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Abstract

This qualitative research enabled the participants (three young people, aged nine to fourteen
years, and seven mothers) to explain their experience of living with long-term Glue Ear. As far
as | could ascertain this is the first research in which young people and their mothers have led th
researcher in exploring their experience. This innovative research illustrates the effects of the
FRQGLWLRQ DW KRPH DQG VFKRRO W SURYLGHV LQVLJKYV

healthcare and educational professionals.

Photovoice is usually used with groups, but in this research it was successfully adapted to enabl
individual participants to reflect on their experience. The data was analysed using Interpretative
SKHQRPHQRORJLFDO $QDO\VLY ,3%$% WR NHHS WKH IRFXV F
combining these two methodologies provided depth to both the data gathering and the data
analysis. Five healthcare and educational professionals were interviewed to understand their

perspective.

The contribution of this research is that the methodology enabled young people and their
mothers to reflect on their experience and lead the researcher in understanding the impact Glue
Ear had on their datg-day life. It highlighted the need for educational professionals to receive
PRUH IRUPDO WUDLQLQJ DE R X WaltaBKsdciaDrpfats Srid W po@emialip O |
adapt their teaching and learning practices to better support affected students. Young people an
their parents demonstrated that they have valuable information to contribute to decisions about
their healthcare and education requirements and would welcome the opportunity to work

collaboratively with such professionals.
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Chapter 1

Introduction to the thesis

1.1 Introduction

Glue Ear is a common condition impacting upon most young children, and their families, to
varying degrees. There has, however, been limited research in which participants freely express
their experience of living with the long-term condition. The voice of the young person is notably
absent in previous research. This thesis explores the development of a methodology that enable
the voices of a small sample of young people and their mothers to be in the centre of the
research. Data gathering took place between May 2012 and November 2013 in a number of
English counties. This research adapted and combined the methodologies of Photovoice and

Interpretative Phenomenological Analysis (IPA).

From a search of the literature, | believe that this is the first time that young people (aged 9-14
years) have directly explored their experience of living with this chronic condition. Additionally,
this is the first qualitative study which has taken place outside the clinical/medical context.
Although the intent was to recruit parents and siblings, in the event it was only mothers who
volunteered. The data gathering was participant-led. Participants created a photomontage to
visually represent their experience of living with ongoing Glue Ear. They met with me to discuss
their photomontages in a participant-led discussion. They decided the order in which they
explained their interpretation of the images. | did not see their photomontages until we met. To
supplement the views of the young people and mothers, as well as gain insight into their
knowledge and understanding of Glue Ear, a small group of professionals representative of thos:
with whom the young people interacted were interviewed using a combination of participant-led

discussion and semi-structured interviews.



The IPA methodology provided an in-depth analysis and interpretation of common themes which
summarisedW KH S D U livedrekRieQce/df the specific phenomenon of Glue Hifwrtive
IRFXV RI SDUWLF L SieQang HebblsSinvbhied @embhstrated that therg able

to clearly articulate and analyse their experience thus providing insight into how the condition
impacedtheir daily life. This demonstrated that young people are competent to explore the
impact that the condition has on them. Additionally, the themes which were derived from the
separate analysis of the mdiHeYfloration of their photo-montages indicated that Glue Ear

was not a temporary and trivial condition for these young people and their mothers. It had
implications for the mental health of both groups, for the academic performance and social skills
of the young people and the way in which the young people and their mothers are informed

about and involved in decisions about treatment options.

The Department of Heali{2003) promotes the active involvement of young people in decisions
about their treatment by providing them with appropriate information. Although the young
people in this study were willing to participate and be part of the decision-making about their

treatment, they did not feel that they were given that opportunity by the adults around them.

1.2 Researching the lived experience of Glue Ear: motivations for the study

We live in a hearing society. In the first five years of life the foundations of learning speech,
language and social interaction are laid down. However, for some children this is disrupted by a
common childhood disease, Glue Ear Otitis Media. It resutin temporary deafness, with up

to 90% of children having at least one episode by the age of 2 years of age (Bluestone and Kleir
2007). Hearing impairment resulting from the condition can last for a period of 6-10 weeks at a

time. It is usually accompanied by ear infections causing pain and fever leading to both the child

! Although healthcare professionals refer to the condition as Otitis Media Haluis the term used throughout this
thesis as that is the description used by young people and their parents. ¥a@i¢bas central to the research, their
language was given priority.



and thé& parents having disrupted sleep and consequent irritability. Although it has a reputation
for being common, and therefore trivial, about 30% of children will spend a third of the time up
to the age of 9 years of age with some degree of hearing loss (Wilson, 2009). Despite its
implications for potentially disrupting learning and social skills there has been little research

conducted in the field of education.

It is a continuum condition with some children having one or two episodes while others continue
to have repeated ear infections into adulthood resulting in damage to the structure of the ear anc
sometimes permanent hearing loss. If it persists for more than three months, the child usually ha
surgery to insert grommets (small plastic tubes which ventilate the ear drum and enable the builc
up of fluid, which accompanies the condition, to drain so that the middle ear can dry out).
Information given to parents about the operation concentrates on the procedure and the likely
outcomes of it (Campbell and Lennox, 2010). Itis not always explained clearly that this is a
temporary fix, with the grommets falling out within 6-9 months of the operation. This is because
by that time the condition should have spontaneously resolved with the child having no more
episodes. There is no cure and there is uncertainty as to what causes it. Additionally, there is no
clear way to identify which children will have recurring episodes until they do so. There has

been limited investigation into those with the long-term condition, and most research findings do

not take account of the continuum nature of the condition.

This medical approach of focusing on the physical illness and treatment (BoatleéaR007)

means that the parents of children with the recurring condition are left expéettingsolve and

no longer be part of their lives. In the meantime, they have 6-monthly visits to Ear Nose and
Throat (ENT) consultants and hearing tests. Although Department of Health publications (2004,
2003) emphasise policies whereby patients are provided with information thus encouraging therr
to take an active role in decision-making, the reality is that NHS ENT clinics are busy places

with a focus on meeting appointment time targets, leaving little time for discussion. There may
3



be a philosophy to involve young people in their treatment (Department of Health, 2004) and
give them appropriate information, but they tend to be passive information-givers, with

discussions more likely to be between parent and physician @ahe2004).

Because Glue Ear is predominantly described in medical terms, teachers may either feel that it
does not have educational implications or that they are not equipped to deal with it @fabors

al., 2008). Although the condition is very prevalent in children under 7 years of age, it is not
covered in initial teacher training (ITT) or in programmes of continuing professional
development (CPD). This can lead to situations whereby any behavioural issues the child has
because of ongoing pain from ear aches or frustration from an inability to hear are perceived by

teachers as residing in the child or the result of poor parenting skills.

Parents also have this medical view of the condition. They are encouraged to dbasider
temporary and, once resolved, having no long-term implications for the(&Je#rning as they
will be able to catch-upith their peers. The information that they receive about it is primarily
based on the physiology of the ear. Because it is seen as a temporary condition there are no
widespread support groups for either parents or young people which can lead to feelings of

isolation in both parents and young people.

The focus of most research into the condition is based on medical treatments and comparisons ¢
the impact of the timing of a chi§l grommet surgery. There are very few qualitative studies and
those that exist (Asmussenal, 1999; Wuest and Stern, 1990) are potentially dated, based in

the North American health service context and concerned with parental coping mechanisms
when a child has an ear infection rather than gaining an understanding of the educatiohal, socia
or behavioural implications frofV KH \R X QJ S H U V RRpofrivnpreview Sfithie W L Y H
literature, | was unable to find any research in which parents and young people provide their

views of what it is like to live with the condition long-term.
4



My interest in this condition originated from personal experience as | am the mother of two
children with ongoing Glue Ear. They are now in their twenties, continue to have recurring
episodes of Glue Ear and accompanying hearing loss. This first began in my son from when he
was under 6 months of age and in my daughter when she was around 12 months old. My son hg
permanent deafness in one ear due to the condition. The information we receivedfedraut

the medical profession focused on the physiology of the ear. There was a lack of discussion
aboutits implications for those young people with the ongoing condition and very little

identification that it may impact social skills or behaviour.

