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Abstract

Mothers of children with autism experience their life as a never-ending struggle
for their children. Whereas ‘normal’ children mature and grow out of the parental
nest, autistic children remain under the care of their parents for as long as the
parents are able to sustain them. The purpose of this study was to explore the
experience of mothers of autistic children and gain new perspectives of how
parents and professionals work together. Data consisted of transcripts from in-
dept interviews with ten icelandic mothers of children diagnosed with autism. The
mothers all participated voluntarily and their age was from thirty four to forty nine
years of age. The methodology used in the study was hermeneutic
phenomenology building on Gadamer's philosophy and van Manen's description
of thematic analysis. In the study the emerging themes of the transcribed
interviews were grouped into five categories based on the discussions of the five
overriding topics. These topics were; becoming a mother of a child with autism;
coping and taking care of self; the father of the child; where to seek help; and the
need for support from professionals. The results are described using quotations
from the participants. The findings revealed that the pérticipants experienced
themselves as being alone in the period of the discovery of the child’s handicap,
because other people did not se the same as they did. Even though the
participants saw their role as caretakers for their children as a never-ending
responsibility they all saw the importance of taking care of themselves as well.
The participants’ experience of chronic sorrow, anger and empowerment is
consistent with research literature. Qutstanding in this study was the participants’
descriptions of how their love for their children was rewarded in the way they
learned and grew through the experience of having these special children. The

participants use of humour became evident and was an important and

spontaneous part in the dialogues. The study indicates that the participants
experienced a difference in how themselves and the fathers’ felt and responded




towards their autistic children. Based on the findings it is concluded that
professionals working within the autism sector need to be more caring in their
refationship with parents and to show more respect for the parents’ expertise
about their children and about autism. Collaboration built on mutual
understanding and respect between parents and professionals is needed when

forming intervention programmes.
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CHAPTER 1: Introduction

Chapter 1
introduction

1.1 The background of the study
The phenomenon of interest in this study is how mothers experience their life

with a child who has been diagnosed with autism. | first learned about autism
when | as newly graduated psychiatric nurse worked (1977) at the Child and
Adotescent Psychiatric Department of the University Hospital in lceland. The
autistic children fascinated me, with their peculiarities and unusual responses to
their éurroundings. They were hard to understand and they did not seem to
understand what went on around them. They were like foreigners in their own
country. To understand and to be able to help them was a real challenge.

Working with parents of children with autism | soon gained respect for their
patience and how they seemed to enjoy every step forward in their child’s
development, however small it was. Furthermore, it was important for them to

gain new understanding of their child's behaviour. Then as now the mothers

were the professionals’ primary contact with the families (Bristol, '1987; Milgram
and Atzil, 1988). Since | first met these mothers | have wondered how thay
managed to cope inspite of the lack of support from the community and how they
fought for the rights of their chiidren. At that time people with autism were
institutionalised but those mothers did not want their children in institutions,

Professionals and parents of children with autism have been working side by side
for many years but not always as equals. Books written for parents and
professionals that work with people with autism have to my knowled.ge, mostly
been guidebooks, that show how to manage people with autism and to
understand the condition. However, many professionals understand the

importance of collaborating with parents. For instance Schopler (1995) who
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emphasises the importance of taking into consideration parents perspective
when formulating treatment programmes and research studies.

1.2 Purpose of this study

The purpose of my study is:

1) To gaih a deeper understanding of mothers’ life with a child with autism.
2) To explore mothers' experience with professionals, especially nurses that

often are the first professionals’ mothers turn to.

The reason for focusing on mothers as participants in this study s my own
experience of them as the primary contact with professionals and the result of my
literature search. Nevertheless, | am aware of the importance of understanding
- the feelings of both parents. In the process of literature search and in the
'interviews it became apparent that the parents expertenced the situation
differently. Although interesting, this phenomenon is not the subject of the current

research project.

1.3 The research question

The research question; ‘What is it like being a mother of a child with autism?’ has
been forming throughout my collaboration with mothers of children with autism,
especially when working as a Home-visiting nurse. 1 am still (in the year 2002)
working with mothers who have children with autism and | have many questions
to ask. How are mothers coping? s collaboration with professionais important?
Is knowledge of autism important? Is it important for mothers to feel valued for
their knowledge of their child? Parents of people with autism have to fight for
their children’s right in society. How does this fight influence mothers? These and
other questions were the main issues in the interview guide used in this study
and they show my prejudgement and assumptions of the phenomenon (Appendix
4). Other questions arose during the interviews with the mothers and by analysing

the text.
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1.4 Methodology

Hermeneutic phenomenology was the chosen approach in this study.
Hermeneutic phenomenology gives the opportunity to gain understanding of an
experience lived by another person by listening to that person in a dialogue and
interpreting what the other person tells in a written text. Koch (1998) asked if
telling a story could be research and she suggests that Gadamer's philosophical
hermeneutics is a methodology that instead of telling the researcher what to do
tells one to ask what is going on in the research. Then the researcher by listening
reading and writing can give a new perspective of a lived experience. Gadamer
(1998) claims that hermeneutic phenomenology gives the researcher an
opportunity to discuss openly ones assumptions in the dialogue with the
participants. Thus | was able to discuss my pre-conceptions of the phenomenon
in the dialogue with the participants. Van Manen's (1897) approach to data
coilection and his description of analysing the data were used in this study and
he explaing data collection and data analysis in hermeneutic phenoménology as

a way to gain understanding of others’ experiences.

1.5 Significance of the study

The wellbeing of every child depends on how its parents adapt to their life
situation. Having a child with developmental or physical difficulties is a strain on
parents that influence the function of the whole family (Konstantareas and
‘Homatidis, 1991; Tesl, 1991). in my literature search | found more studies
conducted on stress factors in parents’ life than on parents’ ways of adaptation
and coping. This study will focus on gaining understanding of the emotional
processes mothers go through from the time of their first worry about their child
and what resources they use in their life with their autistic child. Furthérmore, the
aim is to explore parents reported experience of disrespect in the relationship
between parents and professionals (Herman, et al.,, 1996). This study conducted
by using hermeneutic phenomenology will give nurses and other professionals
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insight into mothers’ experience of having a child with autism. Furthermore, it can
give a better understanding of what mothers of autistic children consider as the
most important attitude from the nurses and other professionals they meet in

their search for help and service for their child,

1.6 Limitations of the study

Turning only to mothefs in this study is a limitation because a child has two
parents, the mother and the father. Nevertheless, | have already explained the
reason for this and that is my experience of the mothers’ role in taking care of
their child with autism. Another limitation is that the interviews were conducted in
one language, icelandic and later translated and presented in another, English
and this could be considered as a limitation because of the danger of loosing

important meaning in the translation.

1.7 Definitions of concepts

The readers of this papei' are asked to notice that;

a child with autism and

an autistic child

is used intermittently in this study. Aithough those two phrases should be taken
to mean the same, the preferred use will be; ‘a child with autism’. The reason for

this is best worded by a participant in the study.

' respect and love my child as a person and | want other people to do so as

wedll, he is not and autistic child he is a child with autism, can you se the

difference?’

Diane




CHAPTER 1: Introduction

1.8 Sumimary

In this chapter the background, my interest and pre-conceptions of what it is like
to be a mother to a child with autism have been explained. This study is

~ conducted to gain an understanding of the feelings the participants’ experience in
their situations as being a mother to a child diagnosed with autism. Furthermore,
to explore how the participants experience their relationship with professionals.
Such understanding can help nurses and other professionals to establish co-
operation in the future. Using hermeneutic phenomenology in the study gives me
an opportunity to reveal my preconceptions in the dialogue with the participants.

My preconceptions are built on my clinical experience as psychiatric nurse and

counsellor for parents and their children with autism for many years.
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Chapter 2

Literature review

in this chapter | will explore the literature on autism and the experience of
mothers/parents who have a child with autism or other chronic disabilities, by
referring to studies that have been conducted on these phenomena. Then | will
proceed to explore the phenomena chronic sorrow, coping and empowerment
because those are phenomena that.| have observed in my work with mothers
who have children with autism and this review will be lead by my pre-
understanding of those phenomena. | will, furthermore, explore studies of
interactions between parents and professionals to gain a better understanding of

parents’ perception of co-operation between parents and professionals.

2.1 Autism

Autism is a fairly rare condition and to show how rare autism is Gresham et al.
{1999) compared it to other difficulties and their study showed that learning
disabilities are fifty times more common than autism and autism is five times

more common than childhood cancer.

Autism is a developmental disability characterised by difficuities and
abnormalities in several areas. communications skills, social relationship,
cognitive functioning, sensary processing and behaviour. The guidelines
published by the World Health Organization (WHO, 1992) for the diagnosis of

autism include the following symptoms as the diagnostic criteria:

« The developmental abnormality is apparent before the age of three.
« There is always gualitative impairment in reciprocal social interaction as
socio-emotional cues, lack of response to other people's emotions and lack of

socio-emotional reciprocity.

6
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» There is qualitative impairment in communication in form of use of the

language skills they have and lack of social imitative play.

Autism is also characterised by restricted, repetitive and stereotyped behaviour
(WHOQO, 1992). Numerous publications have been presented on autism. The first
published study of autism was conducted by Kanner {1943). He stated: * since
1938, there have come to our attention a number of chitdren whose condition
differs so markedly and uniquely from anything reported so far, that each case
merits-and, | hope, will eventually receive-a detailed consideration of its
fascinating peculiarities’ (p.217). In the same report Kanner (1943) reported that
 his 11 “patients” came from intelligent and well-educated parents and
furthermore he argued that ‘one other fact stands out prominently. In the whole
group, there are very few really warm-hearted fathers and mothers’ (p.250).
Initially autisrn was regarded as a psychopathological condition due to the
relationship between child and parents. Later the focus shifted towards a
developmentai exptanation due to the nervobiological function of the brain
{Gilberg and Peéters. 1995). The prevalence of autism in iceland is comparable
to other couniries and a study conducted by Magnusson and Saemundsen (2001)
showed that among children born in lceland 1874-1983, there were 3,8 cases of
autism per 10,000 children borne alive. Respective figures for 1984-1993 showed
the prevalence to be 8,9 per 10,000 children borne alive. The consequences of
this increase in number of children diagnosad with autism have been that the
service in lceland can not cope with the need of the children and their families

(Magnusson and Saemundsen, 2001).

2.2 Parents of children with chronical iliness or other disability

Parents look forward to the expected birth of a child as an exciting event and
plan for the future. When the child turns out to be disabled the parents
experience a serious strain in the child-parent relationship by the energy
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consuming demands of taking care of a new child and the recognition of the
additionai care that their child will nead in the future. Furthermore, there will be
the psychological strain in accepting a child that is not going to be the child the
parents’ had hoped for (Konstantareas and Homatidis, 1991, Teei, 1991, Krafft
and Krafft, 1998). Krafft and Krafft (1998} furthermore, discuss the parents loss of
opportunity to satisfy their own personal needs such as enough sleep, time for
other chitdren in the family and themselves or the couple together without their
children. Furthermore, not having sufficient support, approval or reward for their
hard work. Transition is a process in person’s or a family life that occurs when
ones life moves from one phase tc another. This move can be followed, either by
personal growth or the feeling of being stuck within the former norms of the
family. Thus not being able to go cn from one stage to another with new rules
within the family. For instance a birth of a child changes the rules in the family
(McCubbin, 1999). Mothers’ and fathers’ of children with mental iliness have

- different needs for expressing feelings such as sorrow, in addition they have
different views of how the iliness affect the family-life. Furthermore, sorrow can
change persons and hence the whole family situation is bound to change

{(MacGregor, 1984).

In Kristmundsdotti's (1998) study of the experience of parents living with a child
diagnosed with borderline personality it was indicated that parents felt that
professionals and other people that were in contact with them and their child
needed to be more familiar with the illness their child suffered from. Moreover, it
came apparent that there is a need for professionals to be aware of and have
understanding of the needs of their clients and their family members when

forming the service. Researchers have shown more interest in the stress factors
in the live of parents of disabled children than in how they cope. (Beresford,

1994). Researcher should focus on exploring how parents cope instead of only
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exploring the stress in the upbringing of a disabled child and models and theories
should give ‘insight of the dyhamics of family life and ways families react in times
of stress” {Beresford, 1994, p.172). it has been indicated in several studies that
mothers are the main caregiver of children with different disabilities (Bristol,
1987 Karlsdottir et al., 2001). In a study conducted by Karlsdottir et al. (2001)
the mothers of adolescents with Crohn's disease were mainly responsible for the
cére of their children. Even though the fathers took relatively small part in the
main care of the children the mothers’ saw the fathers’ being the strongest
support. The mothers’ worried about their child’s future and that they would not
be there to take care of their child. In addition they mention the need for more
information and education about the disease in the beginning when the diagnosis
was new to them (Karlsdottir et al., 2001). Most of the mothers in Karlsdéttir et al.
(2001) study were members of a patient organisation and felt supported by that,
nevertheless, they felt sometimes the need to talk to a professional with
knowiedge about the disease and how it affects the patient and his whole family.

