me and thot ... I don’t like hitting him
because he’s got problems ... I just like to get him off me and walk away.”

15 vear old sister of a 13 year old boy with ADHD (Id13)

The siblings eldest in age acknowledged that they had the capacity to defuse the situation
as well having a part to play in the maintenance of the aggressive behaviour of the child
with ADHD:

"Sometimes when she hits me and if [ know ['m wrong - like I've done
something (o annoy her, I'lf just let it go.”

18 yeur old brother of a 13 year old girl with ADHD (id10)
3.5.3 Siblings’ perceptions of other sibling relationships

As sibling conflict is commeon in non-case families, it was important to put these
descriptions of sibling relationships in families with a child with ADHD in context with
other sibling relationships. Siblings were asked whether they feit their life was different to
their friends in order to examine how siblings felt their sibling relationship compared to
others. Many of the siblings talked about how the behaviour of the child with ADHD had a

negative impact on their lives.
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3.5.3.1 No differences in the sibling relationship

Only three siblings said their relationship was similar to (heir friends and that arguments

and fights werc about “normal things that every brotber and sister has fights about”:

“My friend fund] her wee [younger] brother they still argue and bicker - it's
exactly the same really. If you ever go round fo their house it's exactly the
same.”

20 year old sister of a 12 year old boy with ADHD (Id15)

3.5.3.2 Differences due to aggression in the sibling relationship

In general, siblings mentioned differences in their sibling relationship in terms of the
apgressive behaviour by the child with ADHD as being more severe and persistent than the

experience of their friends:

“Their brothers don't break their doors and put holes in their walls.”

15 year old sister of 13 year old boy with ADIFID (Id13)

“They [older sisters] don't kil them [younger sisters] or bully them. They just
kinda get on.”

11 year old sister of 13 year old girl with ADHD (Id12)

3.5.3.3 Differences due to poor social relationships of the child with ADHD

However, a few siblings did not identify differences in the levels of aggression in the
sibling relationship but perceived differences in terms of looking after the child with
ADHD. These siblings described having to play with, befriend and supervise the child with

ATYAD and only one sibling vicwed this as positively:

“I'd probably ger asked to help out a bit more ... like baby-sit quite « bit. It
doesn’t really bother me because we just watch a movie or play a game or read
a comic or something.”

16 year old brother of a 13 year old boy with ADHD (1d4)

The other siblings appeared more ambivalent about (hese responsibilities. Although the

siblings were sympathetic toward the difficulties the children with ADHD was having with
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their soeial relationships, the siblings were aware that looking after the child with ADHD

was having a negative impact on their own peer relationships:

"I play with him because he doesnay [does not] really have fiiends ... if I want (0 go
out to play with one of my friends then I'd be leaving [child with ADHD] out so T just
go and play with [child with ADHD].”

10 year old sister of a 14 ycar old boy with ADHD (Id11)

“I've stuck up _for him a lot of times. People in the street used to bully him and
T used to have fo go out and argue with them ... and then I would get their big
sisters on [after] me.”

16 year old sister of a 13 year old boy with ADHD (Id1)

“Most people can have their pals round ... people can stay for dinner but here
they can’t because there is him ... you've gof somebody staying and then he's
upstairs in your room. He hates being left ouf ... the next morning he's up at
crack of dawn ... (o see you and just be dead annoyving.”

15 year old sister of a 12 year old boy with ADHD (1d14)
3.5.4 Siblings’ emotional reactions to living with ADHD

All siblings described being angry and [rustrated by behaviour of the child with ADHD,
with some siblings also described feelings of sadness. The intensity of these feelings werc

closely related to the siblings’ descriptions of high levels of conflict in the relationship.
3.5.4.1 Anger

Most siblings described [eeling angry, frustrated and annoyed becausc of the disturbance

caused by the behaviour of the child with ADHD.

“I don't want to live with her ... I just want fo kill her or ger a knife or
something ... just go “Yeah she’s dead.”

11 year old sister of a 13 year old girl with ADHD (Id12)
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For many of these siblings this anger led to retaliatory aggression:

“Ile was coming along hitting me and I just couldn 't stand it ... I was kicking
him, punching him.”

8 year old brother of a 13 year old boy with ADITD (1d9)

Several older siblings described their frustration at wanting to hit back, but knowing that

they knew they should not:

“You can end up greeting [crying] ... because you 've a pure temper inside you
and my Mum telling me not to hit him ... because he'’s wee fyounger] but
sometimes you just pure want to kill him now and then. ... It’s no [rnot] like
being upsel, il’s pure anger. I just greet [ery] because my Ma says not to hit
him ... but I'wish I could hit him because that's what he needs sumetimes.”

15 year old sister of a 12 year old boy with ADHD (Id14)

3.5.4.2 Sadness

For some siblings this anger was also mixed with feelings of sadness. These siblings were
younger sisters who were experiencing considerable levels of aggression and described

feeling scared that they were going to get serious hurt by their brothers:

“I feel angry and sad because when he is shouting at me [ try to stop ... and
quite sad because I can’t stop, then again inside another side I'm really ungry
with him ... for like starting off [fighting] with me just because [ weant in his
room at the wrong time and that.”

8 year old sister of 13 year old brother with ADHD (1d2)

3.5.5 Support for the sibling

Given the strong cmotions deseribed by the siblings in relation to the behaviour of the
child with ADHD, it was important to examine whom the siblings could tun to for
support. All the siblings named somcone they could turn to when they bad a problem or
they were upsct. Family members, both inside and outside of the home were the main
sources of support. Older siblings were also likely to consider friends as sources of

support.
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3.5.5.1 Support for the sibling within the family

‘Ihe majority of siblings said their mothers, ot their mothers and fathers were a source of
comfort and practical support when they had any problems or worries about anything,

including the behaviour of the child with ADHD:

“fI'd] go (o my muum - she’d ask me and 1'd tell her and she 'd do something
about it. "

11 year old sister of a 13 ycar old girl with ADHD (Jd12)

However, three older sisters who were adolescents did not view their paren(s as a source of
support and did not talk to them about their problems. Instead these siblings said they
talked to family members outside of the home: an aunt, an elder sister and a cousin. These
girls also described their parents’ management of the aggressive behaviour child with
ADHD as ineffectnal:

“Because they say like they cannay [can’t] help it because of his disability and
all that. “We cannay stop [him] ... it just his problem " ... I prefer talking to
somebody clse who doesn't stay in the house.”

16 year old sister of a 13 year old boy with ADHD (1d1)

Although scverat siblings who lived in familics with more than two children mentioned
that their non-ADHD sibling was a source of support they did not regard the chiid with
ADIID as a source of support. Only one sibling in the whole sample mentioned getting
support from the child with ADHD.

3.5.5.2 Support for the sibling outwith the family

Some siblings said they had support outside of the family and the main source of this

support was from friends:

“He was a pest fannoying] last night. We [my friends] all talk about that
because everybody has stuff like that.”

15 year old sister of a 12 year old boy with ADIID (Id14)
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3.5.5.3 Professional support for the sibling

All the children with ADHD had attended a CAMIIS clinic as preschoolers and many of
them were still attending, so siblings viewed medical professionals as their family’s
primary source of support. Many talked about medication for the child with ADHD helping
the family but only a few siblings mentioned professional intervention in the form of
teaching the family behaviour management. Although some of the children were receiving
constderable educational support few siblings regarded schools or teachers as a source of

professional support for their family.