It is from the perspective that there appeared to be a lack of qualitative research in this area, tha
the experience of young people and their parents was missing from the literature and a personal
desire to understand any social or behavioural implications of the long-term condition that the
research for this thesis developed. | was aware of my personal interest and experience so |
wanted to find a methodology that placed the participants in this research at the centre of the dat

gathering process.

1.3 The purpose of the study: Aims and objectives

The overall aims of this doctoral research were to gain insight into the experiences of living long
term with Glue Ear as a young person, as the parent of such a child and to develop a
methodology which put the participaffigords at the centre of the research process. This study

is timely and relevant because government policies in both education and healthcare are
promoting the active involvement of young people in decision-making about matters that
concern them (Department of Health, 2003: DfE, 2003) and the joint publication by the
Departments of Education and Health (2014) regarding the new code of practice for special
educational needs and disabilities (SEND). The government has ee\tlevprovision for

students with special educational needs and disability (Department for Educatiomnpla6ihh
5



greater focus on working across healthcare and educational settings to enable more holistic
provision. Additionally, concerns have been raised in recent years about the over-medicalisation
of childhood (Timimi, 2002), particularly regarding young people being labelled as Attention
Deficit Hyperactivity Disorder (ADHD). This is an imprecise term with diagnosis based on
behavioural descriptions rather than having a physiological underpinning. While | have been
undertaking my research there has been increasing questioning of the use of blanket terms, sucl
as Dyslexia (Elliott and Grigorenko, 2014) with which there is a recognised overlap with Glue

Ear (Peer, 2005

The experience of individuals provides a valuable insight into the impact that a condition such as
Glue Ear has on daily life. The voices of young people, in particular, have been missing from the
literature. Parents had been consulted in previous research but usually to respond to
guestionnaires rather than being asked about the personal implications of being the parent of
child with the long-term condition. There has been very limited research into the continuum

nature of Glue Ear, particularly for those with permanent damage to the structure of the ear.

The objectives of this research are to:
X identify a research methodologlyenable parents and young people to reflect on their
experience of having long-term Glue Ear
X put WKH SDUWLF at$b ¢y §f tNeRdsEddcit
X gain insight into the impact of long-term Glue Ear
0 on the young person
o0 on their parents
X identify what support would encourage parents and young people to have a more
participatory role with educational and healthcare professionals
x raise the level of awareneasseducational and healthcare professionals of the impact that

the condition has on the lives of young people and parents.
6



The Research Questions are:
x What is it like to live with ongoing Glue Ear as a young person?
X What is it like to be the parent of a child with ongoing Glue Ear?
X What is an effective methodology to ensure that the voices of young people and their

parent are at the centre of the research process?

1.4 Structure of the thesis

This thesis consists of ten chapters. Chapter Two is a critical review of the literature, particularly
the potential impact the condition may have on language development, behaviour and social
skills. It also identifies an apparent overlap between Glue Ear and the behaviours associated wit
Dyslexia, Attention Deficit Hyperactivity Disorder (ADHD) and Autistic Spectrum Disorder

(ASD). An understanding of the literature helped to clarify the research questions. Three
methodological chapters follomasbackground and data to assess the achievement of the third
research question. The ontological and epistemological underpinning for this research is
explained in Chapter Three. Chapter Four examines methodological issues from the design and
implementation phases in this research. Chapter Five details the data analysis process. The live
experiences of the mothers (Chapters Six) and young people (Chapter Seven) are summarised
through the themes resulting fran IPA analysis. Chapter Eight compares and contrasts the
perspective of the different participant groups in this research: the mothers, the young people an
the small sample of relevant professionals. This is to provide a wider view of the knowledge,
understanding and impression that each group considers the condition has on young people.
Chapter Nine is the Discussion Chapter. Each research quisstiaiuated as to whether this
research potentially increasunderstanding of how long-term Glue Ear can affect young people
and their mothers. It includes an assessment of whether the research methodology encouraged
the participants to express their experiences. The chapter concludes with a summary of the

strengths and limitations of this research and suggestions for further investigation. Chapter Ten
7



reviews my experience and learning during my PhD journey as | move towards achieving a
career in research. The references used in the research and the appendices, providing relevant

background details, are at the end of this thesis.



Chapter 2

Literature Review

2.1 Introduction

2.1.1 Purpose

This literature review critically assesses the extent that previous research has incorporated the
OLYHG H[SHULHQFH DQG KRZ WKRVH ILQGLQJV VXJIJHVW W
social skills, language development and academic performance. Most of the previous research
into Glue Ear has taken a medical perspective, the intent of which appeared to be to understand
its causes, assess whether it impacts learningoantprove the success of treatment options. In
this literature review, | specifically focused on the questions:
x For those young people with the condition, what evidence exists as b inluences
educational, social and behavioural outcomes?
x What knowledge do educational professionals have of it?
x What is known of its consequences for the parents of young people with the ongoing
condition?

x What methodologies have been used to gather the data?

2.1.2 Search of the key terms

A systematic literature review was undertaken. ABRUG VHDUFK EDVHG RQ pRYV
nJ O XH HddifictédxMough Metalib, using the data-bases of CINAL, EBSCO, Web of
Science, ZETOC and Swetswise to identify existing research into the condition. The initial
search date was from 1970 to 2011, which has been revisited and updated to 2014 as this

research has continued. English was set as the publication language. Articles and books from
9



DURXQG WKH ZRUOG ZHUH LGHQWLILHG 8VLQJ WKH VHDUI
$OWKRXJIK LW LV FRPPRQ LQ FKLOGUHQ ZLWK FRQJHQLWD
Cleft Pallet (Zeisel and Roberts, 2003) only references for children without such conditions were
included in the literature search and review. This was to avoid factors which may affect
development or language skills but were not related to Glue Ear. A search of EBSCO combining
PRWLWLY PHGLDY DQG puVFKRROY UHVXOWHG LQ UHV X
ZLWK WHUPVY UHODWHG WR WKH PHGLFDO WUHDWPHQW pF
HKLVVARIDIOCSTUD QG PVXUJHU\Y 5 Eritéri@ WQRJ W K BdERHIHEFK U
number of articles to 32, of which 7 were related to performance in school, language
development or parent-doctor interaction in the treatment of a young person with it. The
percentage of research papers directly related to children in a school situation was less than 1%
$ IXUWKHU VHDUFK RI pRWLWLY PHGLDY DQG pWHDFKHUVY
VFDQQHG IRU WKH WHUPYV pWHDFKHUY pVWDI WGHKYRROXRIS Prt
left 23 results which directly relatedRt FKLOGUHQYfV EHKDYLRXU RU SHUIRL
ZLWK TXLWH V38HFQ bigrigarifhik RteiGearch, only 40% of the articles related
VSHFLILFDOO\ WR WKH HGXFDWLRQ RD)WKROLOWHHG 1) DRIRVDF
VFKRROVY ZDV W Waperfk RXafesult ¢t ihiQneview, | concluded that there as been
very limited research into its impact in the home and/or school environment, as the focus has

been on its medical implications, leading to it being constructed as a physiological condition.

Most researchers into the condition have a healthcare background, such as General Practitioner
(Arquedaset al, 2010), Ear, Nose and Throat (ENT) consultants, (Broetval, 2007)

audiologists (Gravel, 2003) or speech and language therapists (Ralzt2004a).