2.3 Mothers of children with autism

Being a parent of a child with autism was not sasy in the time of Kanner's (1943)
explanation of autism when parents were blamed for the child's condition. When
the focus shifted towards a developmental explanation the parents felt that their
sense of blame for their children's condition was somehow eased and those
parents particularly welcomed this shift in focus. it is often difficult to understand
the feelings of parents with a child with autism and this following quotation is one
way to describe autism and a mother's feelings towards her child that is suffering

from autism:

9
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Why does he never look me in the eyes
with fove and affection? Why does he laugh when | ¢y,
instead of crying with me or asking why | am so sad?
Why is he so nice to me when { have a red ribbon in my
hair, and not when | am wearing a biue one? When he
cries and | want to comfort him and cuddle him in my lap,
it just makes everything worse’,
(Gilberg and Pesters, 1995, p.2)

QOur understanding of autism has changed and professionals’ knowledge about
the ir*hportance of co-operation has increased. Nevertheless, | ask myself
whether this increased knowledge is helping professionals to show consideration
to parents and their worries? \When | began working with children with autism
and their parents in 1977 Kanners’ (1943) view of the parents of children with
autism was a part of the professional attitude towards parents and still can be.

A mother told me of a professional’s attitude when she asked for help with her
worries .of her child's behaviour. The professionals answer was: You have to be
firmer with your child’, and that remark was followed by a pat on the parent’s
shoulder (A mother, personal conversation, 2000). in the book 'There is & boy in
here’ (Barron and Barron, 1997), Judy Barron, the mother of Sean Barron, a boy
diagnosed with autism at the age of four, describes how professionals treated her
and her husband with no respect and an arrogant attitude. Not giving them much
hope for their boy's future when he was diagnosed with autism. They were told it
would have been better if he had been blind. She goes on describing the
emotions she and her husband experienced in the fight for their boy: anger,

19
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disappointments, patience, aggressions, ignorance, fear, anxiety, helplessness
and humour {Barron and Barron, 1997). Milgram and Atzil (1988) conducted a
study on the stress that parents experience in raising children with autism. Their
findings showed that clinicians’ main aim was to help parents to do better with
their child with autism and only secondarily and incidentally it was their aim to
help parents to achieve personal satisfaction. However, there is a growing
attention to the risk parents themselves run of suffering psychiatric and stress
disorder. Parents of children with autism experience more stress than parents of
children with other kinds of developmental disabilities (Bristol, 1987, Dunn et al.,
2001). Furthermore, interaction between parent and a child with autism appears
to be more stressful than between a child with Down’s-syndrome and the pérent
- (Kasari and Sigman, 1997). However, research and clinical evidence show that
many families of children with autism and other handicapped children adapt
successfully and function well (Bristol, 1987). it has great clinical significance 1o
know what it is that helps the mothers to adapt successfully and in this study |
intend to explore what helps mothers of children with autism to adapt

successfully.

According to Bristol (1987) early diagnosis of autism, followed by parent
education and information about autism and available service is important to
minimise marital problems and parental difficulty in understanding their child’s
behaviour and for adaptation to the family situation. At the time of Bristiol's

© {1987) study professionals seemed to been aware of the importance of adequate
social support and information for parents of children with autism when trying to
adapt to the strain of having a child with a handicap. Nevertheless, there seems
td be littie change in the last decade in the situation of families with children
having autism. The only change is that the children are referred earlier and the
diagnosis exists at an eari_ier age (Smith et al., 1994). Smith et al. found that
parents had the same experience of little support and lack of appropriate help

from professionals as parents had experienced ten years ago. When parents

11
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searched for help they were told ‘not to worry’ and there seems to be the same
danger of misdiagnosis. The burden of the care of disabled children is usuaily
unequal between the mother and the father (Bristol et al. 1 988; Miligram and
Atzil, 1988) and is most often the responsibility of the mother. Miligram and Atzil
{1988) argue that this is the accepted norm in most societies and | believe that is
the perspective of the role of the mother in tceland.

2.4 Chronic sorrow, coping and empowerment
To get a better understanding of mothers'/parents’ feelings, that have a chitd with
autism, these three following concepts will be explored, chronic sorrow, coping
and empowerment. The reason for my interest in those concepts is relying on my
experience in my work with mothers’ of children with autism and my pre-

judgement of the subject of mothers’ experience of having a child with autism.

2.4.1 Chronic sorrow

Chronic sorrow, as described by Olshansky (1962) ié a normal response to a
painful experience such as learning about a child's chronic disability. This

- concept was used by Olshansky in a study of the experience of parents of
retarded children and later it has been used to study other chronic disabilities
{Phiilips, 1991). Sorrow is a feeling of sadness experienced at the time when for
instance parents receive the diagnosis of their child's difficulty. For the feeling to
be chronic there has to be at least one relapse to this feeling of sorrow (Mallow
and Bethel, 1999). in their study of chronic sorrow Mallow and Bethel, (1998)
found a difference in how and when mothers and fathers of chronically ill children
experienced the most painful feelings. it became apparent that the relapse, from
the feeling o_f acceptance of the child's condition, to this feeling of sorrow was
experienced at different moments in the life of the parents. The mother's
experience was related to caring, seeking information about the condition of the

child and when seeking help for her child. On the other hand the father’'s

12
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moments of sorrow were more focused on the overall need of the family.
Because of this difference there is a need to develop different strategies for
mothers and fathers to help them to care for their disabied chitd {Mallow and
Bechtel, 1999; Knafl and Zoeller, 2000).

Health care professionals and other professionals working within the healith and
social service need to be famitiar with the natural process of the sorrow parents
go through when their child is diagnosed with mental illness. It is important for
parents to be able to start to rebuild and move forward in that process. This
needs to be accepted and recognised by these professionals by offering co-
operation and information of the treatment process (MacGregor, 1994; Eakes,
1995; Krafft and Krafft, 1998).

2.4.2 Coping

Coping is defined as cognitive and behavioural efforts to manage, reduce or
tolerate both external and internal demands that are impeded on a person and
the outcome is dependent on the persons ability to overcome the situation |
(Lazarus and Folkman, 1991). People use different methods to cope with a
difficult situation. To explain how people react in painful situations Lazarus and
Folkman {1891) use concepts such as positive reappraisal, confronting coping
and escape avoiding. Dunn et al. (2001) explain positive reappraisal as personal
growth and finding new faith, furthermore, it is the feeling of being creative and
being able to find new important issues of life. Fighting for the child's rights,
taking chances, expressing anger, finding ways to express feelings are a way of
coping that is regarded as concepts of confrontive coping (Dunn et al., 2001).
Such as a mother who can use her anger and express her feelings when she has
to fight for her child’s right to attend regular school classroom instead of being in
special class for handicapped children (See 5.2.2). Different coping styles may
lead to different results. For instance parents’ use of escape avoidance and

13
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distancing is correlated to increased depression and spousal difficuities.
Howéver, positive reappraisal, confronting coping and seeking social support
increases well being {Dunn et al., 2001). Programmes have been developed to
help parents to adapt to difficult situations, one is the COPE program (Creating
Opportunities for Parent Empowerment) for hospitalised critically il children and
their parents. The programme emphasises how important it is for nurses to take
into consideration the whole family circumstances and feelings. The aim of this
individualised programme is to heip parents to take an active part in the child’s
care and by that be better able to cope in a difficult situation (Meinyk and Alpert-
Gillis, 1998).

2.4.3 Empowerment

. The process of empowerment is explained as the ability to adapt to one’s
situation and to have control over ones life (Gibson, 1985; Dunst and Trivette,
1996). Mothers of chronically iif children experience empowerment as a process
of learning to assert themselves as an important link in the care for their children
and to see themselves as advocates for their child in negotiation with the health
care professionals. Parents need to see themselves as advocates for their child
and to be recognised as the person that knows the child best even though the
professionals have more knowledge of the diagnostic criteria. Most important for
the mothers is to hold on, even though they recognise ‘feelings of
disappointment, frustration and anger (Gibson, 1995, p.1207).

Relationship, co-operation, respect, personal and honest support and
exchanging information is an important attitude from ‘helpers’ (nurses and other
professionals) working by family-centred care. The way ‘helpers’ can improve
their work with families is by constantly and critically reviewing their relationship
with the families for the purpose of strengthening competency of the parents
instead of confirming their role as dependent on professionals (Dunst and

Trivette, 1996). Parents of handicapped and chronically i children experience

14
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empowerment by taking an active part in a support network with professionats,
by co-operation, and by networking with other parents (Herman et al. 1996).

2.5 Parents relationship with professionals

Communication between professionals and parents is crucial for the acceptance
of diagnosis for parents of severely handicapped or physicaily disabled children,
it is important to give information of the child’'s diagnosis and show sympathy and
understanding of the parents’ situation. Meeting parents in such a way and
building trust between parents and professionals can reduce the parents’ anxiety.
(Quine and Rutter, 1991). Parents’ experience of the process of presentation of
the diagnosis of severely handicapped children is likely to involve phenomena as
grief, shock, denial, anger and chronic sorrow, followed by adaptation and
adjustment (Quine and Rutter, 1991). In Kligour and Fleming's (2000) action
research it became apparent that the parents experienced feelings of
vuinerability because of self- blame and being blamed for the behaviour of their
child. The parents in their study experienced a feeling of powerlessness in
managing the child and of being degraded by professionals and other people
they came in contact with, because of their child’s disability. However, Kligour
and Fleming’s (2000) study showed that parents experienced other feelings as
well and those were the feeling of power, reflection and autonomy. Kligour and
Fleming {2000} indicated that when people {mothers) are given opportunity by
support and information they can improve their everyday iife with difficuit children
and parenting. Thus become aware of the influences and power structures that

are affecting their life and then become empowered.

It is important to form a model of teamwork or network of parents and
professionals that emphasises the concept of family centred ideas, with the locus
of control being the parents instead of maintaining the parents dependency on
the experts in the child’s chronic disorder (McDowell and Klepper, 2000). For
nurses and other professionals it is important to provide holistic care that builds
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on the acceptance of the individuality and different needs of the parents. That
could be achieved by family- based care and regular diagnostic referrals to follow
up changes in the child's development (Mallow and Bechtel 1999). Furthermore,
professionals should be aware of the possibility that parents may have different
roles and needs in their care of their chronically ill child (Knafi and Zoller, 2000).
in the nurse/patient (professional/client) relationship, the nurse/professional is a
person that has a defined expertise that can meet the client’s needs in a given
situation. The working relationship between parents and professionals requires
respect for the individual and need to include human considerations such as
confidentiality, privacy, dignity and ethical issues. {Peplau, 1992). There are
programmes for children with autism that emphasises the importance of co-
operation between parents and professionals and it has bee shown by

research that such co-operation is helpful for parents and it is, furthermore,
indicated that the co-operation makes the life with the child with autism less
stressful for the mothers (Mesibow, 1987, Hastings and Johnson, 2001).

2.6 The gap between intervention programmes and parents’ perception
Professionals are more and more taking into consideration parents feelings when
planing intervention programmes. Nevertheless, parents still report the
experience of disrespect in the relationship with professionals and thus Herman
et al. (1996) recommend professionals to pay attention to this difference in
theoretical framework of family support programmes, furthermore, pay attention
to the perspective of the parents. It is important to tailor the service to the needs
of each family and to give the parents information about the child’s disabiiity and
available service for the family. Furthermore, establish a network between
different services and the families (Herman et al., 1996}. In their review of
literature in their study Gilliss and Knafl (1999) did not find significant empirical
evidence of nursing intervention programmes within the field of work with families
and thus they advice nurses to be self evaluative in their review on nursing

literature.
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2.7 Summary |

The literature review indicates that mothers’ are the main pm\)ider of care for
children with autism and children with other handicaps, such as children with
chronic, mental or physical llinesses. Parents who have children with autism
experience more strain in the parenting role than parents do with children who
have other developmental disabilities. Mothers and fathers feel sorrow at
different moments in their life with their handicapped child. Professionals working
with these parents should be aware of these differences among the parents and
respond accordingly in their co-operation with the family. It is important for the
service systems to respect the parents as co-operators, and consider their
strength instead of pathological findings. Professionals working with parents
need to be familiar with concepts such as chronic sorrow and different coping
styles. They need also to consider what it is that empowers parents in their
.strugg!-e in taking care of a child with developmental condition or chronic iliness.
in the co-operation between parents and professional’s information, support,
respect and co-operation are important. Furthermore, parents see it as significant
to form a network with professionals in the service. 1t is, furthermore, pointed out
that there is often a difference in theoretical framework that guide the
professionals and the parents perspective and professionals need to take these

differences into consideration in their work with parents of handicapped children.
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Chapter 3 _
Research design: methodology and method

In this chapter | will explain my choeice of methodology and method as a way to
gain an answer to my research guestion: What is it like to be a mother of a child
with autism? My purpose is to add to the understanding of how mothers feel in
such a situation. Furthermore, | intend to give new perspective to the co-
operation between parents and professionals. In the following chapter | will
discuss how the philosophy of nursing and phenomenology are coincided. Then |
will discuss hermeneutic phehcmenology as the chosen methodology and
method in my study. Ethical issues will be discussed, furthermore data collection
~and data analysis. Finally | will explore rigour and trustworthiness in qualitative

approach.