Several siblings mentioned that they would welcome professional support extended to
include themselves. Older siblings reflected back on their experiences and mentioned the

need for more information about the condition:

“When I got told about ADHD I never really knew a lot about it so I think that
they [professionals] should give more information about what it's like and stuff’
to deal with it and that because I never really found out then {at the lime of
diagnosis].”

15 year old sister of a 13 year old boy with ADHD (Id13)

“Rather than just explain it to the parents ... I think it would be movre useful
[if] somebody outside of the family [explained ADHD to the sibling] because a
lot of kids don't listen 1o much of what their parents are talking about.”

20 year old sister of a 12 year old boy with ADHD (IdP15)

Siblings expressed interest in meeting other siblings and gave reasons such as wanting to
find out how other siblings “cope with things” or “deal with” the child with ADHD. The
majority of these siblings were enthusiastic about the idea of meeting other siblings i a

group setling:

“Then T know I wouldn't be the odd one out.”

11 year old sister of 13 year old girl with ADHD (Id12)
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Some siblings thoughl going to a group would an opportunity to meet ncw friends and also
suggested that the children with ADHD would also benefit from this opportunity to make
friends. A couple of siblings did not like the idea of going to a group because they “didn’t
really like going to things like that” and “because [ think it’s between your family, not
between other people”. These were both older siblings who described freely discussing

problems with the child with ADHD with their mothers.
3.5.6 Siblings’ understanding of ADHD

Siblings described the behaviour of the child with ADHD in terms of the clinical picture of
ADHD with reference to the child with ADHD being “hyper all the timc”™, “having a lot of
energy”, “being unable to stay still for very long” and “not being able to pay attention for

something very long.”
The siblings’ descriptions of the child with ADHD was summarized by this older sister:

“He has a bit more energy than needed really. Everything just turned up to
maximum volume ... everything turned up a notch.”

20 vear old sister of a 12 year old boy with ADHD (Jd15)

However, the terms “ADHD?”, “Aitention Deficit Hyperactivity Disorder” and
“Hyperactivity” were not part of every siblings’ vocabulary. Only thirteen of the siblings
had previously heard of this terminology and realised that it was the name of their
brother’s or sister’s diagnosis. The siblings of four of the children who were not currently
attending CAMES Services had a less medical understanding: two younger siblings were
unaware of their brothers® diagnosis and twa older siblings believed the behaviour of the

child with ADHD was due to an allergy to food or drink:

“The Doctor says 'cos [child with ADHD/ is allergic o orange ... if he fakes
orange he pure goes mental ... one time my big sister gave him an orange and
he pure flew for everybody ... he nearly stubbed one of my friends with a
knife.”

14 year old sister of a 13 year old boy with ADHD (Id16)
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The siblings of the children with ADHD who were taking medication (and the sibling of
the child who had previously taken medication} all described ADHD as a “disability” or a
“condition.” Several of these siblings talked about the child with ADDHD going to & clinic

and the benefits of medication:

“Ritalin ... is that not to reverse the effect of hyperactivity? To calm him
down.”

16 year old brother of a 13 year old boy with ADHD (Id4)

None of these siblings described the medication having any negative ¢ffcets on the child
with ADHD; however, one sibling mentioned that the child with ADHD only took
medication during school hows so the family did not benefit (rom the improvement in his

behaviour:

“He goes for Ritalin ... lo calm him down ... to calm him down for during
school ... it's only in school so they get the pure [very] easy life out of it and
then he comes home and we've got to put up with it.”

15 year old sister of a 12 vear old boy with ADHID (Id14)

The siblings’ understanding of ADHD did have a limited impact on their managcment of
the behaviour of the child with ADIID, several older sisters with a good understanding of
ADHD said they tried not to fight with their brother because they knew he had an “iliness™

or had “problems.”
3.5.7 Mothers’ descriptions of the sibling relationship

Nine mothers said that the aggressive behaviour of the child with ADHD was a major
concern, with two mothers saying they were particularly concerned beeause this aggression
was directed toward the sibling. Mothers’ and siblings’ descriptions of high levels of
aggression between the siblings in the semi-structure interviews was reflected in high

scores on the conduct disorder scale on the mothers’ questionnaire measure.
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3.5.7.1 Mothers’ descriptions of conflict in the sibling relationship

Mothers described aggression being started by the child with ADHD, then the aggression

escalating when the sibling retaliated:

“She will shove at him and he’ll hit her because she’s shoving him ... she
generally does start it.”

Mother of a 13 year old girl with ADHD and 17 year old boy {Id27)

Mothers were aware of the differences in the force of the aggression displayed by the child

with ADHD and the sibling:

“If he does fight and punch her she will [fight back{. She'll threaten him first,
keep threatening and eventually if he keeps pushing her she will hit him back.
But her hitting is different ... she will give him a wee [little] tap whereas he
will give her a full force punch.”

Mother of a 12 year old boy with ADHD and a 15 year old girl (Jd31)

However, mothers were aware of that some of the siblings’ had a part in aggressive

behaviour and that aggressive behaviour not always started by the child with ADHD.

Six mothers deseribed how they tried to manage the aggressive behaviour in the
relationship by keeping the siblings apart and intervening during arguments before it

escalated into aggression:

“In saying they fight ... they don't get long enough to fight because the minute
L know ... I know when they are going to start ... I'm right in there. This is not

L2

.

Mother of an 11 year old boy with ADHD and a 8 year old girl (1d23)
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3.5.7.2 Mothers’ and siblings’ descriptions of sibling conflict

Both siblings and mothers were asked to describe examples of aggression in the previous
week. The majority of mothers and siblings described these incidences of conflict between

the child with ADHD and their brother/sister in similar termns:

“Physically fighting - no, they don't de a lot of thai. As I sqy the odd time if he
is out on the street with friends he'll walk by and swipe her ... muybe a slap on
arm but not really hard but she'd be more embarrassed than hurt ... if it did get

physical I would intervene ... I'd intervene because [child with ADIID] can be
quite physical.”

Mother of [d14 (1d31)

“He just like slaps you ... it's nof on your face or anything ... it's on your arms
and legs. ... sometimes it's just like a wee thing fMum and Dadf are like “Sort
itout” ... but if it sets worse and worse like she'll tell him to shut up and me fo
shot up as well and then she'll either send the two of us up to our room or have
us in here [in the sitting room].”

15 year old sister of a 12 year old brother with ADHD (Id14)

However, two mother-sibling pairs differed in their opinions of the sibling telationship,
with both mothers underestimating the amount of aggression started by the child with
ADHD. Both these children with ADHD had an additional diagnosis of learning
difficulties and the mothers were experiencing significant levels of parenting stress,

although these mothers were not depressed:

“They don't really fight - quarrel because [child with ADHD] doesn't really
bother too much ... he's just away in his own wee world.”

Mother of Id5 (Id22)

“When we are playing a game of fighting he takes it too far ... he jumps on me
... when I'm trying to get out he always grabs me back in ... he'd start 10 hit me
and I'll have to hit him back and if 1 kit him back, he'll start to hit me harder.”

& year old boy of a 13 year old boy with ADHD (Id5)
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One mother described the relationship between the child with ADITD and his sister as a

typical sibling relationship, whereas this sibling did not feel that about the relationship:

“Calling cach other names ... the usual brother and sister.”

Mother of 1d13 (1d30)

“Sometimes wee brothers can be in your room ... bul nol when they've got a
knife to you and breaking your door.”