Participants for studies have primarily been recruited from hospital/clinical settings. This may, in

part, explain the primarily physiological construction of the condition, focused on the ears.
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2.1.3 Construction of Glue Ear

The first references to Glue Ear are in Egyptian times which created awareness that it was not
only painful but also life threatening. This situation remains today in less economically
developed countries (Acuin, 2004). This has led to it being constructed within a medical context
as an iliness to be treated. Although it occurs in all populations, some groups have higher
LQFLGHQW UDWHV VXFK DV ,Q GetdHQWMX¥d $ixtVaWorbOLDQV 2
American populations (Bowd, 20Pp3ssues around diagnosis, (Carlson and Carlson, 2003),
causes (Damoiseawt al, 2006), adherence to treatment guidelines (Daial, 2013), the
effectiveness of surgery (LaVonne, 1986) and use of antibiotics (Veneiaahp2013) were
identified by reading the abstracts. The aim was to assess whether their focus was how the
condition impacts young people and their parents or if tentent had a medical focus.

Research about parefftoncerns of the efficacy of antibiotic treatments and damage to the
immune response (Varrassbal, 2006, Jonsson and Haraldsson, 2002) were included as they

related to parent-doctor joint decision-making.

2.1.4 Qualitative Studies of Glue Ear and Parents

There have been relatively few studies into the condition using qualitative methods, and none
which included the active involvement of young people. The focus was on parental responses tc
the condition rather than those of young people. Wuest and Stern (1990) used a grounded theor
approach to investigate how parents of children with ongoing Glue Ear developed coping
strategies when communicating with medical professionals about their child. Asratiaken

(1999) investigated the impact of the condition on family life and parental coping strategies
when the child had ear infections. Their research suggests that parents find dealing with a child
with the acute condition very difficult. As the research was conducted in North America the cost

implications of the medical care was a main issue for parents, which has less applicability to the
11



UK due to the NHS not charging at point of use. Both Wuest and Stern (1990) and Asetussen

al. (1999) highlighted the frustration that parents felt when dealing with healthcare professionals.
The research identified that parents felt they would benefit from more formal support, but this
finding does not appear to have been implemented. In the UK there are still no organised
support groups available to parents or young people with the condition. This may be because it i
constructed as a temporary issue which, for most young people, will resolve without ongoing

impact (Bluestone and Klein, 2007).

2157HDEFKHUVY NOQRZOHGJH RI *OXH (DU

Although there is some research involving teachers, they are generally information givers,
responding to questionnaires (Higson and Haggard, 2005), or being observed by researchers
(Vernon-Feagans and Manlove, 2005) rather than taking a leading role investigating its impact ir
the classroom environment. Teachers were recruited to a research programme aimed at reducir
ear infections in young children by Danhageal. (2011). The teachers indicated that they had

no training in ear infections, although they believed that these could impact negatively on a
FKLOGTV OLIH $1WlbundbavtikrR hréVentihig Fhem\ivdtnHparticipating further.
Despite this lack of knowledge or involvement on the part of teachers in research into the
condition, leaflets provided to parents suggest that their child should talk to their teachers about
whenthH\ FDQYW KHDU (DVW & K HNovewHthe eléldimaxnomtave the

confidence or understanding to specify how he/she could be best supported.

Higson and Haggard (2005) compared and contrasted how different groups (teachers, parents
and ENT surgeons) involved with children with Glue Ear perceived the condition. In their review
of the literature, they highlighted that teachers have little knowledge about it with their main
source of information about the condition derived from responding to individual children and/or

through parents providing some insight into its potential impact on their child. Parents
12



themselves may lack broader knowledge of the developmental and educational impact of the
condition, yet the suggestion seems to be that they are the ones to whom teachers will look to fo
guidance. Teachers appear to have very limited understanding of the condition or how to suppor
a child withit, but school is where children spend the greater part of their waking day (Feakes,
1996). It could be that teachers see it as a medical problem and their lack of training leads them
to overlook its educational and developmental consequences. The high rate of incidence of the
condition among children below 7 years of age would suggest that training \edrD U V

educational professionals is a priority.

2.1.6 Prevalence of Glue Ear in infancy and the early years of education

Maw (1995) provided a summary of studies showing prevalence rates (Table 2.1), suggesting
that there is a higher incidence in younger children (Suarez &lielo 1983) with a peak at age

2 years. Brooks (1976) found another peak at 5 years but suggested that this could be because «
the confounding factor of poor housing conditions in his participants. Bluestone and Klein

(2007) suggest that increased incidence at 5-6 years of age could be the result of children startir
school when they are exposed to more children and their immune systems are challenged. This
could lead to more respiratory infections which are linked to Glue Ear. The level of conflict in
results is demonstrated in a comparison of research byesiala(1982) who found an increased
incidence in 5 year olds. However, Chalmetral. (1989), using the same data, did not. Greater
incidence in winter indicates a seasonal variation (Ziekdiugd, 1990). Being in a nursery
environment may also be linked to higher incidence (Birch and Elbrond, 1986; Roaérs

1999). This high incidence rate occurs at the stage of development when children are starting to
talk, interact with others and learning to read and write. However#daehers appear to have

limited understanding of the condition or strategies for helping children to overcome any

potential barriers to learning and social development.
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Table 2.1 Age and percentages of children with Glue Ear

Study (Year) (Country) Age range Prevalence %
Brooks (1976) UK) 5-7 50
Lous and Fiellau-Nikolajsen (1981) (Denmark] 2-4 30
7 26
Birch and Elbrond (1986) (Denmark) Day-carg 1 70
Home-care 1 40
Both locations 5 15
Silvaet al. (1982) (New Zealand) 5 17
Suarez Niet@t al. (1983) (Spain) 2 39

Chalmerset al. (1989) (New Zealand) 5 10.5

Zielhuiset d. (1990) (Netherlands) winter 2 39
summer 2 24

2.1.7 Assessing the impact of Glue Ear

Research into the potential impact of the condition on children has been published across the
world. Findings have been reported from the UK (Maw, 1995), USA, (Bluestone, 2003), Canada,
(Dubeet al, 2011), New Zealand, (Silva and Stanton, 1996), Australia, (Lowell and Devlin,
1998), Israel, (Golet al, 2006), Iran, (Bidadet al., 2008), Turkey (Habesogkt al, 2011),

Italy (Bellussiet al, 2005) and the Netherlands (Timmerngm@l, 1999). However, there is a

lack of clear consensus among researchers about the potential consequences of the condition. Z
further complicating factor in assessing the impact of this condition is that there are some
children who appear asymptomatic but may still have hearing difficulties. This could result in
behavioural and/or developmental results being attributed to other conditions (Matchiant

1984).
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2.1.7.1 Contradictory Research Results

While one set of researchers (Luotoretml, 1998) may find a statistically significant link

between the frequency of episodes before the age of 3 years and later school performance,
another group (Roberét al, 1989) may not. The continuum nature of the condition whereby
some children have one or two episodes beginning at a wide age range (typically 2-7 years),
others may have episodes from as early as 3 months continuing on into adulthood. This is not
widely recognised within the research. If a child has ongoing episodes for a long period of time,
then they are likely to have continuing hearing loss. If a child only has one or two episodes then
there may well be no adverse effects. lIbDO O VW XGLHV Xag thepridépBriddnQJ ORV YV
variable (Hogaret al, 1997) so some studies may include children whose hearing is within

normal thresholds thus potentially confounding the results.