3.1 Phenomenology and nursing

| take a stand with Taylor (1993) and Rose et al. (1995) who argue that nursing
and phenomenology are coincided. Taylor (1993) points out that nursing and |
phenomenalogy are coincided as both are concerned with viewing people as
human beings and their objective and subjective experience as ' meaningful in
terms of the context in which they find themseives' (p.175). By understanding
people’s experiences through a phenomenological perspective nurses can add to
the theoretical base of nursing care (Taylor, 1993). Rose et al. (1995) claims that
phenomenology is appropriate for the development of further knowledge in
nursing and in the conduct of the development of nursing practice that builds on
a humanistic worldview. Furthermore, | agree with Biering (2001) that nursing
knowledge should be person oriented instead of being object oriented and
nursing knowledge should be lead by empathy and the love for the human being.
Phenomenclogy is a philosophy which asks the essential questions of ontology

and epistemology, ontology being the nature of being and epistemology being
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the nature of knewing, that is, not only what is known, rather how it is known and
expressed (Thorne, 1991). Husserl (1857-1938) is generally seen as the father of
phenomenology and-for Husserl the aim of using phenomenology was ‘to gain
kn.ow!edge of invariant structures of consciousness’ { Polkinghorn, 1983, p.203).
Phenomenclogy used as research method is both a philosophy and methodology
(Omery, 1983; van Manen, 1997; Beck, 1994; Halldorsdottir, 2000) and there are
many different ways of interpretations in phenomenoiogy and all of them are
concerned with understanding human experiences, one of those ways is

hermeneutic phenomenology (Halldorsdoitir, 2000).

3.2 Hermeneutic phenomenology
Hermeneutic phenbmenoiogy is the choice of methodology in this study because
| believe it will be the best way to gain an understanding of the experience of
mothers who have a child with autism. Hermeneutic phenomenology is a way to
understand the meaning of an experience as lived by another person and the aim
of the researcher is to interpret a meaning that could be concealed when using
the natural science methods (Omery, 1983). When understanding is gained in
human science the researchers have to translate the meaning they have grasped
and form it into concepts that can be toid to others in a truly understandable way
{Polkinhorne, 1983). Thiselton (1988) argues that hermeneutic phenomenology is
more than an interpretation of the text, it is an interpretation of communication in
any form, written, verbal or non-verbal (Thiselton, 1988, cited in Halldorsdottir,

1999).

Two important concepts in hermeneutic phenomenoclogy are the hermeneutic
circle and the fusion of horizons. Gadamer had the hermeneutic circle of
understanding affirmed and he did so by the notion of conversation between two
persons, a dialogue that is open to other’s point of view and by that the
researcher can understand the participant’s experience (Reeder, 1888).
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Gadamer (1998) claims that when a person is trying to understand and interpret
a text that person is always projecting. When some initial meaning emerges to
the text that person begins to project meaning to the whole. The person reads
the text with certain expectations and the initial meaning emerges from the text
because of that certain expectations that builds on that person’s fore-structures
and for-judgement. ‘Working out this fore-projections, which is constantly revised
in terms of what émerges as he penetrates into the meaning, is understanding
what is there' (Gadamer, 1998, p.267). Heidegger and Gadamer explain the
hermeneutic circle as a way to clarify prejudgement and prejudice in
understanding, that is, being aware of one’'s prejudgement instead of ‘bracketing’
them, and this are called by Heidegger and Gadamer the horizon or the structure
of the interpreter { Reeder, 1988).

Experiences have a meaningful horizon of before and after that fuses in a motion
of what comes before and after the experience and creates a constant flow of
experience {Gadamer, 1998). Understanding happens when the horizon of one
person fuses with the horizon of another in an inquiry (Thompson, 1990).
Interpretation happens in all the steps of the researchers’ work, in the dialogue
and when listening, writing and reading the text and this makes the language a
way of understanding (Gadamer, 1998). | agree with Annells, (1896} who claims
that Gadamer emphasised hermeneutic phenomenology as being practical. In
accordance to this | view hermeneutic phenomenology as an appropriate
approach to gain understanding of the experience of mothers that have children
with autism. This view builds, furthermore, on my nursing practice as a clinical
 nurse working with children with autism and their parents, thus by my pre-

knowledge of the phenomenon,
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3.3 Ethical issues

In qualitative research unexpected ideas can become apparent in the dialogue
betwesn the interviewer and the participants’ and this is possible because of the
flexible nature of the method and methodology that gives the permission to see
different perspectives in the ongoing process in the dialogue (Holloway and
Wheeler, 1995). This requires that the participants are ensured confidentiality
and given a promise of respecting the participant’s wishes to withdraw from
participating in the research and by ensuring that no harm will be done. Burns
{1989) claims that faiiing to obtain consent from the participants and failing to
inform participants of their rights as weli as the right to withdraw from the study is
a treat to ethical rigour. Fontana and Frey (1998) stresses that this should be
more than words on paper or orally. They further point out the need to have
genuine respect and concern for the participants even though the researcher
desire to learn about people and their experience. The researcher should be well
aware of how personal and sensitive the experience is that the participants are

describing ( Fontana and Frey, 1998),

3.4 Data collection

The method of data collection in this study was face-to-face in-depth interviews
with ten mothers who have children with autism. A researcher needs to
accomplish and develop an atmosphere of relationship and trust in a face-to-face
interview and by establishing trust the researcher will be the main instrument in
the collection of data (Beck, 1994). Trust in the dialogue between the researcher
and the participant is not always easy to establish and maintain. There must be
trust in the dialogue and the researcher needs to be able to see the situation
from the view of the respondent. Furthermore, at the same time be aware of
one’s own pre-conceptions, furthermore, be careful not to impose them on the
participant {Fontana and Frey, 1998: Fontana and Frey, 2000). Nevertheless,

the researcher can use own experience as & perceptuat lens to a better
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understanding (Benner, 1994). The path of in-depth-interviews has been
increasingly in the direction of negotiative interaction between the participant and
the interviewer with the interviewer participating in a dialogue instead of trying to
-be neutral (Fontana and Frey, 2000). In a hermeneutic phenomenological
interview the true dialogue is achieved when the researcher reveals own biases
and prejudgements to the participant and is open to the questions from the
participant and accepts that the interview can take another direction than the one
the interviewer had expected (Benner, 1994). | agree with Halldorsdoéttir (1996)
when she claims that there are two experts taking part in the dialogue, the
researcher being the professionat and the participant being the expert in the lived
experience that is discussed. Van Manen (1997) claims that when the researcher
openly discusses the theme that appears during the interview, in the tight of the

research question, it will turn the dialogue into an interpretative conversation.

In this study t draw from van Manen’s (1997) way of data collection and analysis
* that underpins hermeneutic phenomenological research as a dynamic interplay in

six steps (See chapter 4).

‘1) turning to a phenomenon which seriously interests us and commits us to the
world; _

2) investigating experience as we live it rather than as we conzeptualize it;

3) reflecting on the essential themes which characterize the phenomenon;

4) describing the phenomenon through the art of writing and rewriting;

5} maintaining a strong and oriented pedagogical relation to the phenomenon;

6) balancing the research context by considering parts and whole' (pp.30-31).
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3.4.1 The method for selection of participants

A purposive, theoretical design is a design that is by Polit and Hungler (1995)
regarded as suitable for in-depth- interviews. Where the aim is to get the best
description or full nature of the phenomenon of interest and the criteria is
subjects that have particular knowledge about the phenomenon (Polit and
Hungler, 1995,see 4.3.3). This can be accomplished by contacting a person that
is knowable about the subject of interest and that person could assist the
researcher to contact possible participants (Morse, 1997). Sample size depends
on the judgement of the researcher and should be judged encugh, aécording to
Sandelowski (1995) when ‘new and richly textured understanding of experience’
is gained. Thus the sample size that have been projected in the proposal cﬁ:én
needs o be changed depending on the quality of the text and the shape the
inquiry takes (Benner, 1994; Polit and Hungler, 1895) and this can be done by
finding more participants if needed.

3.4.2 Interview and interview guide _

An in-depth-interview regarded as an research method consists of method,
structure, purpose and the relationship between the researcher and the
participant and the researcher should be personal enough to give the participant
the feeling of trust without imposing the interviewers pre-conceptions in the
interview (Seidman, 1998). The interview serves two specific purposes in
hermeneutic phenomenclogy. One is to gather and explore experiental narrative
and by gaining a deeper understanding in human phenomena. The other is that
the interview can be used as an instrument to develop a conversational relation
with a participant about a meaning of an experience (van Manen, 1997). Van
Manen (1997) siresses the need for the researcher to be oriented and aware of
what is the aim of the study and he suggests that the interview questions should
be worded, for instance with a 'why’ and 'how' beginning. In addition he points

out that silence, patience, repeating, body language and facial expression is
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important procedures in communication. An interview guide can be usefui as a
reminder for the researcher and can be formed in the beginning stage of the
preparations of the research. it can be a product from the researcher's
prejudgement of the phenomencn and is often reformed in the dialogues with the

participants (Biering 2001).

3.5 Data analysis

- Both the researcher and the participants have their life and sociat situation before
the interview and Denzin and Lincoln (1898) discuss that the reader learn about
the researcher and the researched in the study and they argue that the reader
‘should consider the role of the interviewer. The interpretation of text is the
comparison of the understanding of separate parts of the text and understanding
of the whole text. Furthermore, the explanation of this movement between the
parts and the whoie are the hermeneutic circle and happens when the horizon of
the participant fuses with the horizon of the researcher. (Kvale 1983, Thompson,
1990). Thematic analysis is explained by Van Manen {1997) as recovering
theme or themes that are charactenistic for the emerging meaning in the text and
are relevant in the work of analysing. Van Manen (1997} further explaines
themes in many aspects, such as an experience of focus, experience of meaning
and a point and the wanting to make sense. He sees work done by hermeneutic
phenomenology as being pedagogic in itself by being in the world with others as

someone who ask questions, selects data and describes and interpret text in a

research.

3.6 Rigour and trustworthiness

In qualitative research the researcher aims at understanding the participanis’
social and personal experience and by inquiry aim to give that experience a new
meaning and understanding {Denzin and Lincoln, 1998). Furthermore, in

gualitative research in order to ensure the methodological rigour the researcher
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is obliged to present all the steps applied in the selected method conducted in
the study, furthermore, to present the data as recorded individually and as a
whole (Burns, 1989; Sandelowski, 1986, Sandelowski, 1995). According to Polit
and Hungler (1897) four criteria have been suggested for establishing
trus{worthiness in qualitative research and these are; credibility, dependability,

| confirmability and transferability. Credibility is the truth of the data. Dependability
is the stability of the data in time and changing conditions. Confirmability is
focusing on the characteristics of the data. Inquiry audit is a technique within
dependability and audit trail is a technique within confirmability and is a process
enabling other investigators’ to come to their conclusion of the data. Furthermore,
there is the transferability and that is giving enough information of the studied
phenomenon for others’ to make their judgement (Polit and Hungler, 1997). if the
rasearcher succeeds to see new perspectives in the data, she/he will be able to

present the phenomenon of interest in a new perspective (Sandelowski, 1995).

Fontana and Frey (2000), discuss the interview as a research method and point
out that the spoken or written word can give different people a different
understanding of the phenomenon no matter how carefully the researcher goes
about interviewing and reporting her understanding of the phenomenon. The
interview method has been questioned and even not regarded as scientific due to
the non-statistic underpinnings of the interview in qualitative approaches (Morse,
1997). However, the freedom and variations of interviews provided ih a
hermeneutic phenomenological inquiry gives a richer picture of the themes. What
is important is to lead the participant towards certain themes in their life without -
being leading in a specific direction (Kvale, 1983). Koch and Harrington (1998)
discuss the ongoing debate about rigour in research guided by the philosophy of
hermeneutics. They consider the research work as plausibie and believable
when it is engaged and logical by being detailed and reflective on each
interpretation and they point out that the researcher should be aware of the

reality that this work is done in a changing social, political world. Thus the
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researcher needs to have a critical insight when presenting the product of the

research.

3.7 Summary

The philosophy of nursing and phenomenclogy are ceincided as both are based
on human respect and the thought that every person is a whole human being in

_ relation with the social settings that person lives in. My purpose of this study is to
gain a deeper understanding of mother's experience of having a child with
autism, and the hermeneutic phenomenology was my choice of approach.
Gadamer's philosophy accepts the researcher's prejudgement of the
phenomenon to be openly discussed in the dialogue between the researcher and
the participant. In the dialogue the researcher is trying to understand the
participants’ viewpoihts of life in a horizon of before and after when the
understanding of the researcher fuses with the understanding of the participant in
an inquiry. What underpins’ my choice of research approach are Gadamer's
(1998) philosophy and his explanation of the hermeneutic circle and of the fusicn
of horizons. My work was guided by van Manen's (1997) explanation of the
interpretation of lived experience or a text with thematic work being the structure
of that experience. My fore-judgement and my experience in my co-work with
mothers’ of children with autism underpin this choice of methedology and

method.
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Chapter 4
‘Data collection and analysis

in- this study the data was collected with face-to-face in-depth interviews with ten
mothers. The in-depth- question was; what is it like to be a mother of a child with
autism? In this chapter | will describe how the access to the participants was
obtained and give a description of the participants. Furthermore, ethical
considerations, data collection, data analysis, trustworthiness and rigour are
discussed. The methodology used in this study was hermeneutic |

phenomenology.

