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Additional Information Concerning the Research

Section 4 of this thesis, the empirical research paper, was conducted as part of a larger

on-going research project involving families of children with autism. The overall project
formed part of a PhD thesis for Mike Petalas on siblings of children with autism, and

was supervised by Professor Richard Hastings (Professor of Psychology), Dr. Alan

Dowey (Clinical Psychologist) and Dr. Susie Nash (Research Officer). In addition, the
project incorporated two DClinPsy theses for Louise Hall and Helen Joannidi, which

were supervised by Professor Richard Hastings.
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Titlc: Mother-Child Relationships and Expressed Emotion in Families of Children
with Autism

It has been suggested that deficits in emotional and social reciprocity may prevent
children with autism from forming secure relationships to their mothers. The limited
rescarch available suggests that whilst children with autism can form relationships with
the mother, they tend to experience a poorer quality relationship than typically
developing children or children with intellectual disabilities.

Expressed emotion (EE) 1s a measure of the emotional relationship between parent and
child. EE can be divided into two constructs; criticism and emotional over-involvement
(EQI). In the present study 100 mothers of young children with autism completed
questionnaire measures of maternal wellbeing (stress, mental health) and child
charactenstics (severity of autism, pro-social and problem behaviour). Measures of child
adaptive behaviour and maternal EE and warmth were collected during interviews with
mothers. In 82 cases mothers also completed problem behaviour, EE and warmth
measures for a typically developing sibling to the child with autism. The results
indicated that criticism was associated with matemal stress and child behaviour
problems. EOI was not significantly related to any maternal wellbeing or child variables.
Warmth, however, was associated with the severity of the child’s autism. Comparisons
between sibling pairs indicated that mothers were more critical towards their child with
autism than to the typically developing sibling. A marginally significant difference was
also found for warmth, indicating that mothers were less warm towards their children
with autism. Children with autism, therefore, appear to experience a poorer quality of
mother-child relationship than their typically developing siblings. Implications for
reducing EE and improving the relationship are discussed. As this is a relatively under

researched area there is a clear need for further research to fully inform interventions.
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SECTION ONE - ETHICS PROPOSAL



. Title of project

The Autism Families Research Study

2. The potential value of addressing this issue

The goal of the forthcoming cross-sectional investigation is to add to the
current literature base reporting on the adjustment of parents of children with autism
and parent-child relationships in families of children with autism.

There 1s a growing literature on the adjustment of families of children with
autism. Research indicates that parents of children with autism report high levels of
stress and, when compared to other parents, appear to be at increased risk of
psychiatnic disorder (Duarte, Bordin, Yazigi & Mooney, 2005; Yirmiya & Shaked,
2005). A theoretical understanding of how each parent adjusts to the specific
challenges associated with raising a child with autism will help inform support
packages. Currently there are few studies that have compared mother and father
well-being and explored factors which contribute to the gender differences in
adjustment.

Within developmental psychology the mother-child relationship is considered
important for a child’s social and emotional development (Bowlby, 1969; 1980).
Few studies have investigated famihal relationships or correlates of relationship
quality within families of individuals with autism. Specifically, there is a notable
absence of this kind of research involving school-aged children with autism.

The results of the proposed study will add to the research investigating the
familial adjustment and relationships in families of children with autism. The longer-

term aim 1s to use these results to inform the development of support interventions



tor families of children with autism grounded on a solid theoretical base. This aim is

to be achieved through collaboration with the National Autistic Society.

3. Brief background to the study
Parents of Children with Autism

Research with families of children with developmental disabilities has
provided evidence for the adverse affects that raising a child with a disability can
exert on the parents (Baker et al | 2002). Furthermore, studies comparing parental
levels of stress between parents of children with different diagnoses have shown
parental distress to vary as a function of the type of the child's disability, with
mothers and fathers of children with autism reporting significantly more stress than
parents of typically developing children, children with Down syndrome, other
developmental disorders, chronic illness, or children from a psychiatric outpatient
facility (Donovan, 1988; Dumas, Wolf, Fisman, & Culligan, 1991; Holroyd &
McArtur, 1976; Kasan & Sigman, 1997; Koegel et al., 1992: Konstantareas. 1991:
Konstantareas, Homatidis, & Plownght, 1992; Sanders & Morgan, 1997; Wolf, Noh,
Fisman, & Speechley, 1989).