15 year old sister of a 13 year old boy with ADHD (Id13)

Overall mothers were sympathetic towards the aggressive behaviour suffered by the sibling
and atiempted fo intervene. However, the mothers of two younger siblings appeared less
sympathetic towards the sibling. Both these mothers were experiencing significant parental
stress and depression. These mothers was aware of the aggressive behaviour of the child
with ADHD toward the sibling but believed that the sisters had a role to play in

maintaining and over-reporling this bebhaviour:

“{Sibling] is one of they wee lassies if you pull her hair she'll greet {cry] - you
know she's very kind of "Oh no, he done that to me. He done that to me.” But
she gives os good as she gets, don't gef me wrong.”

Mother of an 11 year old boy with ADHD and a 8 year old girl (Id23)
3.5.8 Summary of qualitative findings

There were six main findings from the qualitative interviews with the siblings. Firstly,
although many siblings did describe their rclationship with the child with ADHD in
positive terms, the majority also described the relationship in negative terms, with a
particular focus on the aggressive behaviour by the child with ADIID. Secondly, siblings
described managing this negative behaviour by the child with ADHD with parental
intervention, retaliatory aggression, avoidance and accommodation. Thirdly, although
some siblings described no differences in their sibling relationship compared to their
friends’, others described differences in the levels of the aggression behaviour and the poor
social relationships of the child with ADIID. Fourthly, siblings described their emotional
reactions to living with a child with ADHD in terms of anger and sadness. Fifthly, siblings
described receiving support from within the family, outwith the family and from

professionais. Finally, there was a variety of levels of understanding of ADHD amongst

L
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siblings. In addition, mothers’ and siblings” descriptions of the sibling relationship were

examined alongside each other and the majority of pairs were found to hold similar views.
3.5.9 Summary of findings

The objective of this study was to obtain a deeper understanding of the experiences of a
sample of British siblings ol children with ADHD, The siblings in this sample appeared to
welcome the opportunity to talk about their family life and spoke freely about the negative
and positive aspects of their relationship with the child with ADHD. Aggressive behaviour
by the child with ADHD was a significant concern for a number of these siblings,
however, as a group these siblings appeared to have good psychological functioning and

had developed successful strategies to manage difficullies in their sibling relationship.
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4 Discussion

4.1 Overview

The data provide one set of perspectives ol siblings’ relationships in a British clinical
sample of children with ADHD, The use of gualitative methods offered an opportunity to
examine the interactions and meanings that siblings of children with ADID give to theix
sibling relationship. All the siblings who were invited to meet with the author agreed to be
interviewed. Siblings appeared to welcome the opportunity to share their thoughts on
family life and to talk about these experiences using the flexible format of a semi-

structured interview.

The findings of this study confirm previous research that found aggressive behaviour
started by the child with ADHD was a significant problem in the sibling relationship
(Doran,1997;Kendall, 1999:Singer, 1997). Siblings in this study described the aggressive
behaviour by the child with ADHD causing feelings of anger, with only a minority
describing feclings of sadness. Siblings were fighting back rather than feeling victimised
by the aggression, and involving their parents in the management of aggressive behaviour
by the child with ADHD. Siblings did not describe high levels of maternal cxpeclations for
caretaking of the child with ADHD.

As expected [rom previous research, the children with ADHD and the mothers were
experiencing significant psychiatric morbidity. Some of the families were dealing with a
child with ADTD with comorbid conditions which had been diagnosed and were being
treaied, while the questionnaire data revealed thal many of the children with ADHD had
significant levels of previously unidentified difficultics. The behaviour of the child with
ADHD varied greatly across the sample, and so did the impact of this behaviour on the
sibling and the family as a whole. However, siblings had similar levels of difficulties to

that which would be expected in a community sample (Goodman et al, 2000).

This study used a purposive sample of children with ADHD. They were a clinical sample
of preschoolers with ADHD but at follow up, not all the children with ADHD were
currently being seen by a CAMHS clinician. However, there were no differences between
these children and those who were not receiving treatment from a CAMHS clinician in
terms of sevetity of ADITD symptoms or emotional and behavioural difficulties identified

by the questionnaire measures completed by mother and leachers.




Amanda Burston, 2005 Chapter 4, 61

4.2 Psychological functioning of the families

In line with previous research both the children with ADHD and the mothers showed
significant psychiatric morbidity (Johnston et al, 2001). The poor ratings on the
standardised questionnaire measures for the child with ADHD were similar to those
reported for a previous British clinical sample (Thompson et al, 2004), This would suggest
that this sample swere reasonably representative of a clinical sample of children with
ADHD. This sample of families would score poorty on Barkley’s predictor variables for
positive outcomes for adolescents with ADHD (Barkley, 1990). As well as severe
symptoms of ADHD, these children werc exhibiting considerable comorbid conduct
disorder and high levels of emotional symptoms. Mothers were experiencing high levels of

parenting stress, depression and ADHD symptoms.

The psychological functioning of the siblings aged eight to 16 years old was in line with
general population norms (Goodman et al, 2000). Ten percent of children in a general
population sample in this age range would be expected to have some mental health
ditficulties, and it was found that two siblings were experiencing high levels of difficuities
with symptoms of ADHD and emotional symptoms which were not being treated. This
sample of siblings had a much lower rate of difficulties compared to previous samples
(Kendall, 1999). The similarities of mothers’ and siblings’ perceptions of the sibling
relationship and the emotional support sibiings described receiving from parents and others
could perhaps explain why there were doing better than the majority of the previous
published literature would suggest. In addition, caretaking of the child with ADHD was not
an issue for these siblings unlike previous samples (Kendali, 1999). The high levels of
overt conflict between the siblings in this sample might explain wly mothers were not
asking the siblings to help with looking after the child with ADHD. This could act as a
protective factor in maintaining good sibling mental health but could add to the mothers”

burden and their high levels of parental stress and depression.

Mothers rated the psychological functioning of the child with ADHD more poorly than
teachers. Teachers were asked to complete the questionnaire in order to confirm the
existence of problems in more than one setting. Children with ADHD respond to structured
enviromments which school is likely to offer, and so are highly likely to be expetiencing
fewer difficulties in such an environment (Schachar et al, 2002). In addition, several of the
children who were attending schools for pupils with social and emotional behavioural

difficulties which provide a very high level of structure and a high ratio of adulis to
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children, including one to one interaction. Several of the children were only taking
stimulant medication during school hours so parents and siblings were not likely to be
experiencing the benetits of medication on behaviour. Finalty, children with ADHD are
likely to exhibit difficult behaviour in their home environment, as they are more likely feel
safest there. Mothers and teachers also appeared to disagree on their assessment of the
siblings’ psychological functioning, however, on closer examination of the data it appears
that both mothers and tcachers recognised that two children were having particular

problems across the range of symptoms.
4.3 Conflict in the sibling relationship

Siblings and mothers described conflict as a significant theme in the majority of sibling
relationships which is consistent with the limited previous rescarch in this area (Doran,
1997;Kendall, 1999;Singer, 1997). Gender did not appear to make a difference to evels of
aggression by the children with ADHD. Although the sample only included two girls with
ADHD, these girls with ADHD were equally aggressive as the boys toward their siblings.
Both girls and boys with ADHD showed similar levels of aggression towards their sisters
as their brothers, and both male and female siblings were equally aggressive. Although the
children with ADHD were equally aggressive to older and younger siblinps, conflict in the
sibling telationship appeared to be more problematic for younger siblings in this sample; in
particular younger female siblings. This is the pattern that would be cxpected from non-
case families where higher levels of conflict are found in opposile sex pairs (Epkins et al,
1999) but in this study the levels of aggression seemed to be of a greater order of
magnitude, precipitating the researcher to encourage discussion of these siblings concerns
with their mother. The severity and intcnsity of aggressive behaviour of three boys with
ADHD described by their sisters concerned the researcher. These issues were discussed
with the sibling, who then {alked 1o their mother about these concerns in the presence of

the researcher.