4.1 Access to the participants
The target population for this study were mothers who had a child with autism.
The criteria for participation in the study were being a mother of a child with
autism at the age from six to sixteen. There were two reasons for this age range.
Firstly, to have some time from the diagnostic process (in Iceland children with
autism are usually diagnosed at the age of three to four). Secondly, it was
regarded as important to span the pre-and regular school age to adolescence in
regard to different milestones in the child's development and in the life of the
family according to that. 1 turned to two mothers, who were active in work in the
lcelandic Autism Society and asked them to participate in the study and they
willingly participated. Furthermore, | asked them to recruit eight other mothers
that were willing to participate. The eight mothers they contacted showed
interest in participating in the study. | first contacted those other mothers by
phone and then | sent a letter of presentation (Appendix 1) and a written consent
{Appendix 2). The signed consent forms were either sent back by post or handed

in at the interview site.
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4.1.1 Description of the participants

This study wés undertaken in lceland and all the participants’ were Icelandic. All
the mothers showed interest to participate in the study. The mothers thét
participated were ten, the two | turned to in the beginning of my work and other
eight they recruited. Eight of the mothers were living with the child's father; two
were divorced and lived with the autistic child and siblings. The age range of the
participants’ was from thirty four to forty nine years of age. To ascertain the
rights of the participants and confidentiality all the mothers were sent letters of
presentation of the purposed study {Appendix 1) and a letter of informed consent
{Appendix 2) and they were given pseudonyms in the presentation of the findings.
In order to preserve the anonymity of the children they will be referred to as
males. This decision relies on the population in iceland being small (<290.000)
and the gender differences is considered to be that autism is approximately three
times more common in boys than girls (Gilberg and Pesters, 1993).

4.1.2 The interviews and the interview guide

The research question: What is it like to be a mother of a child with autism is the
product of my pre-conceptions and interest in the phenomenon of concern. This
question was the in-depth-question in the interview and each participant was told
that she could teil her story in any way she wanted. Furthermore, an interview
guide was used in the interviews and it consisted of few questions to emphasise
the in depth- question of the study. In the proposal of this study the interview
guide consisted of seven questions. After the two first interviews | realised that
two of the questions could be intertwined in the other questions, After that the
interview guide consisted of five supplementary questions. The interview guide
{Appendix 4) was initially written in English (in the proposal) and later translated by
myself into icelandic to be used in the interview process. The interview guide was
intended, as a reminder for myself to cover all the topics needed to answer the

research question.
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4.2 Ethical issues

In a study where the participant is asked to describe her personal and painful
experience of being a mother to a child with autism the question of trust in the
interviewer is significant. it is also important that the researcher ensures the
participants confidentiality and respect (Fontana and Frey, 1998; Fontana and
Frey, 2060). Therefore all relevant ethical issues such as anonymity and
confidentiality was revealed in the letter of presentation (Appendix 1 and the
informed consent {(Appendix 2). In the informed consent the participant was,
furthermore, told about the process of collecting and analysing the data and at
what point the data would be destroyed. In addition, the participants were told of
the gain it could be for them to participate in the study and that would be the
opportunity to discuss their experience with a professional with experience in
working with children who have autism and their parents. In the interview the
participant needs to feel that she can trust the interviewer to respect the promise
of confidentiality. That trust was built throughout the interviews and egach
participant was reminded of her right to withdraw from the study and | assured
her that her dignity and privacy would not at any time be abused. The

| participants’ were, furthermore, told how the material, which would be gained
from the interviews, were kept secured and that they were granted pseudonyms
in the presentation of the study. Two ethical committees were contacted, and
sent letters of presentation of the study and its purpose. The Data Protection
Commission granted its consent (Appendix 3) and it was the only consent |

needed.

4.3 Data collection

The data in this study was coltected with face-to-face in-depth interviews. A face-
to-face interview based on hermeneutic phenomenology is bbth an inquiry and a
dialogue between the participant and the researcher. In my study | used non-
standardised interview, which allowed the participants to teli their story in any
way they wanted, after they had heard the research guestion: What is it iike to be
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a mother of a child wifh autism? The research guestion could also be put forward
like that; ‘can you tell me in your own words about your experiénce as a mother
of a chiid with autism?’ Data was collected either in the participant’s home or at
my private office, depending on each participant’s wish or preference. The
interviews lasted from one to two hours, depending on the feeling of saturation,
when there did not seem to be any more {0 discuss. The participants were,
furthermore, asked to contact me if they afterwards came to think of something
important that had not been discussed in the interview. In accordance with
hermeneutic phenomenology the participant was asked fo describe an
experience and in the dialogue we reflect on that experience. Van Mane’s (1297)
six steps of 'methodological structure of human science research’ (p.30)

underpinned my study:

1)} Turn to phencmena of interest, which commits us to the world:

In this study it was the world of mothers who have children with autism. Ten
mothers that were willing to revile their life story and trust me with their thoughts
and feelings in their life with their autistic children. According to van Manen
(1997) a phenomenological study is a study of individual human experience in
the light of its context in social and historical settings and there is only one

interpretation of the phenomena, the researcher's.

2) Investigate experience as it is lived rather than conceptualise

The practical wisdom in doing phenomenological research is to understand the
nature of the lived experience. Hermeneutic phenomenology allows the
researcher to make visible owns pre-conceptions and pre-understanding of the
phenomenon. Therefore, in the dialogue the participants and | could discuss
what it was like to have a child with autism, furthermore, laugh together when the
participants told their funny stories about their children {See chapter 5). As argued
by Halldorsdéttir (1998) there are two experts in the dialogue the researcher and

the participant and both bring their experience into the dialogue. For me, being
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an expert in autism it was important to be able to reveal my prejudgement and
pre-conceptions openly without imposing my views upon the participant and then
afterwards it was my role to inte{rpret and present the result in an understandable
way for the reader. Steps three to six {van Manen, 1997) will be discussed in

saction 4.4.

4.3.1 The reflective diary

In accordance to Burnard (1991) | kept a reflective diary in the form of a tape-
recorder and later 1 wrote my reflective thoughts in a written diary. By listening to,
writing and reading my own reflections from my diary | was able to reftect upon
and critique my participation in the dialogue. | learned by this work and made use
of that experience in coming interviews. This diary was an important part of my
“study helping me to reconsider my role in the interviews. Then | did reread van
Manen's {1967) advice of how to go about asking other people {0 reveal their
own experience. Thus remind myself of the use of patience and silent moments
or repeating the sentence and by that help the participants to continue.

4.3.2 Sample size and saturation

Purposeful, theoretical sampling design with snowball or network sampling was
used in this study (Polit and Hungler, 1995). The sample size in a qualitative
research depends on when thecre_ticai saturation and the qualitative information
in the collected data is considered achieved (Sandelowski, 1995). in this study
the sample size was considered enough when the same pattern began to repeat
itself in the interviews. After listening to the tape-recorder, transcribing, reading
and rerea.ding the transcripts | concluded saturation was achieved. Though not
until | had contacted the participants by phone and asked for clarification and
discussed unclear points from the interviews. When we both had the feeling that

there was no more to say or ask the saturation in data collection was considered

achieved.
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4.4 Data analysis

Data analysis begins formally when the researcher accepts the transcript as raw
data that is ready to be analysed and in that process the researcher tries to
understand each transcript as a whole and then 'develop a consistent approach
to accounting for the data’ (Sandelowsky, 1995, p.373). Foliowing are the steps
three to six of the data collection and data analysing of van Manen’s (1997) six
steps of doing phenomenological. research and how | processed through those
steps, the first two steps were discussed in section 4.3, '

3) Reflecting on the essential themes which are characteristic for the
phenomenon

My main purpose in the process of analysing the data is to gain an understanding

of the phenomenon. Through refiection | wanted to be able to bring into nearness

the experience of mothers who have children with autism and | did so by listening

and re-listening to the audio-tapes, to get a grasp of parts and the whole of the

mothers description of their experience.

4) Describing the phenomenon through the art of writing and rewriting
| transcribed the interviews, word by word, When doing so | felt empathy and
respect for the perseverance that the participants’ had shown in their fife with
their children and themes began to emerge from the topics discussed in the
dialogues. When transcribing each interview | realised that | was learning'
something useful for my work with parents of children with autism. My hope is
that | will be able to give my learning to others in my findings and conclusions

chapters.

5) Keeping an oriented, pedagogic relation to the phenomenon
Even though | was able to let my pre-judgement be visible in the dialogue |

needed to remember that the main aim was to use my pre-judgement helping me
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to a better understanding of the participants experience, thus not to impose my

preconceptions upon the participant.

6) Considering the parts and the whole and by that balancing the
context of the research

In order to get an understanding of a phenomenon one has to have some
organised thought of the comparison of the parts in each interview and the whole
text and then consider how the parts contribute to the whole. To gain
understanding of the whole | read and reread every transcript, finding topics and
themes until seeing some pattern in the participants experiences (See chapter 5). |
agree with Appleton and King (1997) when they insist that this comparison of
understanding begin in the interview with the participants and goes on in the
analysing process and when the researcher turns back to the text or the
péﬂicipant for verification. This constant comparison ‘is the hatlmark of any
research inquiry as researchers are constantly comparing data sets’ (p. 20). The
thought of going back to the participants for verification of the researcher's
-interpretation is an act that not all hermeneutic experts agree with. Nevertheless,
by having the verification from the participants the validation is evident when the
participants can identify the metaphor and agrees with it (Smith, 1998).

4.4.1 The exact step in my analysis and interpretation' of the data

Burnard (1991) points out fourteen stages in the analysing process. { did not go
directly through those fourteen stages; rather some of them were intertwined in
my work in analysing the data. Furthermore, in the process of collecting and
analysing data the six steps of methodological structure van Manen (1997)
presents are intertwined in my work. Van Manen further argues that in the actual
research process various aspects are related simultaneously or intermittently and
that was how ! proceeded. | will now present the process in my work of

analysing and interpreting of data:
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1) |listened and re-listened to the audiotapes of the interviews, to get the grasp

of the parts and the whole of the text.
1) 1 transcribed the interviews, word by word.

2) |red and reread every transcript, highlighting with different colours the
emerging themes that seemed to have bearing on the phenomenon under

study.

3) 1 identified discussion topics and gave them names. Furthermore, | identified

themes within each topic and gave them names. {See chapter 5).

4) | found typical quotations from the dialogues with the participants that were

characteristic for the different themes.

5) In this process | was able to turn back to the transcript to venfy my
understanding, furthermore, | went back to the participants for verification
of my understanding of the essence of the phenomenon. Two of the
participants (the participants | had tumed to in the beginning process) read

the findings chapter for verification.

4.5 Rigour and trustworthiness

Rigour or confirmability in qualitative research relies on the way evidence is
used, the techniques in collecting data, the purpose and techniques in the
analytical process (Sandelowsky, 1986). | will now explain how trustworthiness
was accomplished in this study by using Polit and Hungler's (1 997) explanation
of the concepts; credibility; dependability, confirmability and transferability.

Credibility was accor_nplished by openly discussing my interest and connection to
the phenomenon. Polit and Hungler (1897) discuss how the researcher's
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credibility is relying on the researcher as an instrument in the analysing process.
One of my abilities as a researcher in this study relies on my education as an
autism counsellor and many years of working with children that have autism and
their parents. Furthermore, credibility was gained by giving sufficient time and

building trust in the dialogues.

Dependability and confirmability in my study was accomplished by documenting
all the steps and decisions in the research process such as in the collection of

data and data analysis and is according to Polit and Hungler (1997).

In my study transferability was accqmpléshed by clearly describing the research
procedure, methodology and method, furthermore, by describing how the
understanding between me and the participants’ grew from the fusion of our
horizons. My aim is to deliver this study in writing in such a way that the reader
can follow the audit trail and by that, gain new perspectives.

4.5 Summary

in this chapter | have explained the process of gaining access, collecting and
analy%sing data in my research in accordance to Gadamer’s philosophy and van
Manen’s way of doing hermeneutic phenomenological research. In this study
chapter three and four are intertwined. Chapter three is a discussion of the
mefhodology and method used in this study and the fourth is an explanation of
how | used this methodology and method as the structure of the process in my
work. In this study | did my best to create an atmosphere of trust, by telling about
my interest in the phenomenon and referring to the letter of presentation. | asked
the research question somehow like this: ‘Will you tell me about your experience
of being a mother of a child with autism’. In the dialogues t used my

preconceptions to interpret and ask questions.
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Chapter 5
Findings and discussion

in this chapter the findings of the study will be presented and discussed in the
perspective of the literature. For the sake of clarity the themes that emerged
from the interpretation of the transcribed interviews were grouped according to
five main discussions topics. These topics were: (1) becoming a mother ofa
child with autism, (2) coping and taking care of self, (3) the father of the

- child, (4) where to seek help, (5) the need for support from professionals.
Within the first topic, becoming a mother of a child with autism, five themes
were identified, (1) being alone with a discovery, (2) the recurring sorrow, (3)
milestones becoming obstacles, (4) a never ending responsibility,
(5) rewarded love and learning from the child. Within the second topic, coping
and taking care of self, four themes were identified, (1) breaking out of the
isolation, (2) using anger to fight for the child, (3) coping by the means of
humour, {(4) becoming empowered. Within the third topic, the father of the child
two themes were identified (1 )' the difference between the father and the mother,
(2) support from the father of the child. Within the fourth topic, where to seek
help, two themes emerged, (1) nobody wants him, (2) parents to parents. Within
the fifth topic, the need for support from professiohals, four themes emerged,
(1) support and lack of support in the diagnostic process, (2) | know better,
(3) when the subject is money, (4} giving advice to professionals. The findings
will be discussed in relation to relevant literature, which will be interwoven in the
text. Finally in the summary the main findings will be drawn together in relation

with reviewed literature.

The participants in this study were all mothers and therefore the term
participants and mothers will be used intermittently in this chapter.

Furthermore, the gender prevalence is considered to be one girl against three

36




CHAPTER 5: Findings and discussion

boys ( See 4.1.2). Therefore the child will be referred to as a he regardless of the

child's sex.