A study by Hastings et al (2006) looked at stress in mothers of children with
autism at two time points, which were two years apart. At the first data collection
point, the mean scores of mothers of children with autism on the PSI Parental
Distress scale were significantly higher than those of mothers of children with other
developmental disorders. This was also the case at the second time point, showing
that parents of children with autism may suffer from lasting stress.

There has not been so much research conducted on father’s adjustment to

having a child with a learning disability or developmental disability. Rodrigue et al



(1992) looked at psychosocial adaptation of fathers of children with autism, Down'’s
syndrome and normal development. The results showed that fathers of children with
autism or Down'’s syndrome used wish-fulfilling fantasy and information seeking as
coping strategies more frequently than fathers of normally developing children.
Fathers of boys with autism also reported more family cohesion than fathers of girls
with autism. Interestingly, a positive result was that no difference between fathers of
normally developing children and fathers of children with autism in parenting
satisfaction was shown

A few studies have compared the experiences of mothers and fathers raising
children with autism. Hastings & Brown (2002) looked at both mothers and fathers
of children with autism, their self-efficacy and mental health. Results showed that
self-efficacy mediated the effect of child behaviour problems on mothers' anxiety
and depression, but there was no evidence that 1t functioned as a mediator for
fathers. In addition, there was evidence that self-efficacy moderated the effect of
child behaviour problems on fathers' anxiety, but not for mothers. A study by Moes
et al (1992), looking at stress profiles for mothers and fathers of children with autism
showed that mothers reported significantly more stress than fathers, with a pattern
suggesting that stress may have been related to the differing responsibility assigned
to child reaning for each parent. A qualitative study by Gray (2003) looked at the role
of gender and coping amongst parents of high functioning children with autism. The
results showed that fathers reported that their child’s autism did not impact on them
personally, and that there was a more indirect impact though their wives. Fathers
also commented that working hard helped to lessen the impact of having a child with

autism.



Some of the factors involved in differences in adjustment to having a child
with autism have been discussed. However, research has been published into
additional factors that may be involved. Factors that have been investigated include:
child behaviour problems and their relation to parental mental health (Baker at al,
2003 Hastings, 2003;), support in the form of parenting skills training and its
relation to parental mental health, (Tonge et al, 2006), coping styles and techniques
(Tunah & Power, 2002; Gray, 2006), self-efficacy (Kuhn & Carter, 2006) and
personality factors (Ghdden et al, 2006).

Finally, there may be an interaction between family factors and other factors
associated with parental adjustment to having a child with autism. Hastings et al
(2005) performed a systematic analysis of relationships between child, partner and
parent vanables associated with parental stress and mental health for parents of pre-
school children with autism. Results showed that paternal stress and positive
perceptions were predicted by maternal depression. In addition, maternal stress was

predicted by their children’s behaviour problems and by their partner’s depression.

FExpressed Emotion and Maternal Warmith

Expressed Emotion (EE) can be conceptualised as a measure of the emotional
relationship between parent and child (Hastings et al, 2006). More specifically, 1t can
be used to measure the levels of crniticism and emotional over-involvement that one
family member expresses in relation to another. In order to better understand EL as a
measure of the parent-child relationship, researchers in learning disabilities and
autism have focused on investigating the various child and parental factors

associated with EE (Dorretor, Nicol, Stretch & Rajikhowa, 1994; Beck, Daley,



Hastings & Stevenson, 2004; Hastings et al, 2006; Orsmond, Seltzer, Greenberg &

Wyngaarden Krauss, 2006, Greenberg, Seltzer, Hong & Orsmond, 2006).