The children with ADHD in this sample showed levels of considerable comorbid conduct
disorders according to mother and teacher questionnaire reports and this was reflected in
the siblings” and mothers® descriptions of conflict in the sibling relationship. This contirms
the previous findings that more severe behavioural symptoms of ADHD are associated
with more problematic family relationships, and that mothers” questionnaire ratings of the
severity of the ADHD behaviour are positively associated with conflict in the ADHD

child-mother relationships, as well as their relationship with their younger siblings (Smith
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et al, 2002), Taylor et al (1986) found that il was the defiant behaviour of the child with
ADHD rathcr than their hyperactivity that caused the mothers the greatest problems. This

appears to be consistent with siblings’ perceptions of their relationship with the child with
ADHD.

4.4 Mothers’ and siblings’ descriptions of the sibling
relationship

It was important to examine the mothers’ descriptions of conflict in the sibling rclationship
in a family with a child with ADIID to see it they refiect the siblings’ description. Mothers
having an accurate perception of the sibling relationship is important because they are
more likcly to have contact with professionals and be in the position to seek help for the

sibling if they are experiencing problems.

'The majority of mothers and siblings described the conflict in the sibling relationship in
similar terms. Mothers and siblings both rccognised when the behaviour by the child with
ADHD was not part of “normal” sibling rivalry, whereas previous research found that this
was not recognised by mothers (Kcendall, 1999). This maternal recognition of conflict,
particularly their recognition that the child with ADHD usually Initiated it, would oflen

cause mothers to seek help.

Several mothers in the pregent study spontancously mentioned difficulties in the sibling
relationship and described this issue as their biggest concern regarding the behaviour of the
child with ADHD. Compared to Kendall’s sample this insight could be due to the
differences between the two samples of mothers and the children with ADIID (Kendali,
1999). The mothers in the current study had lower rates of maternal depression and ADHD
and had attended a parent training programme when the child with ADHD was a pre-
schooler. Some of the children in the current study were attending a clinic so mothers may
have been receiving support in dealing with conflict in the sibling relationship. Ifinally, this
samplc included a larger number of older siblings who might be more likely to tell their
mother about difficuliies in their relationship with the child with ADHD and if aggression

was QCCurring.
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4.5 Siblings’ perceptions of other sibling relationships

It was impottant to look at these sibling relationships in the context of “non-ADHD”
sibling relationships and cxamine siblings’ perceptions of these relationships. The majority
of siblings did perceive differences in their relationship with the child with ADHD
compared (o the sibling relationship of their friends’, particulariy in refation to the
frequency and intensity of aggressive behaviour by the child with ADHD. Mash et al
(1983b) found that siblings of children with ADHD suffer more aggression and cenflict
from their brothers than siblings of control children. Several siblings also described having
to look after the child with ADDHD and although these responsibilities were considered to
be a source of disruption for the sibling they did not appear to be a cause of great concern
or impact on the siblings’ psychelogical functioning, Siblings of chronically ill children
with a heavy caretaking burden have been found to experience greatet emotional and

behavioural difficultics {IVMicHale ct al, 1989).

4.6 Management of conflict

Consistent with previous research the majority of siblings in this study described using
parental intervention as a management technique (Kendall, 1999;Singer, 1997). Seeking
the help of parents, in particular mothers, was found to be effective for the majorily of the
siblings. Mothers were described as gelling involved once aggressive behaviour had started
between the children, but few mothers were described using strategies to avoid the
aggression starting, such as keeping the children apart. Some siblings also described using
their own techniques such as avoidance and accommodation, which is in linc with previous
research (Doran, 1997 Kendall, 1999). The children with ADHD were equally aggressive
to older and younger siblings but older siblings were less likely to describe fighting back.
Several children with ADHD scored highly for conduct problems but were not described as
being aggressive toward their sibling. Their behaviour was managed by the sibling
avoiding conflict or by the mothers intervening in the argument before it became

aggressive.

Aggressive behaviour by the child with ADHD resulted in a high level of retafiatory
aggression by the sibling. Previous research that found both the child with ADHD and their
sibling engaged in conflict and negative behaviour, and that it was hard to distinguish
between the behaviour of the two children (Mash et al, 1983b). However, siblings in the

current study reported much higher levels of retaliatory aggression than the siblings in
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Kendall’s work {Kendall, 1999). The increase in lovels of retaliation in the current study
could be due to differences in gender of the sibling pairs, with a higher number of male-
female sibling pairs in the current study. In non-case familics opposite-sex pairs have been

found to have a more conflicted relationship (han same-sex pairs (Epkins et al, 1999).

The families in this sample were also from a lower socio-economic group than Kendall’s
sample (Kendall, 1999). Hankin (1999) found that low socio-economic status increases
stress in families with ADHD which could explain the higher levels of aggressive
behaviour cxhibited by the siblings and the high levels of maternal psychopathology.
Scveral siblings reported that their mothers had suggested the use of retaliatory aggression
to manage the behaviour of the child with ADHD. It was unclear whether the mothers
thought this was appropriale behaviour for the children or whether it was a “last resort”
strategy i mothers could not think of any other way to manage this aggression, Although
aggression between siblings appears to be accepted by mothers, parental use of aggression
to manage the behaviour of the child with ADFD was reportedly rare. Parental aggression
was described by two siblings, once toward the sibling and once toward the child with
ADHD. It is interesting to speculate whether these differences from middle-class American

samples evidence class or cultural differences in parents’ tolerance of sibling conflict.

Three younger sisters said they were afraid the aggression in their sibling relationship
might escalate and they would get hurt, These findings suggest that their mothers were not
dealing with the conflict to the siblings’ satisfaction and that perhaps these mothers might
need help in dealing with the conflict between these siblings. Mash et al (1983) suggest
that parent training needs to focus on the management of sibling relationships rather than
simply the individual children. Studies have suggested that siblings relationships were
helped by the professional support received by their mothers (Doran, 1997;Moore,
1995;Singer, 1997). Mothers receiving help with their poor mental health and high levels
of parenting stress could lead to an improvement in management of the aggression between
the child with ADHD and their sibling.

4.7 Emotional reactions to living with a child with ADHD

Siblings described their feelings about the behaviour of the child with ADFD in terms of
anger, with three siblings mentioned sadncss in addition to feelings of annoyance. Kendall
(1999) found that the majority of her sample of siblings described feeling anxjous, worried,
sad and victimised and were expetiencing much greater levels of psychiatric morbidity.

Geiting angry and fighting back appeared to help the siblings in this study cope with the
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aggressive and disruptive behaviour of the child with ADHD. Howevcr, by fighting back,
the siblings might be maintaining the poor behaviour of the child with ADHD, and perhaps
adding to the burden on the family. Whalen ct al (1999) suggest that:

“the fact that some siblings display relatively high rales of dvsfunctional
behaviour has consequences for children with ADHD, to the extent that the
siblings ' actions help maintain abrasive interaction paiterns and almost
cerfainly have a neguative impact on the quality of family life.