5.1 Becoming a mother of a child with autism

The birth of a child is most often supposed to be a happy event. Parents expect a
heaithy child with all the best characteristics from both parents. The birth of a
child with autism is also expected to be a happy event. The mothers that
participated in this study did at first experience the birth of this particular child as
the expected healthy child. Yet it differed at what moment in the child’s fife the
mothers began to wonder if the child was not quite as healthy as was first
assumed. Something seemed to be strange with the child. The mothers began to
ask themselves what it was exactly. The mothers feeling of being alone in thé
discovery period, experiencing sorrow, a never ending responsibility and finding

something positive in this experience will be discussed in this section.

| 5.1.1 Being alone with a discovery

What was it exactly that was strange with the child? This was a question the
mothers asked themselves and other people they turned to. in all cases but two
the mothers were the first to notice that something was strange in the child’s
responses and behaviour. The mothers ‘sensed’ that something was wrong while
other people did not initially see anything wrong. The mothers’ feeling of
something being wrong is consistent with Benner's and Tanner’s (1987) concept
of intuition. In their study of how nurses use intuition Benner and Tanner (1987)
define intuition as ‘understanding without rationale’ (p.23). They furthermore
discuss similarity recognition and intuition building on know-how and experience.
in considering similarity recognition and intuition building on experience, ali the
participants in my study but one had older children and this could have
contributed to the mothers’ feeling of something being wrong. Nevertheless, it

was difficult for the mothers to point to something specific because autism can
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not be seen at first sight. The child looks like every other child. The diagnostic
criteria of autism says that autism appears in lack of communication and in lack
of any form of reciprocal social interaction, thus people with autism seem not to
be able to understand other people's emotional responses and do not show
emotional reciprocity (WHO, 1892). The first specific symptoms the mothers were
able to point to had te do with the child’s lack of ability to communicate and two

mothers describe this in the following words:

‘At first it was the look in his eyes, his eye contact was somehow strange.... | felt

from the beginning that something was wrong.
Sara

‘He did not have any interest in other people....... he was one and a half years old
and seemed to develop normally, even said a few words.....yet he never did ask
for help or have the initiative to communicate with people. Something was not as

it should be’.
Martha

The way Martha and Sara describe their children is consistent with the diagnostic
guidelines of autism (WHQ, 1992). The mothers said that they had the feeling
that there was something wrong with the child even though they were not able to
point to anything particular. Gilberg and Peters (1995) draw attention to the lack
of affection and love in the child's eyes and the paradox reactions to laughter and

crying.

After discovering that something was peculiar about the chiid the participants
turned to other people for support. They turned to the child’s father, other family
members or friends. The first reaction of the fathers was to try to calm their wife's
and tell them ‘not to worry so much’. Two participants had friends that

encouraged them to have the child examined. One mother said that the first
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people she turned to were the nurse and the doctor at the Health Care Centre
when she was taking the child to routine eighteen months referral. The nurse at
the Health Care Centre reassured the mother that nothing was wrong and the
child might only be a little late in its deveiopment. Even doctors that were child
specialists often misdiagnosed the children as having deficits in attention, motor
control and perception or being hyperactive. Delaney and Engels-Scianna (1996)
reported similar experiences in their study where the parents of children with
emotional illness felt the mental health service had failed them when they asked
for help. One mother in my study described her experience of going from one
specialist to another because the specialists’ explanation did not fit how she
herself perceived the child's behaviour. She describes her experience in the

following words:

4 was beginning to think that there was something wrong with me. That people
thought it was my wish that something was wrong with my child. Then | said to
one child specialist, just when | went out of the door with my child: ‘Will you
please take him in your arms and then | looked him in the eyes and asked him ‘Is

this right?’ Then the wheels started turming’.
Ann

The participants did, furthermore, discuss how hard it was to accept that their
children had autism. This is consistent with MacGregor (1994) who claims the
diagnosis of a child with mental illness is a terrifying experience for parents who
are already filled with fear of bad outcomes. The parents thinking of mental
iliness as being a personal and social loss for the child, afraid that their child will
not be able to enjoy pleasure in life such as joyful play and participating in the
family and peers activity. This description of MacGregor's (1994} of parents fear
of the consequences of the diagnosis is consistent with the description of one of
the mothers in my study. This mother described her despair in the period after
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her child was diagnosed and then what it was that helped her change her mind,

she said:

4 wanted to take our lives (my son’s and mins). Then | thought of my husband
and other children and | decided that this was seffish and fook on the task to take

care of a child with autism’,
Martha

Although this fear of the consequences of the diagnosis became apparent in my
study the participants described mixed feelings of sorrow and relief when given
the diagnosis of autism. At least they then had something to help them to go on
in the upbringing of this special child, they could seek information and study
autism and learn how to make a better life for their children. As Martha said; 'l
took on the task to take care of a child with autism’.

5.1.2 The recurring SOrrow
Sorrow was an important pa'rt of the participants’ description of their life with their
autistic child. They described the sorrow returning again and again and one

mother described it as follows:

- Yt is like a slap in the face, you fall down, everything falls apart, and ail our
existence falls apart. Then you start building up again. Still the blows come

regularly after the first one’. |
' Martha

The mothers whose children were adolescents described the process of sorrow
being less painful as time went by. The first shock and sorrow was experienced
when their child was diagnosed. Then the sorrow was re-woken almost at every
milestone and change in the child’s life as for instance when realising that their

child would not be able to have their own famity. Nevertheless, the returning
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sorrow was somehow different or less devastating with time. The change in this

returning sorrow is described by one of the participants:

Jt is less now, in the beginning there was terrible sorrow. | needed to cry and |
had a need to read about autism. | always began crying before | was able to start
reading. Then this feeling of sorrow changes and the rough times grows farther
apart, it is like quitting smoking. There are now other things that brings about and

are the source of the Sorrow”.
Diane

Olshansky (1962) first defined sorrow that comes again and again as chronic
sorrow and as being a normal response to a painful experience that comes in
periodically. It was initially used in a study of the emotions experienced by
parents of severely retarded children and Qlshansky built this description on his
owrt personal and professional experience (Phillips, 1991). Krafft and Krafft
(1998} in their study of pare'nts of severely retarded adult children describe this
ongoing sorrow as an émotion that is experienced episodically and has no
predictable end for the one who experiences it. Krafft and Krafft (1998) describe
those periods of sorrow as losses comparabie to the death of a loved one. First
comes the loss of the healthy child the parents expected followed by other
losses such as not being able to see one’s child grow or him not being able to

take care of himself.

Other things in life can bring sorrow and these experiences will get intertwined
with the sorrow of knowing that the child has autism. Four of the participants had
other devastating experiences at the same time as realising that their child had a
handicap, such as the death of a loved one, being sick themselves or divorce.
One participant who had experienced sickness and other family problems at the
same time as her child was diagnosed described this in the following words:
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‘You do not have your autistic child in a vacuum, there are other things in life that
happen at the same time and then the feelings get intertwined'.
Diane

Two of the participants had lost their mothers at the same time as their children
were diagnosed with autism and the sorrow due to that loss intensified the shock
and the pain they felt associated with their children. Furthermore, they felt that
they had lost the person that would have given them the most support in taking
care of their child. One participant described the intensification of this loss in this

way:

‘A month later my mother died suddenly, she was my best friend. This was a
two-fold blow, | did not have time to deal with the sorrow for my child, it drowned
in the sorrow for my mother. It was so much to deal with at the same time'.

Sara Jane

5.1.3 Milestones becoming obstacles

All but one of the participants described how they were ready to fight for the
rights of their child. This fighting was associated with particular milestones in the
child’s life.. Often it was when changes took place in the child’s education such as
when the child was going from pre-school to regular or special classes. One
mother described how she had to fight for the appropriate service when her son

began regular classes at school:

"When he aitended pre-school we had ‘fop’ service and the program was good
for him and we expected the same when he began going to regular school. Then
| had to fight for everything. | had to fight with the principal to get the support in
the classroom that my child needed. This was new to me; | am not the fighting

type’.

Dora
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Another participant told how l:iadly she felt in the period after her son finished
primary school at the age of sixteen. She did not have any offers for her son to
continue his education. Then she described her relief when he was at {ast offered

a placement in special class in a High school and she said:

‘There is a special class in a High school in which he is with other young people
with autism and the teachers are knowledgeable about autism. They have a long
experience in working with children and young people with autism, and the best

thing is that he is happy there’.
Rose

Two mothers of adolescents described how they feit when their young
adolescent boys discussed their wishes to have their own families and to have
drivers’ licences. The mothers felt hurt and aggrieved for their boys that they
would never be able to have many of the things other young peopie do. One of
the mothers described this with these words:

‘He is so terribly worried about not being able to have drivers licence and he talks
about getting himself a wife who can drive and | know he will never drive or have
a wife’. |

Rose

5.1.4 A never ending responsibility

All the participants talked about the feeling of being responsible for their children
for the rest of their lives. They would always need to be there for them. This was
a feeling they all experienced very early in their children’s lives. Then they all
pushed the thought away, in order to cope with their everyday responsibility. All
the participants experienced being worried about the future and deciding where
their children would be after leaving home and having to decide at what point this

should happen. The four participants that were mothers of children that were in
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early adolescence were especially worried about their children’s further
education and work placement. These mothers were able to discuss their
worfies with their husbands. Nevertheless, it was the mother's responsibility to
make all arrangements. They had to follow up on school placement and other
important arrangements concerning their children’s future. One adolescent’s
mother described how tired she was of having to fight again and again for what

was her child's right according to icelandic law:

‘He has been in special class for some years and has had an excellent teaching
service. He is now able to do things we did not dream of. Suddenly last winter
they (the politicians) decided to cut down the services. Then suddenly I felt very
tired. Again to fight for service we fought for years ago. { do not feel up to this.
Nevertheless, | will go on fighting as long as it takes. This is a lifelong job'.

Jane

Two participants whose children were adolescents felt it was important to be
aware of the danger of becoming dependent on the role of being a mother of a
child with autism. They also emphasised how important it was to be able to trust
other people with their child. To be able to trust other people was a part of bei.ng
able to consider the child's placement in the future. These two mothers inmy
study described what had helped them to accept that some day their children
needed to grow away from them. They had heard of, or met, two older mothers
who had not been able to take this step to decide for their children’s future. One
of those two older mothers had ended up by becoming mentally ill and the other
one was totally preoccupied with her child and had no life without him.

The participants talked about how difficult it had been to accept the fact that the
child and they themselves needed the various sociat supports that were offered
to them. When they did accept the need, the service was not always available

immediately and they sometimes had to wait for years. Furthermore, the study
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found that it was difficult for the participants whose children were adolescents to
take decisions about when and how much social support was needed, as the
children grew older. They worried about what was to become of their children
when they themselves died. One mother described how tremendously difficult it
was to think about her son’s future after she died or became to old to take care of
him. She described those difficuities and the steps she took as follows:

1 have three older children and now he is an adolescent and | asked
them to take care of him when we died (she and her husband). Then | met this
lady from the social office and she scolded me for asking them. That helped me
io see that this was not the right thing to do and now | have applied for a
Supported Home for him and | know that this is what he himself wants’

Rose

Another mother described how she had responded towards the problem of

deciding 2 home placement for her son:

We were so fortunate to be able to get a placement for him in a Supported Home
where he will have all the service he needs. Now | am at a point where [ am too
tired to be able to care for him the way | was able to before. | trust those people

and thus | will be able to be with him in ancther way, and be Jess tired.
Diane

5.1.5 Rewarded love and learning from the child

All the participants discussed their love for their children and this love was
evident in what ever was discussed. in the diatogue this love overshadowed
other issues such as their own needs. This love was a constant theme

| throughout the dialogues. it was, furthermore, important for the mothers to accept

the reality of life for their children with autism, in particular that their children
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would not be able to live an ordinary life. The mothers found that their love for
their children was rewarded in many ways, for instance how they were able to
learn and grow from their experiences. The mothers enjoyed and were proud of
every step forward in the chiid’s development and experienced them as

victories. One participant described her pride like this:

‘He is now doing things we had not dreamed of such as riding a bike without
being in danger and is able to stay home alone. This makes us proud of him
even though he will always need someone fo take care of him and will not be

able to play football like the boy next door’.
Jane

The participants described experiencing pride in their children’s achievements
and saw them as theirs own and the children’s victories. One child being able to
walk alone to school was described by one of the mothers as her own and her

son's victory:

'He was ten and | still walked him fo school. Then he asked why | did this;
smaller kids went by themselves. | was scared to let him go by himself to begin

with. Then we both were happy and proud’.
Alice

Of the ten participants there was one mother that was especially occupied with
the thought of her child being respected as a person and not spoken of as a
handicap. She compared calling her child autistic with calling a child with cancer
cancerous and said that she had not thought about how important this was until
she herself had a child with a handicap. This was really important for her and

those were her exact words:
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1 respect and love my child as a person and | want other people to do so as well,

he is not an autistic child, he is a child with autism, can you see the difference?’
' Diane

All the participants’ spoke of how having a child diagnosed with autism had
changed their views in a positive way, such as being more understanding when
they saw parents having trouble with controiling their children in public places.

These three quotations tell in what way:

Y have changed a lot. | have more tolerance for other people. Now | almost never
let people irritate me the way they did before. Stilf, | offen think, 1 did not need

this, | was good enough as | was before (she laughs). | feel oider’.
Ann

'To have a child with autism has made me more mature. The autism was
unexpected, it was not meant to be. Life has been difficult. Because of this
experience I do not judge other people and he has given me more than he has

taken from me’.
Sara Jane

“To have a child with autism changes everything, one has to reconsider
everything. The whole life of the family changes, it has taken some time for us all.
My boy has taught me so much — about himself, autism and not at feast about

myself.
Alice

5.2 Coping and taking care of self
All the participants in the study were more occupied with thoughts of their

children and their futures than they were of their own wellbeing. One mother
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described how her own wellbeing was intertwined with her son's wellbeing and

said:

“f he is unhappy and angry and | am not able to calm him down [ feel terrible
and unhappy because he is not able to tell me what he wants. If he is content
then | can relax. My concern is his wellbeing both day and night. { am sometimes
very tired and often forget my own needs and this is how my life is now. | can

even forget to comb my hair’
Margaret

This description is consistent with Walters (1993) in his hermeneutic study of the
experience of relatives of critically ifl patients and he argues that the relatives see

themselves mirrored in the ill family-member’.