Dorretor, Nicol, Stretch and Rajikhowa (1994) found that high levels of
maternal EE were more evident in families of children with intellectual disabilities
when the child has more pronounced behavioural difficulties. Furthermore, they also
found that less severe functional impairment in the child was associated with high
levels of cniticism whereas emotional over-involvement was associated with more
severe functional impairment. In terms of parental factors, high EE was associated
with poorer maternal psychological well-being, poorer quality of the marital
relationship and less social support. A more recent study found that EE (criticism
only) was cross-sectionally, but not longitudinally, related to maternal stress and
child behaviour problems (Hastings et al, 2006).

Beck et al (2004) sought to investigate the relationship between EE and child
and parental factors further by exploring maternal EE towards two children; a child
with learming disabilities and their typically developing sibling. They suggested that
a difference in maternal EE towards the child with learning disabilities and their
sibling would suggest EE was determined primarily by child factors. No difference
would suggest EE was more of a maternal charactenstic. Findings indicated that
mothers displayed higher EE towards the disabled child, supporting the suggestion
that EE 1s pnmanly influenced by child factors.

Researchers in autism have recently begun to investigate the relationship
between maternal EE and symptoms of autism and behaviour problems in adolescent
and adult offspring (Greenberg et al, 2006). Greenberg et al (2006) found that high

levels of EE were related to increased severity of child behaviour problems and an



intensification of autistic symptoms (1.¢. impairments in reciprocal social interaction)
in individuals with autism over time. However, 1n their study of maternal EE towards
children with learming disabilities (some of whom also had autism), Hastings et al
(2006) tarled to find longitudinal evidence to suggest that EE predicted behaviour
problems over time

Other researchers have investigated levels and correlates of maternal warmth
in famihies of adolescents and adults with autism. Maternal warmth is a positive
measure of mother-child relationship quality. It 1s judged to be high or low based on
the mother’s tone of voice, spontaneity of speech and the amount of concem
demonstrated when talking about her child. In the only published study to
vestigate maternal warmth in this population, Orsmond et al (2006) found that low
warmth was related to higher rates of child behaviour problems and more maternal

SIress.

4. The hypotheses
Aims of the research Predictions

The first aim of this study 1s to explore correlates of parental adjustment
outcomes. Variables that will be investigated in relation to parental adjustment will
include; family demographics, satisfaction with the marital relationship, parent
psychological well-being and stress, parental positive perceptions of raising a child
with autism, seventy of the child’s autism, behaviour problems and level of adaptive
skills.

A further aim of the proposed study was to investigate the nature of the
emotional relationship between parents and their children with autism, by examining

levels of parental EE and warmth and exploring associations between parental EE



and warmth and vanious child and parent vanables. Parental variables addressed by
the study will include; family demographics, parent’s psychological well-being and
stress. Child vanables will include seventy of the child’s autism and behaviour
problems and level of adaptive skills. Comparisons between parental EE towards the
child with autism with maternal EE towards the typically developing sibling will be
made to determine whether EE 1s pnmanly influenced by child or parental factors.
Due to the mixed findings from studies, we make no specific predictions on

the direction of effects in this part of the study.

S. Participants: recruitment methods, age, gender, exclusion/inclusion criteria
The proposed study 1s being conducted in collaboration with National
Autistic Society (NAS). Participants for the proposed study will be recruited with the
help of the NAS. This research will be carmed out in conjunction with two projects

from the North Wales Chinical Psychology Programme with a specific focus on
parental adjustment. Lowse Hall 1s a Trainee Clinical Psychologist; the aim of her
research 1s to compare parents' EE for their child with autism with their EE for their
child without autism. Parental and child factors associated with EE will also be
vestigated. Helen Joannidi 1s a Trainee Chinical Psychologist; the aim of her
research 1s to investigate the adjustment of parents/carers raising a child with autism.
Information about the study, invitations to participate and contact detail
forms will be prepared by the research team and given to the NAS to distribute
amongst families registered on their Help' database (currently approx. 1000
families). The inclusion criteria for families in the study will be: families must have

a child with a formal diagnosis of an Autistic Spectrum Disorder (ASD) aged 3 — 17

"Help is a NAS family support programme



years, at least one parent or guardian (1.¢. pnmary caregiver, typically females
‘mothers) and, where available, secondary care-givers (1.¢. males/fathers) and a
typically developing child (sibling to the child with autism) aged 3 — 17 years. In
famihes with more than one typically developing child, the sibling data will be
collected from the sibling nearest in age to the child with autism.