Methodological shortcomings have been identified in meta-analysis/systematic reviews
(Gunasekerat al. 2009; Robertet al, 2004a; Rosenfeld, 2003; Casby, 2001; Wallace and
Hooper, 1997) as a potential explanation for the contradictory findings. A recurring
methodological issue focussing a lot of debate has been about the use of retrospective data rath
than prospective designs (Paradisal, 2000). Retrospective data is liable to be subject to
SUREOHPV RI SDUWLFLSDQWVY PHPRU\ SRWHQWLDOO\ XV
recall of past events. This led to the identification of the need to undertake carefully controlled
long-term, prospective randomised controlled trials (Feldetah, 1999; Maw, 1995; Teelket

al., 1990). These have primarily been comparing developmental and educational outcomes
between children with and without Glue Ear and/or early or late surgery to put in ventilation
tubes (grommets) to equalise the air pressure on either side of the ear drum. Even using this

highly regarded approach the results are inconclusive.
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Population studies, with specific information about large numbers of children over a long period
of time, provide an alternative approach to investigating the condition. Examples of this method
are the Dunedin Multidisciplinary Health and Development Study, New Zealand, (Chatmers

al., 1989) and the Avon Longitudinal Study of Parents and Children (ALSPAC) in the UK
(Wilson, 2009). The studies investigated potential educational implications but the results report
global trends with little information about the needs of an individual child or the impact on

parents.

There has been much research into whether or not there are any long-term developmental
implications associated with delaying putting grommets into children with Glue Ear (Patadise

al., 2007). After a prospective study of 11 years, Feldman and Paradise (2009:44) asserted that
their findings, gonstituted strong evidence that persistent early-life MEE did not cause later
developmental disorders or compromise the rate of development in these otherwise normal
childrenfHowever of W K H FKLOGUHQ ZKR ZHUH RULJLQDOO\ DOC
group, only 79% had grommets inserted within the planned 180 day goal. However 21% of
children who did not meet the time requirement for insertion of grommets remained as part of
thedaw D DQDO\VLV 21 WKH FKLOGUHQ ZKR ZHUH DOORFD!
grommet surgery 6 months from the time of joining the trial), 11% had surgery within the 180
GD\ SHULRG VHW IRU WKH pHDUO\ VXUJHWXHJWRX\E H$J B U Q!
data (Paradiset al, 2001). The data collection did not therefore comply with the original

criteria set for each group in this randomised clinical trial. Furthermore, as children were
selected on the basis of having had persistent Glue Ear from 2 months to 3 years, any child who
had grommets prior to their third birthday would have been excluded from participating. | would
suggest that the children with early surgery, who are at extreme end of the continuum in their
experience of the condition, are most likely to be at risk of developmental consequences. Thus

the findings do not reflect the full spectrum of those with the condition.
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The position paper prepared by ENT UK (2009) mavée&k H SRLQW W KD Wetwedrn- K uV 2
groups is not always taken into account, but thas likely to skew the statistical results if
FKLOGUHQ ZKR DFWXDOO\ KDYH VXUJHU\ FRQWLQXH WR EI
This situation is more common than is highlighted in results. édall. (2009) used ALSPAC

data with a subset of children identified as having ongoing Glue Ear and associated
developmental problems (Childhood Otitis Media with Effusion THEIOMET). They

originally used a randomised clinical trial in which 182 childéi UH DVVLJQHG HLWK'
VXUJHU\Y RU pZDWFKIXO Z,byWMeLQ thfinth EbRox -5y portRBZ%l of HIlU
participants had actually had grommets inserted as a result of concerns about development or

parental pressure. This calls into question the reliability of the results of previous research.

Rather than a large-scale prospective study Winskel (2@0®)ucted a matched-pairs design
based on 43 children, aged 6AHDUV ZLWK D UHSHDWHG KLVWRU\ RI W
was defined as those children who had four or more episodes and/or who had grommet surgery
before the age of 3 years. A comparison group of children from the same school and class were
identified as being free from the condition. There are a number of advaintdlyssstudy over

the ones previously described: the children had a more extreme history of Glue Ear from an earl
age; the matched-pairs design meant that there could be a direct comparison between children i
the same class, from a similar background and experience. The language measures used were
more specific, examining phonology and morphology, which have been identified as being
important to the development of reading skills (Petietal., 2001). Other studies (Paradete

al., 2001; Silveet al, 1982) used more global language development measures, such as receptive
and expressive languagehich may not be sufficiently sensitive to identify the exact impact of
WKH FRQGLWLRQ :LQVNHOYV VWXG\ GRHVgKtbather L V'V X
groups as all the participants were white; their parents had high levels of education and were in
professional jobs. However, the key findings are that in those children with early onset and

prolonged experience of the condition, their language skills and reading abilities were
17



statistically significantly poorer than those in the comparison group. This research does take into
account the continuum nature of Glue Ear, including children with the most severe form of the

condition, who are often overlooked or omitted.

What the results of all of this research do suggest is that this is a condition about which
educational professionals working with children under the age of 7 years, in particular, would
benefit from having more knowledge and/or training. Widening the dissemination of results
beyond those in healthcare and encouraging educational professionals to consider the impact of
hearing loss, even if it is intermittent, may benefit many children and help to overcome any early

educational disadvantages they may have, before remedial measures are needed.

2.1.7.2 Issues in the data collection methods

A range of methods have been adopted for research into the impact of Glue Ear on young peopl
psychometrics (Timmermaat al, 2008), observational studi@sreearket al, 1992)and
guestionnaires (Higson and Haggard, 2005). Although methods such as structured interviews
with parents of young people with the condition, via the telephone (Eitdde 2011), suggest

that participants can contribute their opinions, it is likely that the nature of the questiots mean
responses were restricted to the agenda of the researcher. This may account for the findings
identifying concerns about the use of antibiotics and time spent visiting healthcare professionals.
It is as though the researchers, who are mainly healthcare professionals, may not acknowledge
the potential expertise parents have about their child, or their situation, resulting in not having
the opportunity to identify issues of key importance to them (Kennedy, 2003). Parents and younc
people have therefore been used as data sources ¢Dalhe010; Higson and Haggard, 2005)
constrained by the questions asked by researchers. The researcher is identifying the scope and
design of the study with the parents and young people acting as information givers within the

constraints set by the researcher. Most of the research has been conducted remotely such as
18



through population studies (Wilson, 2009; Chalnetral, 1989). This leaves @ &pfin
knowledge as to how the young people with the condition, and their parents, expésidage

to-day impact.

2.1.8 Key developmental and educational themes identified in the literature

After reading key words used by the author, titles of articles or book chapters, book summaries
and abstracts, three key themes summarise the research in non-medical terms. In this section, t
literature identifying links between Glue Ear and other conditions is discussed and related to

other commonly identified conditions:

1. Behaviour and social skills and links with Attention Deficit Hyperactivity Disorder
(ADHD) and Autistic Spectrum Disorder (ASD)

2. Language and speech development and the overlap with Language processing conditions
(Central) Auditory Processing Disorder (CAPD)

3. Reading performance and the relationship to Dyslexia

Each of the themes is evaluated against:
x Data collection methods

x The extent to which the data reflects performance in real life settings

x

The role of parent-child interaction

x

The potential longer-term impact of the condition on young people.
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2.1.8.1 Behaviour and Social Skills in Glue Ear and links to behaviourally-based conditions

A chronological framework is used explore the potential impact identified in the literature on

the behaviouand social skills of young people with Glue Ear from birth onwards. It considers

the relationship between the primary caregiver and such a child. The intermittent hearing loss
associated with the condition and its potential impact on a young child in pre-school and early
years at school and home is explored, leading to the con§ipatential impact in the teenage

years. In all of the studies it is the parent who answers on behalf of their child about such things
as their pain levels and behavioural interactions. There seems to be an assumption that the pare
has insight into what their child is thinking/feeling but this may not be accurate (Lagatilita

2012). 1 would suggest that the ongoing hearing loss and recurring pain associated with the
condition, with a potential impact on maternal anxiety, may mean that parents are not always

bestSODFHG WR DFFXUDWHO\ LQOWHUSUHW WKHLU FKLOGYV

For some children, and their parents, their experience of the condition begins in early infancy,
between birth and 6 months of age (Maw, 1995). Some of the studies (Baahe?014;

Asmusseret al, 1999) focused on the experiences of children and families when the child was
having an acute episode which although short-lived is likely to be very distressing. A baby, in
pain with an ear ache, cannot tell the parent what the problem is so they potentially become upst
and confused by a child who is obviously distressed but unable to be comforted. If thisabegins

a very early age, there is some evidence that parent-child attachment may be negatively impacte
(McCallum and McKim, 1999) as the parent, typically the mother (Craig, 2006), may have a
crying and restless child who is difficult to pacify. This could lead to the mother questioning the
effectiveness of her parenting skills. Problems with attachment are more likely if the child has
not been diagnosed, perhaps leading to parental feelings of inadequacy and depression (Forgay

et al, 1992). The research suggests potential difficulties between mother and child, but there
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does not appear to be any support or information for parents in this sitizetielp them

understand that the condition, not them or their child, is the cause of the behaviour.