Although the siblings had learnt to behave aggressively at home, they did not appear to be
behaving aggressively toward other children outside ol the homc as they were not
generally described as having problems wilh their peers according to the questionnaires

completed by mothers and teachers.

These findings confirm suggestions that services [or these families need to be increased, in
particular the need for mental health services for all members of the fumily (Hankin, 2001)
and that rescarch needs to cvaluate outcomes of a family centred approach o0 ADHD

treatment (Kendall,1998).
4.8 Support for the siblings

All siblings had someone they viewed as a sougce of emotional support; in most cases this
was their mother. Friends and family members cutside of the house were also seen as a
source of support. Siblings also gave examples of the value of professional support; in
particular they mentioned medication for the child with ADHD. Two siblings also
mentioned professional support in the form of behavioural management techniques as
helpful for their families. The majority of siblings said they would value professional
support for themselves and the child with ADHD. Many siblings said they would like to
meet other siblings of children with ATDHD and some siblings said they would like to
attend a support group. Although the value of providing this sort of support for siblings of
children with ADHD has not been examined, support groups for siblings of chronically ill
children have found them to be beneficial (Court et al, 2003). Sihlings also thought the
child with ADHD would benefit from attending a support group. Research has found that
support groups for teenagers with ADHD are helpful. Participants were found to enjoy
laking part in group discussion and exercises to improve conflict resolution and
communication skills, At two year follow up, parents reported there had been

improvements in the children’s behaviour and compliance with community rules (Timumer,
1995).
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4.9 Siblings’ understanding of ADHD

All siblings described the behaviour of the child with ADHLY in relation to the clinical
picture of ADHD. However, understanding of ADHD varicd greatly across the sample
depending on the age of the sibling and whether the child with ADHD was currently being
attending a CAMIIS clinic. Several clder siblings mentioned the importance of heing given
information about the condition in order (o be able to cope with the behaviour of the child
with ADHD. Providing this support for siblings of children with ADHD has not been
examined but children with mentally ill siblings have been found to henefit from psycho-
social interventions to improve their knowledge of the condition and to develop their life
skills for coping in their family (Pitman & Matthey, 2004). These findings suggest that
siblings belicved in the medicalisation of the behaviour of the child with ADHD which
appeared to be reinforced by the child’s involvement with CAMHS. Given that ADHD is
not a universally accepted diagnosis, there is a tension between further medicalisation of
the behavioural problems of the child with ADHD by suggesting profcssional support for

their siblings.
4.10 Critique of the method

In quantitative research credibility of the data is established using the criteria of validity
and reliability. These measures are inappropriate for qualitative research and alternative
means (o assess the credibility of this data have been suggested (Barbour, 2001;Greenhalgh
¢t al, 1997;Malterud, 2001;Mays & Pope, 2000). This section will discuss the attempts that
were made to meet these standards including providing a detailed description of sampling,
data collection and analysis, examining the transferability of the data and acknowledging

the interviewer’s influence,
4.10.1 Data collection and analysis

Qualitative research takes an itcractive approach which involves:

“altering the research methods and the hypothesis as the study progresses, in
the light of information gleaned along the way. ” (Greenhalgh ct al, 1997)

‘The interview schedule was not formally piloted with the first few siblings in order to
rellect on any difficulties before modifying the schedule accordingly and using this version

for the remaining interviews. However, attempts were made fo maintain the flexible
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reflexivity of the qualitative approach throughout the process of data collection and
analysis. The interview schedule was piloted with a group of professionals working with
children with ADHD and their families. Conducting the interviews was an ilerative process
with the author reflecting on (he approach throughout the data collection period. The
author reflected on each interview once it had taken place to identify strengths and
difficulties of the interview schedule and interview technique. The scheduling of the
interviews gave the author the opportunity to reflect on each interview before conducting
the next interview. After each interview the author had the time to listen 1o the recording of
the interview several times during the process of typing and checking the transeription.
Initial difficulties in getting the siblings to talk, in particular the younger siblings, fed to
minor modifications in the interview technique rather than the interview schedule. 1n an
attempt to get the children talking more freely the author increased the amount of time
spent trying to establish a rapport with the child. This including spending a greater amount
of time getting to know the child, for example, finding out about what they liked doing
before starting the intexrview. Also as way of an introduction and giving a reason far
carrving out the interview with the sibling, the author shared that she was a sister so she

thought it was very important to speak to siblings in a family.

The data was collected in a systematic way using semi-structured inlerviews with the
mothers and siblings. Semi-structured interviews keep the focus of the gquestions on the key
issues but allow a degree of flexibility in the intcrvicw so that the researcher and
interviewee can develop unespected themes (Mason, 2002). The use of a qualitative
interview with siblings provided a valuable insight into the siblings’ pereeptions of living
with a child with ADHD. All of the siblings spoke [reely during the interview and none
appeared upset about discussing their experiences. Siblings appeared to welcome the
opporfunity to give their views on life at home. The semi-structured interviews used were
flexible enough to allow siblings to suggest their own priorities, for example, the use of
parental intervention as a management strategy of the child with ADIHD emerged from the

data.

Semi-structured interviews were selected for this study because they have found to be an
eftective way to elicit individual accounts of being a sibling of a child with ADHD (Doran,
1997;Kendall, 1999;Singer, 1997). Previous research with siblings of children with ADHD
has used interview methods exclusively and other qualitative methods such as observation
and focus groups have yet to be nsed with these participants. Due to the time and resource
constraints imposcd on this study, it was decided that observing sibling interaction was not

a feasible option. Research observations of the sibling pair in a laboratory setting might not
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provide a more accurate picture of the incidences of aggression behaviour as children with
ADHD have been found to behave better in “novel and highly structured situations”
(Schachar et al, 2002).

T order to collect the best data from the siblings, the interview technique used was based
on good practice for interviewing children suggested by various authors (IBackett-Milburn
et al, 2003;Davis, 1998;[Faux et al, 1988;Harden et al, 2000). However, semi-structured
intervicws create an artificial discussion on the topic and other methods could have been
used to encourage full engagement by the younger/less arliculate siblings. For example, the
Draw and Write Technique which gathers qualitative data in the form of pictures and
comments by asking children to draw a sertes of pictures and label them in response (0 @

series of questions (Wetton ef al, 1998).

In cstablishing credibility of the data collection, triangulation of data sources is important
(Mays et al, 2000). Tn this study triangulation of perspective was achieved by collecting
data on the mothers’ and siblings’ pereeplions of conllict in the sibling relationship and
comparing the results from both data sources. The collection of qualitative and quantitative
data achieved triangulation of methods. The qualitative findings were reflected in the
results of the quantitative data, for example, the children with ADHD who were rated
highly by mothers and teachers on the emotional and behavioural difficuliies
questionnaires were generally also the children perceived by siblings and mothers {o show

more aggression.

Although this study focused on the siblings’ perceptions of living with a child with ADHD,
mothers” perceplions on these sibling relationships werc an essential part of the study. As
discussed in the Methodology section, onty a small part of the interview with the mother
speceifically focused on sibling relationships and even though all available data from the
interview was used, this dala was limited. Although this resulted in a partial exploration of
the perceptions of the mothers, this data did indicate (hat this was an important subject for

[uture research.