Those families who fit the inclusion critena and are interested in participating
will then be asked to complete and return contact details and a consent form for the
researcher to contact them by phone, to the School of Psychology, University of
Wales, Bangor. Following this, families will be sent a questionnaire, an information
pack and consent forms. Those that have consented to the telephone interview will
be contacted by a member of the research team for an interview, lasting
approximately 45 minutes. Our aim will be to recruit 200-300 families of children
with autism. We aim to send invitations to approximately 1000 families. From these,
a response rate of approximately 40% 1s expected based on previous similar studies
(400 families). From the 400 families who are estimated to agree to take part in the
study, 1t 1s expected that 70% of these will actually return questionnaires (280
families). It 1s expected that fewer secondary caregivers (typically the fathers) will
participate than primary caregivers.

Written consent for telephone contact will be sought when parents receive the
initial invite. Oral consent to conduct and record the telephone interview will be
obtained at the start of each interview. Once parents have returned the initial consent
and contact form stating that they are willing to participate in the research, written
consent will be sought a second time (when families will be asked to give their

consent for us to use the information they provide for research) for the



questionnaires and for recording the telephone interview. Written consent will be

obtained from all participants completing measures.

6. Research design

A cross-sectional postal survey design will be used. Questionnaires
containing the vanous measures and forms described below will be mailed to the
families for completion by primary caregivers and secondary caregivers. The
measures are designed to access various aspects of parental adjustment as well as
gaining demographic details about the family and information about the child with
autism (1.¢. formal diagnosis, autistic symptoms, level of disability/adaptive skills
and behavioural problems). Parents will also be invited to participate in a telephone
interview to complete a measure of adaptive behaviour for the child with autism and
a speech sample for the child with autism and the typically developing sibling (for
coding EE).

Following participant recruitment as descrnibed above, participating families
will be sent questionnaire and information packs consisting of a range of measures to
be completed by pnimary care-givers and secondary care-givers (see Measures
section below). The measures are designed to access various aspects of parental
adjustment as well as gaining demographic details about the family and information
about the child with autism (1.¢. formal diagnosis, autistic symptoms, level of

disability/adaptive skills and behavioural problems).

Primary caregivers will be asked to provide information in the following areas:
* The child with autism — behavioural and emotional adjustment, diagnosis,

adaptive behaviour and autistic symptoms

10



* The primary caregivers own mental health, mantal relationship (dyadic
adjustment), stress and positive experiences of their child with ASD.
* And speech samples for coding EE toward their typically developing child

and their child with ASD.

Secondary caregivers will be asked to provide information on:
* Mantal relattonship (dyadic adjustment)
* Mental health
* Stress
* Positive expeniences of their child with ASD.

* Behavioural problems of their child with autism

7. Procedures emploved

Imitially all famihies identified through the NAS will be sent information on
the aims and objectives of the project and an invitation to participate in the research
(see appendix 1). A contact form (see appendices 1 & 2) will be included where
families will be asked to fill in their contact details and consent to being contacted by
the research team.

Once contact forms have been returned, participating families will be sent
questionnaires for primary carers to complete (see appendix 3). If there 1s a
secondary carer in the family they will receive an identical set of questionnaires.
Questionnaires will be posted to families, accompanied by an information form and
consent forms for participants to complete (see appendix 4). Families will be asked
to complete questionnaires and forms and return them by a specified date, to the

researchers at the School of Psychology, University of Wales, Bangor, using the

11



enclosed stamped addressed envelope.