Lack of sleep for both parent and child is likely to result in irritability (Roberts and Wallace,
1997). This may lead to increased stress levels and frustration within the family situation
(Asmusseret al, 1999), potentially resulting in longer term parental anxiety such as questioning
the effectiveness of their parenting skills (Dabeal, 2011). Shaiklet al. (2010) found that

parents of higher socio-economic status (as defined by level of maternal education and health
insurance provider) reported higher levels of pain in their child than parents of other socio-
economic groups. The reason for this and its impact on the parent-child relationship is not
understood. Perhaps more educated mothers may perceive higher levels of maternal stress. Thi
could be interpreted as a problem in the mother rather than investigating the health of the child.
This increased maternal anxiety could lead to a problematic development of parent-child

bonding.

A child with the chronic form of the condition is likely to have long periods of hearing loss
perhaps resulting in less interest or interaction with their parents than unaffected children (Klein,
2000). The parents may come to perceive their child as difficult and so be less responsive
(Robertset al, 1995). This may be exacerbated if children with the chronic condition exhibit
problematic behaviours such as being fearful, clingy, fidgety and argumentativeetSilya

1982). This could have implications for the parent-child bond if such behavioural aspects of the

condition are not explained to parents.

As the child gets older social interactions with their peers and others outside the family become
an increasing part of their daily life. However when children have an episode, their hearing is
impaired which could make it socially challenging to interact with others (teain 2004).

They are likely to have hearing loss of around 25 decibels making normally spoken sounds such
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DV pullT pvI DQG pWKY KDUG WR GLVWLQJXLVK 7KH\ PD\ QI
(Gravel and Nozza, 1997). Hearing in a noisy home and classroom environment can result in
difficulty understanding what others are saying (Toe, 2009). This could require extra processing
time to separate what is being said from the background sounds which can lead to

misinterpretation by other UHIJDUGLQJ WKH FKLOGTV EHKDYLRXUV &

Manloveet al, (2001) suggest that the continued effort of working to hear and understand what
is going on may lead to children tuning out as a coping mechanism. This learned behaviour
continues even when hearing ability is within normal levels. Others may interpret this as the
child ignoring them or not responding to their peers. The result is that some children with the
ongoing condition find it easier to withdraw from social interaction (Vernon-Feagans and

Manlove, 2005; Pakulski and Kaderavek, 2002

Speech difficulties develop in some children (Belletsl, 2005). As they may not be

understood by others (Vernon-Feagans and Manlove, 2005) they could have difficulties in
interacting with other children and develop a lack confidence perhaps avoiding speaking for fear
of miscomprehension of what they say. Low interaction may result in social isolation. Frohlich
et al. (2010) highlighted emotional problems and poor peer relationships in children with below

average phonological processing skills thus supporting the findings of Ridald{2008).

The effort of trying to understand what is being said may impede the development of theory of
mind skills because the child may be slower in developing understanding of social intricacies
when interacting with others (Bidael al, 2008). For even young children to have successful
VRFLDO LQWHUDFWLRQV WKH\ QHHG WR EH DEOH WR GHP
2008) whereby they use both hearing and sight to monitor their environment while paying
attention to another person. In practice this may mean that a child is engaging with another child

on a shared activity, while simultaneously responding to sounds and sights around him/her. The
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ability to switch attention quickly between visual and auditory information may be difficult for
children with hearing impairment. It is not uncommon for children with Glue Ear to be more
affected in one ear than the other so demonstrating different behaviour depending upon where

they are situated in relation to others.

Munroe (2010) identified that in cases where a child with the condition has one ear with better
hearing than the other, the plasticity of the brain changes resulting in the less efficient ear
EHFRPLQJ D pOD]\ HDUY ZLWK WKH EUDLQ QRW DWWHQGLC
can mean that no input is interpreted by the brain from that ear. In the classroom and at home
this can result in the child being labelled as inattentive, off task or rude by being unresponsive.
The F K L OeBdvMur is likely to be seen as the problem ratherabarconsequence of the

condition.

Children with the chronic condition have been described as demonstrating problematic
behaviours, for example being fearful, overly dependent or hot-temperedgSilal982).
Haggardet al, (1994) reported that parents of affected children described them as having
frequent displays of frustration and bad temper, speculating that it results from impaired hearing.
Similarly, Besset al. (1998) identified that children with minimal hearing loss are likely to be
more tired and lower in energy than other children leading to lower self-confidence and smaller
friendship groups than their normal hearing peers. Such behaviours may result in poor
integration with their peers. Problematic behaviours may be more likely in younger children who
perhaps do not have the language skills to explain their difficulties or not have developed
effective strategies for managing their emotions. They may therefore be regarded as somewhat
socially immature for their age. Bennettal. (2001) suggest that problematic social skills

continue into teenage years, including behaviours such as being anti-social, neurotic and

hyperactive.
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Glue Ear has been identified primarily as a temporary medical condition with most research
focused on understanding what is happening with the physiology of the ear. Its implications in
emotional outcomes have generally been overlooked. | would suggest that more consideration
needs to be given to the possible consequences of social withdrawal, lack of concentration and
immature social skills as attributable to it. In some instances such behaviours magdmave
attributed to other labels. Cacace and McFarland (2006) make the point that some children with .
history of chronic Glue Ear exhibit the same behaviours as those with ADHD, such as difficulty
identifying the location of a sound source, having to have things repeated and problems
remembering spoken information. Glue Ear may be associated only with recurring ear infections
rather than having a wider impact. However, there seems to be some similarity in behaviours
between the two conditions, such as lack of concentration, hyperactivity, impulsiveness and
being easily distracted. In a comparison of children referred to a centre for behavioural
difficulties, Adesmaret al. (1990) found that those with a diagnosis of ADHD were more likely

to have a history of repeated ear infections than a comparison group of children with learning
difficulties. This makes the connection between the two conditions but leaves unanswered the

relationship between cause and effect and the extent of the overlap.