Even though the participants all described how time consu ming their roles as
caretakers were, they all mentioned the need to take care of themselves. First
after the child was diagnosed they were completely occupied with thoughts about
the child. Later they realised that they had become isolated in the role of being a
caretaker for a child with autism and tried to find ways to fulfil their personals
needs and brake that isolation. Furthermore, they discovered new coping ..
mechanism to strengthen themselves and used their anger to become stronger in
the fight for their child’s rights in society. The use of humour was also important
in coping with the difficulties of taking care of their autistic child. The mothers
were able to see the humour in their child’s peculiar behaviour and were able to
share that humour with other people. Furthermore, the participants described
how having this particular child made them stronger and helped them to be more

tolerant of other people.
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5.2.1 Breaking out of the isolation

All the participants talked about how isolated they and their families became
because of the child’s behaviour, friends stopped coming and they gave up
visiting other people. They talked about the need to take care of themselives and
to take steps to break the isolation and they used different ways to do so. Some
of the participants broke the isolation by finding a job outside the home or by
socialising in some other way. Two of the participants used further education and
one participant made a career in her profession. One participant described how

she broke her isolation by beginning to work outside her home:

4 have been isolated and alone, especially since my husband is away most of the
time. Now | am able to start working oulside the home and | am looking forward

_to being with other people more’
Sara

Another participant sought professional help to break the isolation and she
described how she was unable to do anything for herself until she found

professional help:

4 have at times felt up to my neck and terribly tired. | shut out those feelings, | felt
numb, and | was very sad and closed myself off from other people, then |

decided to seek professional help for myself and now | feel much better'.
Dora

5.2.2 Using anger to fight for the child

All the participants described how they had at one time or other been angry
because of their child’s handicap or how people treated their children. All but one
said at some moment or other in the dialogue ‘i felt angry and then...” and told of
some incident where the anger had helped them in the fight for the child’s rights

in society. The participants’ descriptions indicate that it depended on their
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personality and the circumstances how and when they reacted with anger. They
often were not aware of their use of anger until afterwards. One mother
described how she realised after the fight that she had used her anger and

become stronger by that:

I had never had a quarrel with anyon'e before, but | was angry on his behalf and
therefore | was able to fight for his rights. This fight made me stronger, before |

had always been the quiet type’.
Dora

This is consistent with Dunn et al. (2001) who argue that fighting and expressing
anger is confronting coping and claims that the result of confronting coping is
increased wellbeing. My study showed that the participants experienced that
fighting for their child made them stronger. This study indicates that anger is a
feéling that comes again and again in the life of the participants but for different
reasons and at different times. Sometimes they became angry with those who
responded towards them with ignorance or for example as one of the mothers
that felt the need to be' arigry alongside other angry parents in her worst
moments of anger after her child was diagnosed. At that time she did not feel
able to be grateful for having a child with autism, as the other parents seemead to
be. The other parents discussed this role as a way to grow and get personal
strength. This mother said that she was not ready to attend the parents' meetings
at the State Di_agnostic and Counsetling Centre at that time in her life because
she felt so differently from the other parents:

4 wanted to be at meetings with parents that were as angry as { was. People that
felt as terribly angry as I did. | believe it would have done me good but | did not

find such people, the parents at those meetings all looked at me with surprise’.

Ann
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5.2.3 Coping by the means of humour

The use of humour appeared to have great impact on the wellbeing of all the
participants but one. As described by the participants humour seemed to be
empowering and helpful in coping with their circumstance, The participants were
able to see their children's peculiar behaviour as a source of humour. in the
dialogues in my study the participants told how this peculiarity often makes
people laugh and how they were able to share their laughter. Some told

humorous stories such as this one:

‘Once the whole family was abroad on a vacation and having a picnic in a forest.
We suddenly realised that he was not with us. Everybody panicked and we ran
and called his name. We called and called, then suddenly | saw him sitting under
 a tree like a little Buddha, smiling and pointing one finger down at his head

without saying anything. We all sat down and cried with laughter’
Diane

One of the characteristics of autism is repetitive, stereotyped behaviour (WHO,
1992) and this stereotyped behaviour of autism can often be difficult to handie,
nevertheless, sometimes it can be funny. One mother describes such behaviour

as being ‘tragic-comic’ and this view of hers is best told in her own words:

‘He is funny in a sad way. He is sometimes so funny; even when he is stuck on
something | can see how funny it is. His newest habit is saying, "every women
dances and says hi, hi” and | have to dance with him until | am exhausted’

Dora

These descriptions of how the participants use humour is consistent with Beck
{1997) who argues that humour helps to reduce anxiety in stressful situations
and gives an opportunity for expression of emotions when being with people that
understand and enjoy the same humour. The use of the child's peculiarities and
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the sometimes ‘tragic-comic’ nature of the humour are understandable when
considering Kanner's (1843) description of the uniqueness of autism as
interesting and peculiar. it seams that this uniqueness inspire the mothers’ in this
study to tell humorous stories about their children. Even though the mothers’
sadness of the children condition became apparent in some of the stories in this
study, nevertheless, the sadness could be a source of humour and thus being

‘tragic-comic’.

When the participants told these humorous stories we laughed together and it
gave a feeling of togetherness and mutual trust. These humorous stories told by
the participants in my study became a spontaneous and important part of the
dialogue. The trust was the same kind of trust that is developed in the
relationship between a professional and a client where the use of humour can be
therapeutic. This is consistent with Buxman (2000) who stresses the importance

| of using humour therapeutically. However, it is necessary to ensure that all
participating enjoy the humour and to ensure the right circumstance and moment
(Buxman, 2000). One participant described the use of humour in the relationship
with other parents. She talked about how parents at parents meetings used what
she called the Pollyanna play (The story of Pollyanna is about a young girl who
could always find something good no matter how bad things seemed to be, by
Eleanor Parker, 1945). The Poilyanna play was used at those meetings to help
the parents to see the brighter side of having a child with autism and this

participant said:

‘When we parents meet we are very good at playing Pollyanna. Someone says:
‘Let us play Pollyanna’ and we start telling funny stories and jokes about our
children and we faugh and laugh because they can do so many funny things and

it is never on purpose’.

Diane
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5.2.4 Becoming empowered

The study showed that the mothers' used many ways to make them stronger.
Being knowledgeable about autism gave some of the participants a feeling of
being able to have a say in what was best for their children and that gave them a
feeling of empowerment. This is consistent with Dunst and Trivett {(1996) whose
model of empowerment suggests that empowerment ideology is the belief that
people have strength and ability to become competent. Other important issues in
the mothers’ lives with their autistic children that made them stronger and
apparently empowered them have already been mentioned in this chapter. The
most outstanding of those issues is gaining personal growth through the
experience of being a mother to this special child and how they learned through
their children and thus became more tolerant and understanding towards other
peoples sufferings. The mothers’ experience of personal growth is consistent
with Dunn et al. (2001) who describes such personal growth as positive
reappraisal. The participants were able to express anger in the fight for the
child’s rights in society and thus discovered their own strength. An important
empowering factor was how the mothers used humour to help them to see the
brighter side of their role as the main caretaker for their children. It has been
mentioned before how proud the mothers were of the victorias of their children
when they were able to do things the mothers had not expected such as being
able to ride a bicycle or walk alone to school. The importance of being able to
take care of themselves was shown in the study. One way they used to do so
was breaking-out of the isolation that was the consequence of being a mother of
a chiid with autism. One of the mothers that broke out of the isolation by
pursuing her own career described how this made her stronger, nevertheless, at

the same time feeling humble:
‘Being a mother of a child with autism | see it as a privilege to be able to think

about my own career and myself’
Jane
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5.3 The father of the child

The study showed that the fathers' living with the family are important as
caretakers of the child with autism, nevertheless, their role was different from the
mothers. In lceland people have long working hours and in famiiies with
handicapped children the fathers mostly have the role of supporting the families
need. This difference in fathers and mothers role as caretakers as best described

in the words of one of the participants:

't have taken responsibility for the care of our child; my husband has placed
himself in the background from the beginning. My husband has to support our

family needs and bring food on the table and he works until late’.
Diane

5.3.1 The difference between the father and the mother

The participants that lived with the child’s father described how they and their
husbands often had different views about how to meet the responsibilities of
being a parent of a child with autism. It has already been mentioned how the
fathers tried to calm their wives in their worries about the child. In the first phase |
of the search for help and diagnosis the fathers did not seem to be as worried as
their wives was. This is consistent with Mallow and Bechtel, (1999) who in their
study on parents éf children with developmental disabilities point out a difference
in mothers and fathers feelings of sorrow and the sorrow showing at different
moments. It was shown in their study that the worst moments of the mothers’
sorrow was in the process of searching for the right diagnosis and in the
relationship with health care service. The fathers experienced their sorrow
directed towards social norms (Mallow and Bechtel, 1999). One participant
experienced this difference sometimes being obstacles in the process of coming
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to terms with the fact that their child had autism and in accepting available
service and she described this like a struggle:

‘This has taken me some time and | had to break down some walls, and open
doors. First my own walls, then my husband’s. It took me some time to break
down my own walls and then | had to break down my husband’s walls’.

Alice

5.3.2 Support from the father of the child

All the participating mothers had the main responsibility for taking care of the
special needs of the child with autism. They also took on the extra work
concerning the child such as meetings with the people from the school and other
organisations connected with the services for children with autism. All the
participants talked about their responsibility and extra work in the care of their
child as a matter of fact and none of them complained about their husbands
taking less responsibility than they did themselves. Regardless of the described
difference the eight mothers that were living with the child's father felt supported
by their husbands and as couple they were able to talk about their chitd and what
they were going through. Following is how a mother in this study experienced this

difference as being supportive:

| always want my husband besides me when | am somewhere discussing our
child. He sits there and | do all the talking and ask all the questions. Then
afterwards we discuss what we have been told and he often heard something |
did not. He takes life as it comes and that helps me. | have a tendency to worry

about the future’.

Ann
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The mothers accepted the relationship of father and child being different from
theirs relationship with the child. One mother described this difference and at the

same time she saw them (the couple) giving mutual support:

‘We have been the strongest support for each other, even though we experience
this differently and meet him (the child) differently. He (the husband) does not go
quite by the book, nevertheless, my husband understands him very well and |

respect their relationship’.
Jane

5.4 Where to seek help
All the mothers described their need for support and that they did not always get

the support they hoped for and needed such as from family and friends. In the
dialogue we wondered about the reason of this lack of support. Was it possibly
the strange, peculiar behaviour of a child with autism that made people hesitant
to take on the responsibility, even for as short while? We were not able to find the
answer to that question. The participants found other ways of support such as

from other parents.

5.4.1 Nobody wants him

There were differences in how the participants experienced support from their
nearest family in many different ways. All of them seemed to experience more
support from their own parents than from their in-laws. As mentioned before it is
nct apparent at first sight that there is something the matter with a child with |
autism. Until the child begins to show its peculiar behaviour pecople do not notice
that something is wrong. Why was the mother not able to control the child’s
behaviour? The mothers felt this question in the air even though it was not
directly voiced and they talked about how they experienced this attitude from
both relatives and strangers. One mother found friends and family not as willing

to help with the care of her child with autism as her other children. Her
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experience was that no one wanted him and she felt hurt for his sake. This is
how she experienced the attitude from family and friends when she asked for

help:

‘There was suddenly an opportunity for me to go abroad with my husband. The
Short Time Home could not take him, and no one in the family was ready to take
him, but everyone could take his sister. He is not that difficult to handle’.

Jane

5.4.2 Parents to parents

The participants mentioned the importance of support and mutual understanding
from other parents who had a child with autism. Even though the autism showed
in many different ways and its seriousness was different among the participants’
children they all described how important support from other parents was. The
mutual understanding of each other situation waé important. The participants
also found the icelandic Autism Society an important support especially those
participants that have been active members and gone to meetings and
conferences in Iceland and abroad. They considered the participation in parent's
network both important and empowering. One participant described this support

in this way:

It is a good feeling to be with other parents and talk about autism and ones own
child, go to meetings and congresses with parents and professionals and

discuss autism and nothing else’.
Diane
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5.5 The need for support from professionals

This study showed that the participants want more professional support.
However, the participants were seldom offered support and some of them did
experience being put down by professionals and officials. The dialogues’ left me
with some advice from the participants that will later in this section be presented

in the participants’ own words.

5.5.1 Support and lack of support in the diagnostic process

All the participants had mixed experience with professionals. All but two had
gone from one professional to another to get answers for their worries about their
children. The participants that first furned to nurses and doctors at the Heatth
Care Centres experienced disbelieve from the professionals about what they
were saying and were reassured that all would soon be better. One participant
described how she experienced rejection from the staff at the Health Care Cenire
because of her feeling of something wrong with her happy smiling child of 18
months. When the child was 22 months old his mother took him to the family
physician and finally felt that there was someone who was listening to her. She

described her experience in the following words:

‘He did not let us leave until he had contacted a child specialist with know-how of
autism and then the wheels started turning and we ended with the diagnosis of
autism’.