Mothers were given the choice of the location of the sibling interview, which resulted in
some of the siblings being interviewed in the clinic and other siblings being interviewed at
home. As mothers rather than siblings decided the location, this might have had an impact
on the engagement of the sibling during the interview. Siblings might have been glad of the
privacy that being interviewed oul of the home gave them. On the other hand, they might

have fell less comfortable in the unknown surrounding of the clinic.
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Participant feedback and a lollow up interview were not carried out during this project.
Although this can be a validity check, it can also be criticised for producing another set of
potentially conflicting data as interviewees have their own individual concerns whereas the

researcher attempts to provide an overview (Mays et al, 2000).

Although this study aimed to examine siblings’ pereeptions of their relationships with the
child with ADHD it would have been interesting to also examine the perceptions of the
children with ADHD themselves and of fathers. Unfortunately time constraints did not

allow for these other family members lo be interviewed.
4.10.2 Transferability of data

Transferability of data refers to “the probability that study findings have meaning to other
in similar situations” (Streubert et al, 1999). Many aspects of the experiences described by
the families in this study are iikely to be common to all families of children with ADHD,
however, some of the ways these families related will be different due to different
influences, for example, the children with ADHD in this study were a clinical sample.
Although the results only give one account of the phenomenon and may not be
generalisable, the theory that is generated may be (Brown & Lloyd, 2001). The aim of
qualitative research is {o improve understanding of a topic, rather than generalise results to
a whole population (Tlolloway et al, 1996). With this in mind, attempts were made to
describe the sample using standardised questionnaire measures so that a coberent

explanation of the phenomenon under study could be given (Miles & Huberman, 1994).

This was a pragmatic sample of siblings due to time constraints of carrying out a Masters
project and the availability of participants. The main issues that came out of the interviews
have beon reported in this thesis but data saturation was not reached because the siblings
introduced other issues that could not be pursued in this study. Given that the sample
covered a broad age range and the semi-structured interview used was flexible enough to
allow the interviewees to suggest their own priorities, it is not surprising that all the issues

raised could not be explored more fully.

The sample was likely to be a representative clinical sample of children with ADHD as all
the children with ADHD had active symptoms of the disorder and scored above the cut-off
for clinical caseness for ADHD according to the mothers” responses to the Conners’ Rating
Scale (Conners, 1997) at the time of the study. Attempts were made to clearly describe the

sample so that there is the potential for the findings to be applied (o other samples with
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similar demographic and psychological profiles. The families in this sample had all
attended a parenting programme when their children were pre-schoolers and these families
were found to be doing better than the control families at one year follow up (Barton,
2003). Mothers could be using the skills that they leatnt in the programme to manage the
conflict in the sibling relationship so it must be taken into account that these families might
be still doing better (han a random sample of ADHD families. However, this does not seem
to be the case when the psychological functioning of these families was compated to the

porms in the literature (Lhompson et al, 2004).

Using a follow up sample could have a possible bias toward recruiting the children with
fewer problems because clinicians acted as gatekeepers to the sample. Reason for refusing
permission to follow up certain families was not given but one could be speculate that
families who did not take part in the research would be experiencing more difficulties.
However, the families who were followed up were experiencing considerable difficulties

so are likely to be a reasonably representative sample of the initial familics.

This samplc was mixed in terms of the child with ADHD currently sceing a CAMHS
clinician or not but there was no difference in terms severity of ADITD symptoms and
comorbidities between these two samples. The muajority of the families whose child was
not currently seeing a CAMHS clinician were also having considerable difficulties with the
child with ADHD and were receiving help from other sources, including Social Work and

Education.

4.10.3 Interviewer influences

The researcher has influence in retation to what they bring to the design of the study:

“in terms of pre-existing theoretical positions and how their presence daffects
the research process” (Brown et al, 2001).

The author carrying out this study developed an interest in siblings of children with ADHD
from working with children with ADHD and their mothers. This contrasts to a number of
the American researchers carrying out qualitative research that have a personal background
in ADHD (for example, mothers of children with ADHD or siblings of children with
ADHD). Both group of researchers bring different perspectives and influences to the

research agenda, and it is not suggested that one is better than another.
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Although the author was sympathetic to the siblings and the potential difficulties in their
home lives, the author attempted not to take the side of the sibling or the child with ADHD
and unduly influence the interviews. As a sibling herself, the author felt cmpathy with
some of the siblings but was aware of these feelings and reflected on them after each

interview.

Even though it was explained 1o the participants that the author did not come from a
service that could offer support, the mothers” previous experience of taking part in research
with this department involved being part of treatment group and having the support of
psychiatrists, nurses and teachers. It is possible that mothers may have cxaggerated theix
child’s difficulties in the erroncous view that this would encourage the author to provide
help. The author was often asked for advice but could only suggest to mothers that they
went to their General Practitioner for help. However, a positive aspect of the mothers and
siblings taking part in these interviewers was that several mothers were encouraged to seck

help from professional services.

Qualitative interviews gave a further knowledge into the experience of these siblings that
would have been gained with questionnaire methods. The participaats had an influence on
the research agenda as any new themes they raised were introduced into the next interview.
This method was able clicit information that had not described in previous research, for
example, siblings initiating aggressive behaviour, and that went beyond the author’s

hypotheses, for example, the use of parental intervention as a management stratcgy.
4.11 Implications for future research

Study participants were selected based on being able and interested in cxpiessing their
experiences of living with ADHD. A replication of this study using theoretical sampling to
obtain a wider ranging sample, for example, sampling for siblings of girls with ADHD or

using a smaller age range of siblings, could add credibility to the findings.

Tt is hard to separate whether siblings of children with ADHD are experiencing difficulties
due to the nature of ADHD in their sibling or because of maternal influences such as
depression, parenting stress or maternal ADHD. Parenting stress was examined in relation
to the mothexs’ perceptions of her relationship with the child with ADHD and not in
relation to perceptions of her relationship with the sibling. This study focused on the

relationship between the child with ADHD and their sibling but did not examine sibling-
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mother relationships. Mother-sibling relationships in families with children with ADHD

need to be Turther examined.

The influence of fathers was not specifically examined in this study, although (hey appear
to play a part in the management of the child with ADHD. This support needs to be
examined, both in terms of the support given to siblings and to mothers. An examination of
the full complexity of fumily relationships {including the father) will be a task for future

research.

Siblings expressed an interest in receiving more information about ATYHD, in mceting
other siblings of children with ADHD and attending a support group. Siblings also
expressed views that the children with ADHD themselves could benefit from these
interventions, Further research could develop these ideas, perhaps using focus groups with
siblings to design interventions and testing such interventions in randomised controlled

trials.
4.12 Implications for clinical practice

This research found that the severily of the child’s ADHD symptoms and the incidence of
conduct problems are related to higher levels of aggression within the sibling relationship.
This study confirms the views of several authors (Evetett et al, 2001;Kendall, 1999) that
ADHD is a tamily affair and that all family members need to be taken into account.
Assessment of the whole family is recommended as siblings may themselves have
considerable difficulties, which get lost in the families” difficuities. Ideally, clinicians
should interview the whole family including siblings and treat other family members as
necessary. Howcver, if this is not possiblc then clinicians need to ask mothers about sibling
relationships, in particular aggression between siblings. This research tound that mothers
and siblings had very similar views on the negative aspects of the sibling relationship and
therefore mothers in these families could have a greater role as advocates for the siblings.
Difficulties in the sibling relationship were reflected in mothers” and teachers” accounts of
the child with ADHD having comorhid conduct problems. Questionnaires could be

routinely used to collect this useful information.