Once questionnaires and consent forms have been returned the researchers
will then contact participating famihies for stage two of the research study. This
involves telephoming families and interviewing with the pnimary caregiver (probably
the mother). Durning this interview the primary care-giver will be asked to give two
Five Minute Speech Samples (FMSS), one for their child with autism and one for
their typically developing child. The FMSS’s will involve participants speaking
about their relationship for five minutes for each child, and will be recorded using a
digital recorder, for which famihies will have given written and oral consent.
Following this they will complete the Vineland Adaptive Behaviour Scale - 2™
Version (VABS I1) (Sparrow et al, 2005) in relation to their child with autism.

Any families who fail to return the participant packs by the specified date
will receive a letter prompting them to return the questionnaires (see appendix 5)
Any families that need to be followed up for missing or unclear information that they
may have provided, will also be informed that they will receive a telephone call
(provided the families have consented to being contacted in this manner via the
contact sheet) to clanfy their responses in certain areas.

Once data analysis has been completed these families will receive a summary

report of the findings of the study.

8. Measures employed
Demographics Questionnaire

All families will be asked to complete a questionnaire to obtain basic
demographic information including: age and gender of caregivers and children,

marital status of caregivers, number of adults and children in household, educational

12



level of caregivers, occupational status of caregivers, diagnosis of child with ASD,
additional impairments and diagnoses of child with ASD, placement of child with
ASD, socto-economic status of family, ethnicity of family, and schools attended by

both children (see appendix 3).

Measures for primary caregiver to complete:

Social Communication Questionnaire

The Social Communication Questionnaire (Berument, Rutter, Lord, Pickles,
& Bailey, 1999) 1s an autism screening instrument, which was previously known as
the Autism Screening Questionnaire (ASQ) (see appendix 6). It was developed in
response to the need for a rehable and valid screening instrument that 1s based on the
current diagnostic cnteria for autism and which can be used with all age groups. It is
a 40-1tem questionnaire based on the original Autism Diagnostic Interview - Revised
(ADI-R) algorithm used for ICD-10 and DSM-IV diagnosis of autism. The ASQ has
good discriminative validity with respect to the separation of PDD from non-PDD

diagnoses at all 1Q levels, with a cut-off of 15 proving most effective.

Strengths and Difficulties Questionnaire (SDQ)

The Strengths and Dithiculties Questionnaire (SDQ; Goodman, 1997) will be

used as a measure of children’s” behavioural and emotional adjustment (both for the
child with autism as well as the typically developing sibling) (see appendix 3). This
questionnaire measures 4 problem domains (emotional problems, conduct problems,
hyperactivity, and peer problems) as well as prosocial behaviour. Dimensional
scores on each of the SDQ domains can be obtained by adding up the scores on

items on each domain (a total difficulties score can be derived by summing the

13



scores of the four problem domains). In addition, cut-off scores that suggest clinical

levels of symptoms across the five domains are available.

The Hospital Anxiety and Depression Scale

The Hospital Anxiety and Depression Scale (HADS) (Zigmond & Snaith,
1983) was constructed to allow a quick measure of depression and generalised
anxiety 1n hospital settings, but 1t has been widely used in outpatient and community
research (see appendix 3). It has also been used specifically to measure anxiety and
depression in parents of children with autism (Rydebrandt, 1991; Hastings, 2003).
The HADS contains 14, four-point items, with seven assessing depression and seven
assessing anxiety. The anxiety and depression sub-scales have been shown to be
internally consistent (Mykletun et al, 2001). The scale was chosen for the study due

to its previous usage 1n associated autism research, its acceptance as a valid and

reliable measure. and because of 1ts relative briefness to administer.

The Dyadic Adjustment Scale — Short Form (DAS-7)

The DAS (Spanier, 1976) 1s a 32-item measure in a variety of response
formats developed to measure dyadic adjustment (see appendix 3). The measure has
four subscales: Dyadic Consensus, Dyadic Satisfaction, Dyadic Cohesion and
Affectional Expression. Graham et al (2006) found that the Dyadic Cohesion,
Consensus, and Satisfaction subscales had scores of acceptable internal consistency,
but that the Affective Expression subscale was found to produce scores with poorer

Cronbach’s alpha across studies. The DAS is possibly the most widely used measure

of relationship quality in social and behavioural sciences research. Spanier (1985)
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noted that the DAS had been used 1in more than 1.000 studies. The Abbreviated
version of the Scale (DAS-7) has seven items and has been shown to have good
construct vahidity (Hunsley et al, 2001). The DAS-7 was chosen for the study due to

the small number of 1tems and the vahdity of the scale.