Silvaet al. (1982) highlighted that mothers have rated their children as more distractible,
disobedient or difficult when they have temporary hearing loss. The intermittent nature of the
hearing loss could lead paretdsconclude that the child is at fault. Sometimes this leads to a
search for an explanation of the behaviours associated with Glue Ear being overlooked, or not
considered, as the cause because of its perception as trivial. Potentially this could lead to
misdiagnoses with one of the various attention deficit disorders (Capewell, 2014b). ADHD is
assessed through behaviours rather than on a bio-physical model so it could be worthwhile
checking if a child haa history of ear infections and hearing loss as an alternative explanation of

cause.
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Autistic spectrum disorder (ASD) is another condition which has seen an increase in frequency
over the last few decades. However there is a lack of clarity about the diagnosis for those
chidrenZKRVH EHKDYLRXUV DUH SHUKDSVY EHWWHU GHVFULE
2014: 744). There may well be an overlap between poor social skills perceived in children with
early chronic Glue Ear and ASD. Tajima-P&ta@l. (2010) described how after surgery for Glue

Ear a five-year-old child previously diagnosed as ASD, showed substantial change in his
behaviour. His speech improved, he had fewer sleeping problems, his temper-tantrums
diminished and he was more willing to interact with others. This case study approach suggests
WKDW SD\LQJ DWWHQWLRQ WR DQ LQGLYLGXDO FRXOG SU

well as widen understanding of potential impacts for labelling children.

A hypersensitivity to noise is often seen as symptomatic of increased sensory perception in
children with ASD (Preece and Jordan, 2007). Baguley (2003:582) defines hyperacgsis as:
extreme sensitivity to everyday noises (washing machine, lawnmower) which are perceived as
being so loud that they cause distrgbi/peracusis and tinnitus were found by Coedhal.

(2007) in 37% of children, aged 5-12 years, who had hearing loss associated with Glue Ear,
supporting earlier research findings by Mills and Cherry (1984). Children with intermittent loss
may find that when their hearing returns to normal levels they have increased sensitivity so show
avoidance behaviours and distress when confronted by everyday objects such as vacuum
cleaners. To better understand such potential impacétsaln(2011) undertook an animal study

in which they simulated the physiological changes associated with Glue Ear. They found that
there were changes in the brain development of the animals such as exhibiting frenzigd activit

in response to noise and trying to escape it. Children with the ongoing condition may respond ta
loud noises with distress and hide under tables as a way of blocking out the sound (Capewell,
2014b). Without wider knowledge of this research, it is reasonable for behaviours to be

attributed to causes other than Glue Ear.
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| am not making the suggestion that ADHD and ASD arenaippropriate diagnosis for many

children (and adults). However, the research explored suggests that there may be an overlap or
even alternative explanations in some instances which are better identified as a consequence of
Glue Ear. Particularly in educational contexts, where the research about this condition is not well

known, it may be beneficial to focus on gaining a history of ear infections as a first step.

2.1.8.2 Lanquage and speech development and Glue Ear

Leviton and Bellinger (1986) suggest that for children with no other long-term health or
developmental problems, two main hypotheses continue to provide the basis for investigating
ODQJXDJH DFTXLVLWLRQ DQG GHYHORSPHQW LQ FKLOGUH
SHULRGY GXULQJ WKH ILUVW WKUHH \Hd2uMpiRd a0tk fastest, K H Q
requiring more or less steady input if language is to be learned (Menyuk, 1986). This coincides
with the time when children are most at risk of the condition along with its highest rate of
incidence. The second hypothesis suggests that it is the combination of hearing loss with the
number of episodes (Roberts and Wallace, 1997) which leads to children falling behind their
peers. The children believed to be most at risk are those with the high numbers of episodes as

they are assumed to have greatest hearing loss (@tesle1984).

Casby (2001) in his meta-analysis of research into speech and language development in childrel
with the condition highlighted that studies document the number and duration of episodes but
lack data about the level of hearing loss. Because studies used different global measures of
language comparisons between the findings about skills proved difficult. In their meta-analysis,
Robertset al. (2004a) concluded that there are no clear findings regarding the condition and

language development.
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Rather than comparing the results of studies, | reviewed studies investigating specific language
skills development in those children with the condition from an early age. | wondered if there
were factors which complicate language development in children with the condition before 6
months of age. McCallum and McKim (1999) considered the quality and type of interaction
between the caregiver and the child. Before a child starts to crawl or walk interaction is most
frequently faceo-face. It could be that those children with the early chronic form seem less
responsive to caregivers, perhaps by babbling less. Thus they are not encouraging caregivers to

vocalise to them, reducing their experience of language.

Rvachewet d. (1996:250)LQYHVWLJDWHG FDQRQLFDO EBé&R®OHat) ZKL
and a vowel-like utterance produced with normal resonance and phdfhatibRU H[DPSOH p
They suggest that this is the precursor to the development of phonological skills required for
understanding language. They found that children with early onset (birth to 6 months) showed a
consistently lower rate of canonical babbling than their unaffected peers, therefore potentially

lacking the foundations for later language development.

Interactions between parents and children with/without the condition were investigated by Yont
et al. (2001). They found that children of 12 months with the chronic condition were less likely

to use accompanying gestures to help parents understand their meaning. This may lead to fewel
opportunities to develop language skills through attending and mimicking what their caregivers
say. In a further study, Yot al. (2003) found that parents of children with the recurring

condition were more likely to direct attention of their 12 month old child to specific objects or
actions. Wallacet al. (1996) observed that type of interaction resulted in the caregiver not

asking questions of the child or offering information, perhaps leading to poorer language skills.
These children may not develop complex expressive language skills as they experience less
variety in the language structures they experience. Mean length utterances (MLU), a common

WHFKQLTXH IRU DVVHVVLQJ FKLO G UH Qfitbed @ syllakiBsiathdN L O
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uses in spontaneous conversation. Zune@ai. (2010) found that those children with high

numbers of episodes in their early life were likely to make statistically significant shorter MLUs
than their non-affected peers. The findings from the research reviewed here counter the idea th:
there are no long lasting effects on language development in these children, particularly for those

with very early onset of the condition.

Although it is characterised as temporary, Harrison (2006) found evidence that if a child has
repeated episodes at an early age there may be permanent (Central) Auditory Processing, (C)AF
changes in the brain. Following verbal instructions delivered in quick succession may be difficult
as the child may require additional processing time (Robegk 2004b). This may lead to poor
verbal memory with some of the information lost or misinterpreted. Following language with
complex syntactical structures may lead to misunderstanding perhaps resulting in the child doinc

the wrong thing and appearing to be disorganised (Waletagr, 2007).

The potentially longer-term impact on the (C)AP due to peripheral hearing loss in the middle ear
from repeated ear infections has been identified but may not be widely known (Piésbury

1991; Gunnarson and Finitzo, 1991). These changes in the brain, which remain after surgery fol
those children with the ongoing condition, undermines the temporary label often attached to it.
As the child gets older, the complexity and dependence on language in school irsrédases
condition coudLPSDFW WKH \RXQJ SHUVRQYVY DFDGHPLF VXFFHV
condition may benefit from changes in the classroom to better support their ability to hear as
well as implementing strategies to improveithistening skills (Edwards, 1991). For this to

happen, educational professionals need to know about these potential outcomes and understanc
what appropriate actions to take which suggests that there may well be a need for training about

the condition in initial teacher training and CPD.
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The research in this section suggests that for some children changes in the brain occur because
early experience of the condition. With the advent of increasingly more sophisticated non-
invasive techniques for assessing brain function more detail about the longer term impact of the
condition may be identified in the future. The changes in brain plasticity could mean that
children with ongoing intermittent hearing loss perhaps process language differently to their
normal hearing peers, maybe because they do not consistently receive the same words in the
same way. Holm and Kunze (1969) used a matched-pairs design comparing children with the
chronic condition with their unaffected peers and fourdaffected children had significantly
poorer auditory processing skills both in receiving auditory information and verbally responding
to it. Additionally, Katz and Tillery (2004) found that children with the long-term condition had
difficulty in blending phonemes, thus potentially making it difficult for them to understand

language.