Even though their intervention was not always successtul, mothers played an important
role in the management of aggression between siblings. Mothers recognise aggression in
the sibling relationship but need to be supported in developing more effective inlervention

strategics. As mothers arc scen as a source of support for siblings, mothers need to be




Amanda Burston, 20056 Chapter 4, 74

supported themselves. Mothers also need to be routinely screened for emotional problems

such as depression, parenting stress and for ADHD.

Siblings were kcen to take part in the research and many welcomed the opportunity to
cxpress their views. Several tatked about the need for information and how siblings should
be given the opportunity to talk to a professional about ADHD. Several siblings expressed
an interest in meeling other siblings of children with ADHD. While some siblings were
interested in a support group for themselves, as well as for the child with ADHD. These
groups have been found to be helpful to siblings of children with other chronic conditions
(Lobato & Ko, 2002). There is a need to offcr this kind of support for both children with
ADHD and their siblings.

4.13 Summary of discussion

ADHD is onc of the most common psychiatric disorders in the UK and has been found to
have a significant ncgative impact on the child itseif and their parents. This study
attempted o examine the siblings’ and mothers’ perceptions of the sibling relationships

within families with ain ADHD child in a British clinical sample.

‘This study has found that living with 4 child with ADHD appears to have a significant
impact on siblings. This impact is not necessarily in terms of significant emotional and
behavioural difficulties measured by standardised questionnaires measures, in fact the
siblings appear to be doing much better than expected. However, talking to the siblings
revealed that they were experiencing considerable levels of aggressive behaviour from the
child with ADHD. Siblings attemptcd to manage this confliet with help from their parents
and by avoiding the child with ADHD, but many siblings found retaliatory aggression the
most successful strategy. It may be that retaliatory aggression minimises the psychological

impact on siblings, while maintaining aggression in the family.

Mothers showed insight into the difficulties that the siblings were having with the child
with ADHD and in many cases wanted to be advocates for the siblings. The impact of
ADIHID in the family needs to be actively explored by clinicians and the psychological
functioning of siblings examined. Mothers need to be helped to be a source of support for
sibiings in the home, including a routine examination of their own psychological
difficulties.
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5 Appendices

Appendix 1 Mothers’ Information Sheet

Follow up of mothers and children involved in the Pre-School Overactivity
Programme

You are being invited to fake part in a research study. Before you decide it is important
for you to undersiand why the research is being done and what it will involve. Please take
time to read the following information carefully and discuss it with others if you wish., Ask
us if there is anything that is not clear or if you would like more information. 1ake time to
decide whether or not you wish o take part.

What is the purpose of the study?

Some years ago you and your child attended the Pre-School Overactivity Programme
(POP) at the Department of Child and Adolescent Psychiatry, Yorkhill Hospital. You may
remember that we were trying to find out whether these treatment groups were helpful to
families. We would like to see vou and your child again to find out how things have turned
out for you and your family since the group ended. If you have other children living in
your household (including step children) we would also like to inferview the brother or
sister closest in age to the child who attended POP,

Why have 1 been chosen?
All the mothers and children who attended the POP are being invited to take part in this
study. We hope to study approximately 60 tamilies.

Do I have to take part?

No. Itis up to you to decide whether or not to take part. If you do decide to take part you
will be given this inlormation sheet to keep and be asked to sign a consent form. If you
decide to take part you are still free to withdraw at any time and without giving a reason.
A decision to withdraw at any time, or a decision not to take part will not affect the
standard of care you or your child receives.

What will happen if we agrec to take part?

We would like to visit you and your child at home. We will ask you to fill in some
questionnaires about your child’s behaviour at home and school and then ask you some
motc detailed questions about how you and vour family are getting on. Your child will be
asked some questions about how they are getting on at home and school and to complete
some questionnaires. With your permission we would like to audio-tape your interview and
the interview with your child, The visit should take approximately one and a half hours and
you will be given breaks as you need them. We would like to write Lo your child’s
teacher(s) to ask them to complete a questionnaire about how your child is/are getting on.
We would also like to look at your child’s case files to see how they have been getting
along and to see how things were for you both when you attended POP. All information
which is collected as part of the study will be kept private.

What do we have to do?

Neither you nor your child need to do anything different or special because you are taking
part in this study. If your child is taking medication then they should continuc taking it as
normal, -
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What are the side effects of taking part?
There are no side effects for either you or your child from completing our interview or
questionnaires.

What are the possible disadvantages and risks of taking part?
The onc disadvantage is the time spent being interviewed and completing the
questionnaires.

What are the possible benefits of taking part?

While there i8 no direct benefit to you or your child from taking past in this study, we hope
that this study will help us find out more about the long term effectiveness of the POP and
how ADHD affects familics, which might heip others in the future.

What if new information becomes available?

Sometimes during the course of a research project, new information about the condition
that is being studied becomes available. If this happens, your rescarch doctor will tell you
about it and discuss with you whether you want to continue in the study. If you decide to
continue in the study you will be asked to sign a new consent form updated with this new
information.

What happens when the research study stops?
Your child will continue to be scen by their doctor or General Practitioner.

What if something goes wrong?

If you have any concerns about how you, your child, or another family, is treated during
the course of this study, please let us know and we will try to help. In addition, you can
make a formal complaint to Yorkhill NHS Trust or the University of Glasgow in the usual
way.

Will our taking part in our study be kept confidential?

All information that is collected about you and your child during the course of the research
will be kept strictly confidential. Study records will be kept safe in our department, and
only study staff will have access to them, We will ask your permission to disclose any
relevant information you give us to your child’s General Practitioner and/or other clinician
as appropriate.

What will happen to the results of the research study?

We hope to present our findings at academic meetings, and publish the results of this study
in an acadermic journal as soon as possible after the end of the study. Please contact us it
you would like a copy of the published results. We will ensure that no member of your
family can be identified in any report.

Who is organising and funding the research?

The study will be based within the Department of Child and Adolescent Psychiatry,
Yorkhill NHS Trust. The research is being supported by Yorkhiil NHS Trust and the
University of Glasgow.

Who has revicwed this study?
This study has been reviewed by Yorkhill Research Ethics.
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Contact for Further Information
If you would tike more information about this study, pleasc contact:

Amanda Burston or Dr Helen Minnis

Research Assistant Senior Lecturer

Child and Adolescent Psychiatry Child and Adolescent Psychiatry
Glasgow University Glasgow University

Caledonia TTouse Calcdonia Housc

Yorlkhill Hospital Yorkhill Hospitaf

Glasgow G3 88J Glasgow G3 85]J

Telephone: 0141 201 0217 Telephone: 0141 201 0223/8

If you decide to participate in this study, you will be given a copy of this information sheet
and a signed consent form to keep.

Thank you for taking the time to read this information sheet.

16 February 2003
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Appendix 2 Siblings’ Information Sheet

Follow up of mothers and children involved in the Pre-School Overactivily
Programme

You are being invited to take part in a research study. Before you decide if you would like
to take parr, it is important for you to understand why the research is being done and whal
it will involve. Please take time fo read the following information carefully and discuss it
with others if you wish. Ask us if there is anything that is not clear or if you would fike
more information. Tuke time 1o decide whether or not you wish to take part.