The Questionnaire on Resources and Stress (QRS — F) - Parent & Family Problems
Subscale (Short Form)

The Questionnaire on Resources and Stress for Families with Chronically 111
or Handicapped Members (QRS) (Holroyd, 1974) was designed to assess families’
coping and adaptational responses to a disabled family member (see appendix 3).
The original QRS consists of 285 self-administered, true-false items. Reliability
reported 1n the manual 1s limited to Kuder-Richardson 20 estimates for internal
consistency. The KR-20 reliability correlation was .96 for the full-length QRS.
Norms for special populations of tfamihies with members with different handicapping
conditions have been established for four major classifications: developmental
disabilities, psychiatric problems, chronic medical illness, and neuromuscular
discase. The short form (QRS-F) (Friedrnich, 1983) consists of 31 1items and the
Parent & Family Problems Subscale consists of 15 items. Analysis of a total stress
score on the QRS-F for parents of children with autism was explored by Honey et al
(2005). Analyses revealed evidence of good reliability, and expected associations
with social support, coping and autism severnity. The QRS-F was therefore chosen

due to its briefness to administer as well as accepted psychometric properties.

Positive Gains Scale (PGS)

This measures consists of seven items taken from a modified version of the

5



Parenting Stress Index-Short Form that has been used in research with parents of children
with spina bifida and hydrocephalus (PSI1-SF43; Pit-ten Cate, 2003) (see appendix 3). These
seven items relate to positive experiences associated with raising a child with a disability.
Five items relate to the parents pleasant experiences of raising a child with a disability and
two items relate to how the family has gained from the experience of having a child with a
disability within the family system. Preliminary research findings indicate that the PGS has
face and content validity and a Cronbach's Alpha rehability coefficient of 0.79 (Pit-ten Cate,

2003).

Measures for Secondary Care-givers to complete:
Details on all measures can be found in the section above.
 The Hospital Anxiety and Depression Scale (HADS)
 The Dyadic Adjustment Scale - Short Form (DAS-7)
* The Questionnaire on Resources and Stress - Parent and Family Problems
Subscale (QRS-F)

e Positive Gains Scale (PGS)

e Strength and Difficulties Questionnaire (SDQ) (to be completed for the child

with autism and the sibling)

Telephone Interviews with Primary Caregiver: Measures

Vineland Adaptive Behaviour Scale -2nd Version (VABS 1I) (Sparrow et al, 2005)

This instrument will be used as a measure of adaptive behaviour for the child
with autism (see appendix 7). It will be used in the form of a semi-structured
interview conducted with the primary care-giver (probably the mother) of the child

with autism over the telephone. It is composed of items arranged in developmental

16



sequence that measure adaptive behaviour across four domains: socialization,
communication, daily hiving skills, and motor skills. An overall composite score can
be derived with reference to respective age in children that are typically developing

and can perform the task items.

FExpressed Emotion Speech Samples will be coded using:

Five Minute Speech Sample (FMSS

The Five Minute Speech Samples will be used to measure parental EE
towards children with autism and their typically developing siblings (Magna et al,
1986). Parents will be instructed give two speech samples, one for each child (see
appendix 8). During the speech sample they will be asked to talk, uninterrupted for
five minutes about their relationship with that child. The order of the two speech
samples will be counter-balanced across the whole study. Samples will be recorded

and later coded for EE. The FMSS manual provides guidelines for coding EE 1n

terms of two dichotomous vanables; parental criticism and emotional over-

involvement.