Sara Jane

Seeking support from professionais is not always an easy task. One participant in
my study described how proud she was of herself when she asked for help from
the professionals at the State Diagnostic and Counselling Centre and she said to

them:
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‘Now that you have finished your work, can we tum fo you in the future and ask
for counselling and advice when we need to?' [ put a heavy emphasis on the
word ‘counselling’ and would you believe it they said 'Yes'. This made me feel

proud of myself
Ann

‘This mother, however unsure she was of the result, indicated the need for
support from professionals. Her.experience i5 consistent with Hanlon and Hanlon
(1996) that undertook a survey among parents of children with autism (in
Ireland). They came to the conclusion that the participants in their survey were
net content with the service of the health care system. They also found that the

~ parents in their study needed more support and information than were available

to them (Hanlon and Hanlon, 1986).

My study showed how important it is for professionals to be careful in the
relationship with parents, not at least in the time parents and child are going
through the process of diagnosis. One participant described her negative feslings
about the diagnostic process and the anger she expérienced towards those who
told her and her husband about their child’s diagnosis. She described the
situation when receiving the diagnosis, furthermore, as an awkward situation:

‘It was the social worker that by accident was the person that told us that our son
had autism. She thought that we had already been told and talked to us like we
knew. | was very angry, nevertheless, I pitied her in those circumstances. it was

a real mess’,
Diane

This shows how important it is for professionals to be aware of parents’ feelings

in the diagnostic process and furthermore, for each professional to have clear

roles in that process. All the participants told about incidents in connection with
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professionals, which made them angry. They had experienced professionals that
had not fistened to what they had to say. However, they also described their
experience of respect and willing co-operation from professionals at one time or
another. They described the relief they had experienced when they felt they were
able to trust professionals and when professionals showed respect and support.

One mother said:

'This was the part of the diagnostic process that we had been warned about as
being difficult but it was this part that | experienced as the easiest because he
was the only professional that we could ask questions. He explained and really

listened to what we needed to say about our child’.
' Martha

5.5.2 1 know bhetter

Two participants in my study described professionats that gave the impression
that only they knew what was best for the child in a given situation and the
professionals did not listen to the parent’s opinion. One of those two participants
described this feeling of rejection and how she took the matters in her own hands

and she described this in the following way:

‘After he was at last diagnosed with autism they told us it would be best for him to
change pre-school and at that point we trusted them (the professionals) fo

know what was best for him. In this new place he was met with impersonal
attitudes. After he had been there some time, | thought that this was not right for
my child. | did not stop until he was back in his old place where we both met love

and empathy and | was able to cry on their shoulders when | felt bad’.
Ann
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The other participant described how she experienced uncomfortable pressure
from professionals when offered services she did not feel ready to accept. She

said:

't understand that they were trying to help but | was not ready at that time. Later |
went to see the place and now ! am ready fo let him go and that process has

already begun’.
Dora

These two examples are consistent with Coulter (1999) who describes such an
I know better’ attitude as being an effort to keep distance between a professional
and a client which only serves to make the client dependent on the professional.

5.5.3 When the subject is money

One participant described it as being more difficult and degrading to deal with
officials than professional’s when seeking support for their child. These officials
were the people responsiblé for the money and the services their child with
autism had right to according to law. Such services as driving handicapped
children from their hcme-village {0 where they did have an educational offer that
suited them. When she applied for this service for her son the offictals she
encountered had a ‘we will see’ attitude and she had to start fighting for the

child’s rights in society all over again. The mother said:

‘Whenever it means money, or a service that will cost more we have to start
fighting ail over again again, without any support, and we are reminded of the
cost. it is hard enough to admit that he needs extra service. We should not have

to beg on our knees for what is rightfully his’

Sara
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The padicipants described themselves as advocates for their children and had to
follow up on the service that was rightfully theirs and their children. The
participants recalled incidents where it had been their opinion that the services
should reconsider their decisions. One participant was determined to have her
child’s entitiement from the State Social Security institute re-evaluated. She was
convinced that her child should have the same financial support from the State
as physically handicapped chiidren. She saw their assessment unjust towards
her child and his family circumstances. She described this incident in these

wards:

‘We went through all the procedures and they explained to us how it should be,

as If we were chifdren. | did not agree and decided to try again. | wrote a diary

about him. One has to do everything for him even though he is not in a
‘wheelchair. | sent a new letter, accompanied with the diary lo the State

Social Secunity Institute and got back a ‘Yes' | am very proud of myself, | think !

made a difference and an example for other parents’.
Ann

5.5.4 Giving .advice to professionals

The importance of how professionals respond towards parents that turn to them
for help has become evident in this study. Such as when they do so in their
doubts about their child being 'normal’ as well as in other crucial mcment.s such
as making decisions of the child’s future. The participants said that they wouid
have appreciated having some professionals to turn to when they really felt they
needed help and did not know where else to turn. The following is some advice

to professionals from two of the participants:

| think that you {the professionals) know what you are doing. Yet, you could
listen to us, and [ often have the feeling that sometimes | know better and it
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seems fo me that parents should take part in every discussion about their child’s

future placement such as school, work and home’,
' Alice

‘I felt that | knew what was best for her, but the professionals made me unsure
about myself, so | accepted their opinion. If became apparent later that | was

right, they should have listened to what [ said about my child’.
Ann

These two quotations show the need for respect and co-operation from
professionals. This is consistent with Halldorsdottir (2002) who discusses the
empowering possibility for a client that meets a professional who shows
competence and caring as well as trust, respect and commitment o the problem
when a client asks for help. The findings in this study indicate how delicate the
line is between being a ‘good’ professional that shows consideration and respect
for the client and being paternalistic by having the attitude 'I know best’. Coulter
{1999) stresses the importance of partnership instead of paternalism in the
refationship between doctors and patients. | argue that it should be the same in
all relationship between professionals and their clients and all the participants in
this study wished to be respected and accepted as co-workers in the planning for

their child’s future.

5.6 Summary

The findings of this study indicate that ali the participants with the exception of
two were the first to notice that something was wrong with their child.
Furthermore, they experienced themselves as being alone with the discovery,
séeking support from family, friends and professionals. The mothers sensed that
something was wrong when other people were not able to see anything wrong
with their seemingly happy smiling child. It became apparent that meeting
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professionals that did not show respect and understanding was an especially
painful experience. This is consistent with Delaney and Engels-Scianna {(1996)
and Halon and Hanlon (1 896) who reported similar findings of professionals
failing parents by not giving support. The participants described the never ending
responsibility for the child's future because the child would not be able to take
decisions about his own future. The participants all described the returning
sorrow usually with every milestone and change in the child's life and the
mothers of adolescents described this sorrow as cha'nging with time and
becoming periodic. This is consistent with the explanation of chronic sorrow by
Olshansky (1962) and Krafft and Krafft (1998) as a periodical feeling with no
predictable end. The participants used their anger when fighting for their child
and the fight and the anger that prompted the fight made them stronger. This is
consistent with Dunn et al, {2001) explanation of confrohting coping. In my
literature search | was not able to find anything similar to the beautiful
descriptions from the participants of rewarded love and how they fearned from
their children and this was an outstanding part of the study. Neither was | able to
find comparison to the participants’ use of autism peculiarities in a humorous way
by sharing their experiences with other people and telling stories about their
children. Nevertheless, Beck (1997) points out that humour helps people to
express emotions and reduce anxiety. The described difference between
mothers and fathers feelings regarding the child's handicap is consistent with
Maliow and Bechtel (1999) who found in their study that the feeling of sorrow was
at different moments in the life of parents of developmentally disabled children. In
Karlsdottir et al. (2001) study the mothers of adolescence with Chrohn's disease
‘experienced their husband'’s role different from their own, nevertheless, the
fathers were supportive. This is consistent with the experiences of the mothers in
my study. All the participants made efforts to live their own life in spite of their
role as caregivers for their child. They did this either by further education, or by
working outside home. It became evident in the study that participants had both
good and bad experiences with professionals and most of them told of at least:
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one incident where g professional had made a difference and shown respect and

understanding. However it became apparent that they wanted m
Support and co-operation.

ore professional
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Chapter 6
Conclusions, implications and recommendations

The purpose of my study was to gain an understanding of the experience of
mothers of children with autism. Furthermore, through that understanding |
wanted to gain insight into how the participating mothers view their relationship
with professionals. My interest in this phenomenon is built on my work as a nurse
and counsellor for parents of children with éUtism. My hope is to increase my
understanding of the phenomenon and hence to promote professionals to
renovate their relationship with parents of children with autism and other kind of
handicaps. In my choice of hermeneutic phenomenology | agree with Koch
(1998) who argues that in a hermeneutic dialogue the researcher can gain a
sight that builds on reciprocal trust and by revealing that understanding the
researcher can make a difference in how to approach their clients in their work.
The study revealed both expected and unexpected findings. Expected because
of my pre-understanding of the phenomenon what is consistent with Gadamer
(1998) that argues that the researcher can not be free of histher pre-
understanding. Unexpected because | gained a new understanding of how
mothers cope with being mothers of children with autism. | also gained new
understanding of what the mothers consider important in their relationship with
professionals. In this chapter | will discuss the findings reported in chapter five. |
will especially emphasise findings that I consider being important for clinical
nursing. | will, furthermore, reveal my own learning experience when doing this
study and discuss implication for nursing practice, nursing education and further

research.
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6.1 Conclusions
The findings of the study indicated that the participants experiénced themselves
being alone with the discovery of their child’'s handicap because other people
failed to notice the handicap. The child's father, family, friends and professionals
often rejected the mother’s feeling of there being something wrong in how the
child responded to the world. The participants’ experience of the repeated sorrow
is consistent with Olshansky (1962) and Krafft and Krafft's (1998) explanation of
chronic sorrow as being a normal response o a repeated suffering that has no
predictable end. The never ending responsibility of having to fight for the child’s
rights in society often at every milestone and changes in the chiid’s life was
outstanding in the study. The participants experienced deep love for their
children and they described how having this particular child helped them become
stronger as persons and being more tolerant and understanding towards other
people’s suffering. Even though the participants were occupied with the role of
being a caregiver for the child with autism they all took steps towards taking care
of themselves. They used different ways to break the isolation they experienced
by having a child with autism. Their use of anger, humour and pride helped them
to cope with their responsibility. The participants’ use of anger is consistent with
the definition of Dunn et al. (2001) of confronting coping as the ability to express
anger and to use anger in fighting. Furthermore, the participants found that this
fight made them stronger. The participants’ use of humour as a way to cope
became a discovery for me and in my literature search | was not able to find
studies that supported this finding. Nevertheless, the use of humour between
professionals and clients have been reported such as by for example Beck
(1997) and Buxman (2000) who stresses the importance of the use of humour as
| one way to build trust between professionals and clients. The mothers’
description of how they learned from being a mother to a child with autism and
how they gained personal growth from that learning was an outstanding

description in the study.
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The findings showed that the mothers thought the fathers’ met the role of
caretaker differently from themselves, nevertheless, the participants that lived
with the child's father experienced them as supportive and they respected this
difference in roles. Furthermore, the participants described the fathers' emotional
responses such as anger and sorrow being different from their own. The
difference in recurrent sorrow is consistent with the study of Mallow and Bechtel
(1999) who reported that mothers refapse to sorrow were related to co-
operation with the health care systems whereas fathers experienced repeated

sorrow was in relation to social norms.

The findings in my study indicate that support and respect from professionals is
important for mothers of children with autism. The need for more support was
described differently by the participants. The mothers of the younger children
described need for more support, respect and understanding in the diagnostic
process. On the other hand mothers of adolescents described the feeling of
being alone with decision making for their children's future and wanted support

from professionals.

| therefore conclude that, nurses and other professionals, officials and politicians
need to reconsider the service, relationship and co-operation with parents of
children with autism and children with other handicaps. Mallow and Bechtel
(1999) point out that the way to provide holistic care for parents and their
chronically disabled children should be by regular referrals and family based
programs. Herman et al. (1986) insisted on the importance of establishing a
network of parents and professionals. The findings in my study support the need
for holistic care and network of professionals and parents. Such co-operation
should build on mutual respect. The professionals should respect the parents’
knowledge of their child and the deficit the child suffers from and parents should

respect the professionals for what they stand for.
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6.2 Implications for nursing practice .
This study was conducted using a hermeneutic phenomenoclogical approach and
| argue that phenomenological research approaches are the best fitted for inquiry

into peoples lived experiences. Although there is a considerable disagreement in
the literature | agree with Taylor (1993) who argues that phenomenology and
nursing are coincided because both are concerned with human beings. By
listening to the participants in this study and reflecting on their
experience with them | gained a new perspective of parents’ situation with
handicapped children. Already in the dialogues | began o see myseif as a nurse
and counsellor in a new light. | had always thought of myself as a 'good nurse’
and co-worker, understanding and respectful in 'my co-operation with parents of
the children in my servica. | can see now that | have still much to learn from the
parents themselves to improve my work. | reveal my learning experience here in
“the hope that it will be beneficial for other nurses and professionals working with
children and their parents within different disciplines. One important point is how
we nurses can show respect and listen to what parents have to say about our
work. The participants described such an attitude as having considerably
positive impact on their wellbeing and as being both helpful and empowering.
Here | refer to nurses and other professionals that come in contact with parents
of children who suffer from autism or other deficits that makes it necessary for

the parents to be in contact with professionals.