What is the study about?

A few years ago your Mum and your brother or sister came 10 a group called the Pre-
School Overactivity Programme (POP) at the Department of Child and Adolescent
Psychiatry, Yorkhill Hospital. We would like to see you, your Mum and your brother or
sister to find out how things have (wrned out for your tamily since the group ended.

Why have I been chosen?

All the mums and children who took part in POI” are being asked {o take part in this study.
We would also like to meet the brothers and sisters of these families. We hope to see 60
families.

Do 1 have to take part?

No. It is up to you to decide whether or not to take patt. If you do decide to take part you
will be given this information sheet o keep and you will be asked to sign a consent form.
If vou decide to take part you can change your mind at any time, without having to tell us
why. If you do decide to “pull out”, you will still get any help you need from your clinic or
vour General Practitioner.

What will happen to me if I take part?

We would meet wilth you, your Mum and your brother or sister and ask you to {ili out some
questionnaires and answcr some questions about how you are feeling and how you are
getling on at home and school. This should take about one and a half hours but you can
take breaks when you need them. While you are doing this, your mum will fill out some
questionnaires and answers some guestions about how she is [eeling and how you are
getting on at home and school. We would like your brother or a sister to fill out some
questionnaires about how they are fecling and how you are getting on at home. If you
agree we would like to tape record what you say so we can listen to it again later to malke
sute we have got what you suid. All the information which is collected as part of this study
will be kept private. You will not nced to do any special blood Lests or other medical tests
for this study.

What do T have to do?
You do not need to do anything different or speciul because you are taking part in this
study. If you are taking any medication then you should take it as usual.

What are the side cffects of taking part?
Therc are no side ¢ffects from being interviewed.

What are the possible disadvantages and risks of taking part?
The one disadvantage is time spent being interviewed.
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Can taking part help me?
This study will not help you but we hope that this study will help us find out more about
whether the POP was helpful, which might help others in the future.

What if new information becomes available?

Sometimes while a study is going on doctors [earn new things about a problem or
condition. If this happens, we will tell you about it and discuss with you if you want to
carry on in the study or if it is best that you stop. If you do carry on, we will ask you to
sign a new consent form.

What happens when the research study stops?
The dactors you see at the clinic or your General Practitioner will still take care of you.

What if something goces wrong?
If you are worried or upset about the way you are {reated during this study, please tell your
parent, carcr or another adult you trust. They can help you complain and stop the problem.

Who will get to know about me and my problems?
Al} information that we collect about you and your family will be kept safe in the hospital.
We will always ask you if it is OK before we tell anyone else about your problems.

What will happen with the information that you find out in the study?

Once the study is finished, we will write a report so that other doctors can lean from it. If
you like, we can also let you and your family know what we have found out. We will not
put your name in the report and we will make sure that nobody will be able to tell anything
about you or your family from the report we write.

Who is running the study?
The project is being run by doctors from Yorkhill Hospital in Glasgow.

Who has checked over this study?

Yorkhill Research Ethics committee has checked this study. This is a group of people with
lots of different jobs, who try to make sure that children and their families are not hunt by
helping with research.

Contact for Further Information
If you would like more information about this study, please contact:

Amanda Burston or Dr Helen Minnis

Research Assistant Senior Lecturer

Child and Adolescent Psychiatry Child and Adolescent Psychiatry
Glasgow University Glasgow University

Caledonia House Caledonia House

Yorkhill Hospital Yorkhitt Hospital

Glasgow G3 88J Glasgow G3 85/

Telephone: 0141 201 0217 Telephone: 0141 201 0223/8

If you decide to take part in this study, you will be given a copy of this information sheet
and a signed consent form to keep.

Thank vou for taking the time to read this information sheet.

16 February 2003
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Appendix 3 Mothers’ Consent Form

Follow up of mothers and children involved in the Pre-School Overactivity
Programme

Please tick box

1. 1 confirm that I have read and understood the information sheet (16/02/03)
for the above study and have had the opportunity to ask questions.

2. | agree to my interview being tape recorded and understand that this
information is confidential and that no identifying information will be used.

(a2

I understand that my participation and the participation of my child(ren) is
voluntary and that we are free to withdraw at any time without giving any
reason, without our medical care or legal rights being affected.

4. I agroe to take part in the above study. I give permission for my child
( } to take part in the above study.

5. lunderstand that sections of my child’s ( ) medical notes may be
looked at by responsible individuals from (his study where it is relevant to
my taking part in research. 1 give permission for these individuals to have
access to my child’s ( ) records.

6. Tagree that a questionnaire will be sent to my child ( )’s teacher,

7. I give permission for my child ( ) to take part in the above study., .

8. I agree thal a questionnaire will be sent to my child { )’s teacher,

Name of parent Date Signature

Name of person taking consent Date Signature
(if different from rescarcher)

Witness Date Signature

8 April 2003 Version 2
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Appendix 4 Siblings’ Consent Form

Follow up of mothers and children involved in the Pre-School Overactivity
Programme

Please tick box

1. 1have read and understood the information sheet and asked the questions
that [ wanted to.

2. Tknow I can stop the study at any time.

I agree that my mum can be asked questions about me.

(V5]

4. 1agree that my brother/sister can be asked questions about me.

5. Tagree to the interview being tape recorded and understand that this
information will not be shared with anyone else and that nobody will be
able to tell anything about me or my family from this information.

6. Iagree that a questionnaire can be sent to my teacher.

7. Tagree to take part in the above study.

Naine of sibling Date ~ Signature

Name of person taking consent Date Sigmature
(if different from researcher)

Witness Date Signature

16 February 2003 Version 1




Appendix 5 Siblings’ semi-structured interview

Introduction

Evcryone lives in different kinds of family. Who lives in your family?
Tell me about your family. How does everyone get on?

Living with brother/sister

What i3 it like living with your brothet/sister?

What are the best parts? What are the worse parts?

All brothers and sisters fight sometimes. What about quarrels and fights with your

brother/sister? How often has that happened in the last week?

Is that how often it usually happens?

Perceptions of other sibling relationships

Do you have any friends with a younger/older brother/sister?

Do you think your life is different from theirs? In what way?

Beliefs about ADHD

Why does your brother/sister come fo the clinic/hogpital to see the doctor?

What is ADHI/ Hyperactivity?

What is it like living with a brothey/sister with AD11D?

What helps you and vour family manage your brother/sister’s ADHD?

What do vou tell other people about your brother/sister’s ADHD?
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Social support

Do you know any other children who have a brother or sister with ADHD? If yes, tell me

about that. If no, would you like t0? Why?

Does vour family go to a group for families with an ADHD child? If yes, tell me about it.

I no, would you like to? Why?

What do you do when have a problem or you are upset?

What or who helps vou the most?

Is there any other help you’d like?

What do you think parents, teachers, doctors and other “professionals” could do for

brothers and sisters of children with ADIID?

Closture

Is there anything else you want to talk about or that you think is important for me to know?




Appendix 6 Mothers’ semi-structured interview

What about quarrels and fights between (child with ADHD) and (sibling)?
Do the children tend to quarrel a lot?

Over what sort of things, for example?

Do they tease each other?

‘Who comes out worse?

Do they fight?

What happens in the fights?

Does someone usually get hurt?

Or do things get broken?

In the last week have they done anything like that?

Questions from the Parental Account of Children’s Symptoms (Taylor et al 1986)
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