The FMSS is widely used in studies of EE. Research performed on the reliability of
the FMSS. and the degree of correspondence between the FMSS and the Camberwell
Family Interview (CFI, a semi-structured interview and the ‘gold standard’ of EE
measurement), indicates good rehability, concurrent validity and inter-rater
reliability across measures (Moore & Kuipers, 1999). In addition, compared to the
CFI, the FMSS is less time consuming to administer and code, making it more
practical for clinical research. Research into EE in parents of children with learning

disabilities indicates that the FMSS maintains good code-recode, four week test-

|7



retest and inter-rater rehability (Beck et al, 2004). Furthermore, there good
agreement between EE coded from telephone interviews and face to face interviews

(Beck et al. 2004).

The Preschool Five Minute Speech Sample (PEFMSS

The Preschool Five Minute Speech Sample (Daley, 2001) 1s a revised version
of the FMSS. The PFMSS 1s specially adapted to measure parental EE towards pre-
school aged children. Unlike the FMSS manual, the PFMSS manual provides
additional critena for rating maternal warmth. The FMSS and the PEFMSS use
identical methods for gathering speech samples (see appendix 8). Maternal warmth
will therefore be coded from the same five minute speech samples collected during
the telephone interviews, using the criteria set out in the PEMSS manual. The
PFMSS warmth construct has shown moderate to good levels of code-recode, inter-

rater and test-retest rehiability (Daley, Sonuga-Barke & Thompson, 2003).

9. Qualifications of the investigators to use measures

All members of the research team will be appropriately trained to use the
FMSS/ PEFMSS and VABS II for research purposes. Michael, Helen and Louise will
all receive extensive training for administering the FMSS/PFMSS and the VABS 11,
by Tracey Lloyd. Tracey has considerable experience using the FMSS/PFMSS. She
has been trained in coding by the author of the PFMSS (Dr. Dave Daley) and has
provided training in the administration and coding of FMSS/PFMSS the past. She 1s
currently writing up her doctoral thesis, which included work on the validity and
reliability of EE as a coding measure for use with mothers of children with an

intellectual disability. As part of work towards her MSc thesis Tracey was asked to
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administer and code the FMSS by a trained coder. This included rehability checks
with other trained coders. Tracey has recently worked on a review paper on the
utility of EE entitled: Expressed EEmotion in FFamilies of Children and Adults with
Learnmng Disabilities. (Hastings & Lloyd, under submission). In addition all
members of the research team conducting interviews will be supervised by Dr. Alan

Dowey who 1s an NHS Clinical Psychologist based in Wrexham

10. Venue for investigation

N/A

11. Estimated start date and duration of the study

We propose to begin data collection in mid-late September 2007, and it is expected
that the data collection will stop by Apnil 2008 (or earlier 1f 300+ families are
recruited before this date). Analysis and writing up of data from the study is likely to
take up to a further 3 months. Below 1s an indicative timetable of the research stages

from the submission of the ethics application to the final submission of the project.

Timetable:

July 2007

Ethics Proposal submitted to the School of Psychology

September 2007

Ethics approval is anticipated to have been received. Invitations & contact forms
sent out by NAS. FFamilies asked to respond by October 2007.

October 2007 - November 2007

Questionnaire packs sent to families directly by research group. Families are as ked
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(o return questionnaires within one month.

December 2007

If questionnaires have not been returned, follow-up letters prompting families to
return completed forms sent. (Traiming in the coding of EI. by a member of the

School of Psychology to be completed by October 2007).

January 2008

Questionnaires to have been returned.

October 2007 - February 2008

[elephone interviews to have been conducted.

February 2008

Data input and analysis, (FMSS will be coded by Louise and inter-reliability checks
will be completed by someone in research group).

March 2008

Data input and analysis continued.

April 2008

Proposed study to be written up and draft reports to be given (o supervisors.
May 2008

Any amendments to be made.

June 2008

Final submission of DClinPsy theses to University.

12. Data analysis



Upon return of the questionnaires all data will be entered into SPSS. Data
analysis will be carried out on two levels; first inter-group analysis will be carried
out. The second step will consist of intra-group analysis where factors associated
with and predicting parental adjustment will be explored through multiple regression
analysis. This analysis will also involve testing for mediator/moderator relationships
between vanables.