Borgeset al. (2013)found that children who had the chronic condition and did not receive
grommets until after the age of 6 years continued to have difficulties processing language. The
brains of theechildren interpreted speech and phonemes differently to normal hearing children.
Part of the explanation for this might be that they are less competent at distinguishing sounds in
noisy environments, being hampered in their ability to filter out background noise (Hogan and
Moore, 2003). It seems that the children most impacted are those with the highest number of
episodes and consequent hearing loss. These children may not hear voice sounds in the same
way as others because of the combination of hearing loss and background noise interference.
This could result in not being clear about the meaning of words resulting in poor comprehension
of what is said to them. This perhaps also results in poorer articulation with the result that they
are not understood by others (Hasenstab, 1987), so less inclined to speak thus reducing their

opportunities to develop their language skills.
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Assessing global language skills rather than investigating the impact of the condition on
particular aspects of language learning, such as use of language (&irahc?010) or types of
interaction with others when first learning language (Mairal, 2001), have made comparisons
between research findings difficult. However, it does appear that children with a history of
chronic Glue Ear perform at the level of much younger children when using phonological skills
and they have difficulty retaining a list of words and understanding sentences with a complex
structure (Nittrouer and Burton, 2005). It seems likely that children with the long-term

condition, particularly those who have had repeated episodes, are more susceptible to developin
language acquisition and processing disorders. As there seems to be a complex interaction withi
the brain and experience it may be that further investigations need to focus on specific language

skills to gain greater insight into how the condition impacts speech and comprehension.

2.1.8.3 Readinqg Performance and Glue Ear

To progress in schools, children need to be able to: read to gain information; write down their
ideas and give responses to show understanding and knowledge; and communicate verbally to
clarify information and extend their thinking. With each school year there is increasing emphasis
on the need for proficiency in these skills and to use and understand more complex language.
Teachers have an expectation that students in their class will be able to read, write and
comprehend at age appropriate levels. One potential impact of Glue Ear is that the intermittent

KHDULQJ ORVV PD\ LPSDFW VWXGHQWVY DELOLW\ WR SHU]I

The Greater Boston Otitis Media Study Group is one of the prospective longitudinal studies used
to assess the impact of Glue Ear on school performance. tel¢1990) found a relationship
between the number of episodes before the age of 3 years and school performance in reading,
maths and 1Q scores when tested at age 7 years. Those with continuing episodes up to age 7

years were most affected. They took the continuum nature of Glue Ear into account with
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participants grouped according to age of onset and severity of episodes. No differentiation was
made as to whether or not the children had grommets. Differences in socio-economic status wer
based on maternal education and parental profession. All of these factors help to give more
reliability to the study, as potential confounding variables were taken into account. Developing
the condition after the age of 3 years did not appear to impact performance at age 7 years. This
potential educational disadvantage seems to apply in non-English speaking countries with simila

findings in Saudi Arabia (Azab and Rhman, 2014) and Finland (Luottnan 1998).

This difference in frequency and age of onset of the condition was explored in more detail by
Golzet al.(2006) who followed up children with the chronic condition, comparing them to non-
affected children in a carefully controlled matched-pair study. In compaagba controls,

children with the ongoing condition up to an average age of 11 years, made more statistically
significant reading mistakes. Although all students showed improvement in their reading, the
chronic children were poorer readers. Teachers and parents need to be aware of these potential
educational implications perhaps placing less emphasis on a child making age appropriate
progress. The greater proficiency in reading skills, required in later school years, particularly in
extracting and interpreting information, could mean that young people with the chronic condition
may not achieve their full academic potential. Such students may benefit from greater teacher
awareness of their condition (Capewell, 2014c). Beratett. (2001) identified that teenagers

with an early history of it had a two-year difference between their chronological and reading age.

As most studies do not continue beyond 11 years, these figures may be under-reported.

Winskel (2006) examined the impact of an early history of the condition on phonological,
semantic and narrative skills to assess the impact on reading performance in school-aged
children. She suggests that poor phonological development and word decoding, where the
sounds (phonemes) are matched to the written representation (grapheme), lead to these childrer

having difficulties when learning to read. Her use of specific language measures may account fol
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the difference in results when compared to those of longitudinal studies (Feldman and Paradise,
2009; Maw, 1995) where their findings indicate that children would catch up with their
unaffected peers. If children have difficulty in matching sounds with words accurately, then
vocabulary development may be hampered. Perhaps children with the ongoing condition may nc
hear words in the same way every time the word is said which could result in taking longer to
learn new words. They also appear to have difficulty decoding words eRati{2002)
LGHQWLILHG WKDW YRFDEXODU\ LV LPSRUWDQW LQ FKLOG
years, so children with the ongoing condition are likely to be at a disadvantage when learning to

read as they may have a smaller bank of language.

Durandet al.(2013) used some of the same data from the Pittsburgh study (Feldman and
Paradise, 2009). Previously the data had been analysed using global reading measures. But the
found that those children who had difficulty decoding words at 3 years of age continued to have
poorer reading abilities at the age of 11 years. Research by Kindig and Richards (2000) found
that students aged 8-10 years who had four or more episodes prior to the age of 3 years
performed significantly worse that their unaffected peers on a range of reading tests. These
results could indicate that those young people who have early onset of the condition and continu
to have episodes into adolescence may be most at risk of educational disadvantage compared tc
their unaffected peers. If knowledge of this research is not known by parents and educational
professionals, children may not be sufficiently supported so that they may become frustrated
because they have not achieved the same skills as their peers, perhaps leading to negative

emotional outcomes or disengagement with school.

Some of the conflicting results in previous longitudinal studies may be clarified when the
number of episodes a child has is taken into account. Additionally, it seems that the subtlety of
how the condition impacts on reading is better understood when specific skills are explored

rather than using global reading tests. Although young people with chronic Glue Ear appear to
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demonstrate progress, it seems that the condition may impedéntaéaining their full

potential which could mean that they lag behind their peers.

Poor reading, spelling and writing skills are often associated with Dyslexia. It is said to occur

Z K H&@cyrate and fluent word reading and/or spelling develops very incompletely or with great
difficulty. This focuses on literacy learning attpeZ RUG OHYHOY DQG LPSOLHV V
severe and persistent despite appropriate learning opport§(Resson and Wood, 2005 &)

is an imprecise term which results in confusion among educators as to its causes, consequences
and actions (Elliott and Grigorenko, 2014; Kerr, 2001). There appear to be a number of overlaps
between Dyslexia and Glue Ear. Peer (2009) indicated that about 70% of children have both
conditions. It may be that the ongoing literacy difficulties experienced by some children are

better explained by Glue Ear rather than labelling therdyadexic{

2 1 % Uet #.(@2012) identified a sub-type of Dyslexia linked to phonological deficits, which is
the specific modality difficulty of children with Glue Ear. As Winskel (2006) suggested, the
acquisition of phonics children with the ongoing condition is slower thus hampering them

when decoding the written word. This can result in slower progress in achieving proficient
reading skills (Golzt al, 2006). Problems of holding and processing information in memory are
related to difficulties in working memory associated with the phonological loop (Schuebhardt

al., 2013). Such difficulties have been described earlier and it seems likely that such processing

problems are attributable to Glue Ear.

Previous sections have identified the research linking the condition with literacy difficulties. It
may be an effective starting point to begin assessment for Dyslexia by investigating if the young
person has had a history of recurring ear infections and if so, how many and at what age they
began. | think it is reasonable to suggest that for some young people the basis of their difficulties

comes from Glue Ear instead of Dyslexia. Perhaps some of the difficulty in attributing academic
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difficulties to Glue Ear results from its construction as primarily a medical condition, with no

long-term effects.

2.1.9 Conclusions - Temporary, Trivial and Medical

For the majority of young people and their families, Glue Ear is a temporary experience which
has resolved by about the age of 9 years. It is therefore not surprising that the bulk of the
research has focused on children up to this age. This temporary construction leads to a belief th:
any impact will be short-lived and that children will catch up (Teekd, 1990). Recent studies

into its impact on brain development (Borggsl, 2013; Suret al, 2011) suggest that there

may well be longer term changes that need to be taken into account, particularly for those young

people who have recurring episodes of Glue Ear before the age of 3 years.