6.3 Implications for nursing research and education

| was not able to find studies conducted by nurses in the field of autism but
several studies of the relationship of nurses and parents of chronically ill children
and hospitalised children were found. For example, Karlsdéttir et al. (2001)
describes the mothers as the main caretakers of children with Crohn's disease
and they found that the mothers worried about their child’s future and they had
the need to be able to turn to professionals that listened to them. Those findings
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are similar to the findings in my study. Less attention has been given to fathers in
these situations and it would have both theoretical and clinical implications to
explore the difference of feelings of the mothers and fathers and their responses
toward their autistic child. Furthefmore, research could be conducted to gain a
deeper understanding of how mothers use their anger and humour to empower
themselves as well as being proud of their child and themselves. Carpenter
{1995) has argued that research concerning those who care and those who are
cared for should be conducted in communication between them. This argument
does certainly apply to the parents of children who needs nurses as caretakers
and the story of their relationships with professionals should be conducted by
qualitative approaches such as hermeneutic phenomenology. Furthermore, |
agree with Rose (1996} and Kendall (1997) who stress that the gap in
understanding parents’ responses and feelings when taking care of a
handicapped child could be bridged by qualitative researches. My study gives
information about the participants’ feelings, what they use to cope in the role of
being a caregiver for a child with autism and in the retationship with
professionals. It is my hope that this study will encourage further research and be
incorporated into nursing education. | myself have learned how | can improve my
relationship with parents by more carefully listening and respecting the parents

views.

6.4 Recommendations
The participants in this study gave some recommendations for the future
relationship between parents of autistic children and professionals. Those

recommendations can best be said with the words of one participant also cited in

chapter five.

I think that you (the professionals} know what you are doing. Yet, you could
listen to us, and i often have the feeling that sometimes | know better and it
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seems to me that parents should take parl in every discussion about their child’s

future placement such as school, work and home'.
Alice

My hope is that my study will contribute to further research and thus | will draw
together what | see and recommend as implications for nursing research and my

hope is for the resuit of such research to have implications for nursing practice.

» This study has opened the door fo the understanding of how mothers of
children with autism experience themselves as being alone in the discovery
period as well as experiencing anger and sorrow at almost every milestone in
the child life and developmental process. Furthermore, this study has given
insight into the mothers’ use of anger, humour and pride in their life with their
autistic children as a means to cope. To replicate this study with mothers of
children with other chronic illnesses could give nurses and other professionals
a new perspective of how mothers respond towards their children being

chronically disabled.

» This study has raised the issue of the difference in how mothers and fathers
meet the strain it is to have a child diagnosed with autism or other chronic
condition. By further research professionals would be more conscious of
parents’ different needs in such situations and be able to use that knowledge

when implementing intervention programmes.

e One significant guestion this study has raised concerns the relationship
between parents of children with chronic illnesses and professionals. Further
research is needed in the field of co-work and co-operation between parents
and professionals. Such research should concentrate on parents’ perspective

of the co-operation.
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6.5 Strengths and limitations of the study

The strength of this study is the way it was conducted, by a hermeneutic
phenomenological approach. This allows the researcher to gain information of
the phenomenon of interest by listening, interpreting and asking questions for
clarification of his/her interpretation of what the participant is telling, both in the
dialogue and afterwargs when analysing and writing the findings. The
methodology and method allowed my pre-conceptions and pre-knowledge of the
phenomenon to become evident in the dialogue. The study was limited by the
fact that it was conducted in one language, icelandic that is my native language
and written in another, Engiish and sometimes it was difficult to make sure that
the importance of what the participants were communicating was not lost in the
translation. To avoid misinterpretation on that ground a colleague that is equally
competent in writing in both languages went through the findings with me and
then | turned to the participants for verification of my interpretation of their
descriptions from the dialogues. Another limitation was not studying the
experience of the fathers as well as the mothers and my study shows the need

for such a research.

Epilogue

My hope is that the findings in this study will be useful in further research and
nursing practice and thus improve the relationship of parents and professionals.
| mySelf have drawn learning that | already use in my work with parents. | have
learned to be more respectful and o listen more carefully to what parents say.
My hope is for nurses to be in the forefront in research that concerns peoples’
perspective of the health services in hospitals and out in the society. Nurses ére
often the persons that are in closest contact with clients of the health and social

service and the first parents turn to. Thus it should be in our interest to gain a

better understanding of our clients’ perspective.
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APPENDIX 1

Introductionary letter to possible participants in the study of:
‘The experience of mothers of children with autism.

Dear receiver

My name is Sdlveig Gublaugsddttir. | am a psychiatric nurse and a family
counselor. | am employed at the Child and Adolescent Psychiatric Department of
the National University Hospital (Landspitalinn) and as a Home visiting nurse.
This research is my final assignment for my Masters degree in nursing from the
University of Manchester in Britain, through the University of Akureyri, lceland.

This is a qualitative research based upon mothers’ voluntary participation in a
study of their own experiences of being a mother to a child with autism.

The purpose of this study is to gain a deeper understanding of the experience of
parents of autistic children and their relationship with the services offered.
In this study only mothers will be asked to participate.

Your participation will consist of interviews, one or more, lasting ca. one hour at
the time. Together we wiil choose a convenient location, provided that privacy wili
be guaranteed during the interview.

The interviews will be recorded and later transcribed by me. All personal _
identifications will be erased and then the data will be processed. While not being
processed the data will be conserved in a private safety deposit box at my bank.
The Data Protection Commission has sanctified this research and all their
requirements have been met in order to ensure total confidence and anonymity.

| also wish to clarify that should you decide to participate and then reconsider,
you will be perfectly free to do so, without any complications from my behalf.
Should this situation arise all data received from you wili be erased completely.

Enclosed you will find a document (Informed Consent) which | ask you to sign if
you decide to participate. Please send it to me in the enclosed, stamped

envelope.

Further information will be given by me through telephone: 5530153, GSM:

8623053
E-mail; solveigg@islandia.is

My best regards,

Solveig Gudlaugsdbttir
Lidsaland 2
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Kynning rannsoknar a:
Reynslu maedra af ad eiga barn med einhverfu.

Til ma&ra sem leitad hefur verid til um pattéku i pessari rannsokn:

Nafn mitt er Séiveig Gudlaugsdottir, &g er gedhjukrunarfrazdingur og
fidlskylduradgjafi. Eg starfa annarsvegar a Barna-og unglingageddeild
Landspitans og hins vegar vid heimahjikrun. Rannsokn bessi verdur lokaverkefni
~ mitt | mastersnami i hjikrun vié Haskolann i Manchester | Bretlandi sem tengt er
Haskdlanum a Akureyri.

Rannsoknin sem byggir a eigindlegri (qualitative) adferdarfreedi fer fram med
vidtslum sem byggast & frjalsri fraségn modur af reynsiu og upplifun sinnt sem
modir barns med einhverfu.

Markmidi med pessari rannsokn er ad 6dlast dypri skilning &4 adstaedum foreldra
barna med einhverfu og samskiptumn peirra vid pau bjonustukerfi sem leitad er til.
| pessari rannsdkn verdur eingdngu raett vid meedur og skodud upplifun beirra i
bessum adstaedum.

pattur pinn i rannsékninni verdu ca. einnar stundar viétal i senn eitt eda fleiri.
Valdar verda adstadur sem henta ber. bo parf ad vera druggt naedi til
samraedna.

Vidtélin verda hljodritud og sidan skrad af mér, &l persénueinkenni afmad og
sidan unnié ar upplysingunum. A medan a rannsokn stendur og ekki er verit ad
vinna beint ur gégnum verda pau vardveitt i bankaholfi minu. Leitab hefur verid til
Persénuverndar og Sllum skilyrdum hennar fullnzegt i bvi skyni ad fyllsta trunadar
og nafnieyndar sé gaett.

Tekid skal fram a6 po svo ad pu akvedir ad taka batt en breytir sidan um
skodun, hefur pu fullan rétt til pess, an nokkkurs eftirmala af minni hendi
og munu bl gégn sem pegar hafa veri unnin afmaé a videigandi hatt.
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Fylgiskjal 1 (Fh)

Medfylgjandi er bréf (upplyst sambykki) sem ég bid pig ad fylla it ef bu ert titbuin
ad taka patt | pessari vinnu med mér og senda mér sidan | medfylgjandi frimerktu
umslagi.

Allar nanari upplysingar gef ég i sima: 5530153, GSM: 8623053
Netfang: solveigg@islandia.is. '
Med bestu kvedju;

Salveig Gudlaugsdottir
Ligsaland 2
108, Reykjavik




APPENDIX 2

Informed Consent

Name of Research: ‘The experience of mother's who have a child with autism.’

|, the undersigned, am aware of the purpose of this research. It is to add to
professionals’, and others’, understanding of the situation of mothers’ (parents’)

of autistic children.

My participation in the research will consist of approximately 1 hrs. interviews,
one or more. The interviews will be recorded and transcribed by Sélveig
Gudlaugsdottir and she will personally process the information received. The
strictest regulation concerning privacy and anonymity, set forth by the Data
Protection Commission, will be foliowed.

The data will be numerically classified, as opposed to alphabetically, while being
processed. The data will be stored in Sélveig’s personal safety deposit box at her
bank. All the data will be destroyed when the research has been completed and
evaluated. | am free to withdraw from the research at any point of time at which
time all data concerning me will be destroyed.

My gain from participating in this research will be an opportunity to discuss my

experience with a professional who has a long experience in working with autistic
children and their parents. The results might add to professionals’ understanding
as well as others’ who are involved in the affairs of children with autism and their

families.

By signing this paper | confirm my participation in this research and also my
awareness of what it involves as well as my right to withdraw at any point.

{ declare that | am willing to participate in this study as a volunteer.

Date:
Tel:
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Upplyst sampykki
Heiti Rannséknar: Reynsla mzebra af a8 eiga barn med einhverfu.

Mér undirritadri er ljost ad markmi® pessarar rannsoknar er ad auka skilning
fagfélks og annarra & aésteedum maedra barna med einhverfu.

Um verdur ad raeda c.a. einnar stundar vidtal eitt eda fleiri par sem reynt verdur
ad 68last dypri skilning & adsteedum og upplifun maedra barna med einhverfu.
Vistolin verda hljodritud og skrad af Sélveigu Gudlaugsdéttur og mun hin sjalf
vinna Ur efninu. Mér er ljost ad fylgt verdur fylistu reglum um trunad og nafnleynd
samkvaemt kréfum Personuverndar. Gogn verda audkennd med numerum en
ekki néfnum pann tima sem verid er ad vinna Ur peim. Gognin verdéa geymd i
- bankaholfi Sélveigar og peim sidan eytt ad lokinni rannsokn og mati profdomara.
* Eg get dregid mig til baka Ur rannsdkninni & hvada stigi sem er og mun pa Gllum
gdgnum bar um verda eytt.

Avinningur minn med patttéku i pessari rannsokn verdur sa ad fa taekifeeri til ad
raeda reynslu mina vi6 fagadila sem hefur langa reynsiu af vinnu med bornum
‘med einhverfu og foreldrum beirra. Nidurstédur geta beett skilning fagfolks og
annarra sem koma ad malefnum barna med einhverfu og fiblskyldna beirra.

Me8 undirskrift minni stadfestii ég patttéku mina i pessari rannsokn og einnig ad
mér er tjost hvad i patttéku felst asamt rétti minum til ad draga mig til baka a
hvada stigt sem er.

Eg undirritud

Lysi hér med yfir pvi ad ég er reidubin til ad taka patt i peirri rannsokn
sem hér um radir sem sjalfbodalidi.

Pagsetning:
Simi minn er:
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Solveig Gudlaugsdottir

Ljosalandi 2
108 Reykjavik
Data Protection Commission

Raudararstigur 10 105 Reykjavik
Tel: 510 9600 Fax: 510 9600
E-mail: posturgpersonuvernd.is
Web site: personuvernd.is

The Data Protection Commission has received your announcement concerning the
processing of personal data. The announcement has been numbered 163/2001 and a copy
of it is included. Protection Authority finds no faults with the concerns of the
announcement and it has therefore been published on the institution’s web site.

Respecttully

Hordur H. Helgason
Lawyer




Sélveig Gudlaugsdotur 1
Ljosalandi 2
108 Reyljavik - Persdnuvernd

Rudrinscig 10 103 Revigavik
stai: 109600 brcfasin: 510 %06
netfang: poster personuserndis

verting: personuvernd s

Reykjavik 17. april 2001

Tiivisun: 163/2001/ HHH/--

Persénuvernd hefur méttekid tlkynningu { ydar nafni um vinnslu persénuupplysinga.
Tilkyoningin er nir. 163/2001 og fylgir afat hennar hjilagr. Af hilfu Personuverndar eru ekl
gerdar athugasemdir v1d efm wlkynningarinnar og hefur hin pvi verid birt 4 heimasiou

stofnunarnnar.
_ Virdingarfyllst,
. ‘-.,‘ ) /
S
Hordur H Helgason ( !
l6gfredingur
Hjal.:

- Tilkynning ar. 163/2001 um vinnslu persénuupplysinga.




APPENDIX 4

The interview guide
The in-depth question:

What is it like to be a mother of a child with autism?

Supplementary questions:

1. Does having a childrwith autism affect you and your family life? If so, how?

2. What has been most he!pfu.l in your life with your child?

3. What are the most prevalent feelings you have experienced in connection
with having a child with autism such as disappointment, anger, patience,

ignorance, fear, humour, anxiety or aggression?

4. Has having a child with autism influenced your personal growth?

o

What is your experience of professionals?