T tests (or a non-parametric equivalent) will be used to compare mothers and
fathers on parental adjustment varniables (mental health, stress, coping, positive
experiences). A multiple and/or stepwise regression model will be used to assess
what factors are associated with parental adjustment.

Speech samples will be recorded during the telephone interview and later
coded for EE. Lowse Hall 1s to receive training in the coding of EE from a member
of the School of Psychology (Tracey Lloyd). A member of the School of
Psychology, University of Wales, Bangor, will conduct inter-rater reliability checks
for EE coding.

EE will be analysed quantitatively and two main scores will be used, a
dichotomous score for emotional over-involvement (high verses low emotional over-

involvement) and a similarly dichotomous score for criticism. To compare parental

EE towards children with autism to EE towards siblings, McNemar's tests will be

used. A logistic regression will be used to examine the demographic, child and
parent variables (from the questionnaires) that predict EE towards the child with
autism. A dichotomous score for maternal warmth (high verses low warmth) will be

created and analysed in the same manner.

13. Potential offence/distress to participants
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There 15 no nisk of potential senous offence/distress to participants that can
result as a consequence of participating in this research. However, there is a small
possibility that a participant may become upset during the telephone interview when
talking about their child/children. In this case the researcher will make a brief
assessment of immediate stress (see Appendix 11 - evaluation protocol) and follow
the appropnate risk assessment procedure (see appendix 9 - Risk Assessment 1). In
the event of severe distress to the participant, the interviewer will seek permission to
pass on the contact details of the attected participant to the supervising Chinical
Psychologist who will make a follow-up telephone call to offer advice on suitable
support services. There 1s also a possibility that a participant may score in the
clinical range for psychological problems (e.g. on the HADS). However, this does
not constitute a diagnostic assessment so 1t would be mappropriate to feedback this
specific information. There 1s also a remote possibility of participant making a
disclosure of child abuse, threat of harm to self or others or a terrorist threat. Under

such extreme circumstances the researchers will act accordingly (see appendix 10 -

Risk Assessment 2)

14. Procedures to ensure confidentiality

To protect the identity of respondents any documents that will contain
personal or identifiable information ot the respondents (e.g. demographic
questionnaire, measures etc), will be treated as confidential information and kept
locked 1n a secure filing cabinet within the school of psychology. Personally
identifiable information will be kept separate from the information that participants
provide on the questionnaires in line with the procedures of confidentiality and data

protection of the School of Psychology, University of Wales, Bangor. The
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confidential information of respondents will be used to keep the participants and
therr families informed about the study. Recordings from telephone interviews will
be stored under participant numbers and in secure files on a computer in a locked

office at the School of Psychology, University of Wales, Bangor.

15. How consent is to be obtained

Written consent will be obtained to contact parents for telephone interviews
and from all parents completing measures. Consent forms will be available in both
Welsh and English (see appendix 2). Parents will give written consent to the
recording of the telephone interviews when they return the questionnaires. Oral

consent to conduct and record the interview will be obtained from the participant

again before each interview commences.

16. Information for participants

All families 1dentitied as meeting the study criteria that will have replied to
our invitation will have read the information sheet (see appendix 1) explaining the
aims and purpose of the study. Once the data have been analysed, a summary of the

study's results will be sent out to all the families that participated in the research.

17. Approval of relevant professionals

N/A

18. Pavment to participants, investigators, departments, institutions

N/A
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19. Equipment required and its availability
Digital telephone recording equipment for telephone interviews will be
needed. Appropnate devices are already available in the research team, or are on

order.

20. Arrangements for participant feedback
All participants and their families will receive a summary of the study's

results.

21. Project conformity to BPS guidelines on Ethical Standards in research

This research project will be carmed out in accordance with the guidelines

laid down by the British Psychological Society and the procedures and ethical

eurdelines determined by the School of Psychology, University of Wales, Bangor.
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