Glue Ear is perceived as a trivial condition because it is no longer life threatening for most
populations in the more economically developed parts of the world (Acuin, 2004). Generally
research has been undertaken from a medical perspective investigating the causes (Bluestone a
Klein, 2007), the effectiveness of available treatment options (Maw, 1995) and prevalence
(Arquedaset al, 2010). The additional burden on learning, particularly for indigenous
SRSXODWLR QeVal,20@RBvWIR2005) and its possible impact on attachmen

(McCallum and McKim, 1999), parental stress (Bawsteal, 2014) and early models of social
interaction (Vernon-Feagans and Manlove, 2005) could have potentially more serious and long-

term implications.

2.1.10 Summary of the findings from the literature and implications for future research

The following points have emerged from the literature review:

X The majority of the research has been quantitative
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X Researchers are predominantly healthcare professionals
x There has been little direct involvement by parents expressing their own views
x No action has been taken in providing parental support
X Young people have not had an active role in the research
x Information has been obtained predominantly through parental proxies
X The voice of participants is missing from the research
X Glue Ear has been contextualised as primarily a medical condition with limited insight
into its:
0 continuum nature
o0 impact on daily life
o0 educational consequences
x Educational professionals appear to have limited understanding and traiiting in
X There are overlaps between it and other conditions but it is not perceived to be the cause

of behavioural and educational difficulties.

2.1.10.1 Implications for future research

Very little is known about the daily lifef those young people, and their families, who develop
Glue Ear at an early age and for whom it continues into adolescence. There has been limited
research regarding its psycho-social affects. There are suggestions in the literature that mothers
of those children with chronic early onset of it may be more anxious, but this has not been
explored in depth. Perhaps some young people are diagnosed as having other more high profile

conditions because of the medical construction of Glue Ear. €ealg1990:692) suggest that
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< the differences, or sequelae, will probably be subtle or unnoticed for any single child.
The child may not reach his or her potential capabilities but may not appear impaired.

On average, affected children do not appear to function as well as they fnight

It seemed that it would be illuminating to investigate the condition at the level of the individual
child to gain insight intats p V X BEpdedtialfconsequences. A methodology in which young

people and their parents were at the centre of the data gathering was needed. This could provide
information to fill in some of the gaps in knowledge identified above. It would enable young
people and their parents to actively reflect upon and express how the condition impacted them

emotionally and cover all aspects of their lives.

36



Chapter 3

Research Methodology 1:3XWWLQJ SDUWLFLSDQWVY ZRUGYV DW WKH

3.1 Introduction

The aim of this research was to gain insight into how young people and their parents perceived
long-term Glue Ear impaetl all aspects of their lives, including their interactions with

healthcare and educational professionals. | therefore wanted to develop a methodology that
encouraged collaboration between the participants and myself, as the researcher. The aim was t
KDYH SDUWbtds biSHe Qantré Hf the research. | was keen for young people to personally
express their views rather than have their parents respond on their behalf. This chapter
summarises the theoretical underpinning for selecting a qualitative approach along with the
rationale for using the methodologies of IPA and Photovoice. It explores how combining and
adapting theetwo qualitative methodologies, at different stages in the research process,
provided participant-led data gathering along with an in-depth analysis and interpretation of their

words.

As identified in the literature review chapter, researchers have sought parental views. However,

WKHVH ZHUH SHUKDSV FRQVWUDLQHG E\ WK H-stoudtivretlD U FK H |
interviews (Dubeet al,, 2011) or questionnaires allowing for only a few open responses (Barber

et al, 2014). There has been limited previous qualitative research (Asneisderi999; Wuest

and Stern, 1990), which is nearly two decades old, so may not be reflective of current society or
clinical practice. Rather than consulting young people directly, parental proxies have been used

to access understanding of the ctn/ LR Q TV LP SDF W eRaD, 200K)Hird theiH Q Q HW W
interactions in the classroom (Stenton, 2003). However, the young people were not active

participants in research about their medical treatment or academic performance.
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3.2 Methodological Aims

The aim of my research methodologgs to:
x Place participants, both young people and their parents, at the centre of the data gatherin

X Use methodologies suitable for both young people and their parents

x

Incorporate data based on opinions, feelings and experiences

Collect data in a structured and coherent manner

x

x

Demonstrate transparency at all stages of the research process.

The success criteria for the methodology were that it encouraged participants to:

X

Explore their understanding of the condition

x

Identify specific situations related to their experience of it

x Reflect on the impact it had on them

X

Explain its emotional consequences

x

Provide professionals with information about how the condition impacts their life.

A key goal in the development of my approach was to encourage and support participants to
reflect, analyse and document their daily experience of living with the condition (Capewell,
2014d). As the voice of young peoples absent from research in this condition, | wanted to
promote ways of encouraging them to express themselves freely (Coppock, 2011; Btwdkett
2010). This issue is discussed in more detail later in this chapter, particularly how young people
tend to perceive adults as having power over them and that adult views are more important than

their own.
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This chapter provides a sequential explanation amguthilosophical developmeirt the
methodological choices | made for this research. | examine the:
X Benefits of adopting a qualitative approach
x Selection of a phenomenological approach (Silverman, 2010)
x Explanation of Interpretative Phenomenological Analysis (Setitd., 2009)
x Exploration of visual images and selection of Photovoice (Wang and Burris, 1997)
x Rationale for combining Photovoice and IPA

x Justification for applying IPA to the analysis of data.

3.3 The benefits of a qualitative approach

By employing a qualitative approagime researcher builds a complex, holistic picture, analyses
words, reports detailed views of informants, and conducts the study in a naturalfsetting
(Cresswell, 2008:15). Previous quantitative research into Glue Ear may have led to evidence-
based medicine (Rosenfeld, 2003) helping to identify the best treatment option to minimise long-
term consequences of the condition, but it has not provided insight into understanding what it is
like to live withit. This research is focused on the individuality of each participant, encayiragin
them to express their experience in their own words about their daily life, keeping their words at
the centre of a qualitative methodology. The aim was to provide a more effective mechanism for
understanding each participant as an individual, rather than analysing numbers to provide overal

trends about groups of participantsjsagenerally found in quantitative research.

With a qualitative methodology, the researcher still adheres to the rigours of a scientific and
systematic approach (Silverman, 2010). The qualitative researcher gains insight into the
SDUWLFLSDQWVY SHUVSHFWLYH WKUR X@uba\and HinEp $1094F D W |

suggestthatESOR UL QJ S Dvdd\éekdetichde Wkdto provide greater understanding of
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the impact of the findings suggested by previous quantitative research. This supports the point
previously cited by Teelet al (1990),atthe conclusion of Chapter Two, regarding the subtle
differences that Glue Ear has on individuals. This research could illuminate the diverse outcome:
for individual children in speech development (Zumathl, 2010), parent-child interactions

(McCallum and McKim, 1999) and parental stress levels (Forglagls 1992).

Miles (2011), in her research in Zambia and Tanzania into tedidomfedence in teaching

students with special needs, found that using photographs with young people provided them witt
the opportunity to raise and discuss issues which might otherwise not have been explored. |
believed that visual images could encourage young people with long-term Glue Ear to provide
their perspective, and that of their parents, about situations raised in the literature. An example o
this was the identification that young children with the condition tend to withdraw from noisy
situations (Vernon-Feagans and Manlove, 2005). | reasoned that through adopting the
methodologies used in this research then the young people could discuss the reason that they
may withdraw; the mother might reflect on her response to such behaviour including the

responses of educational professionals.

The participants in this research are similar to those described by Kapla(2011:195) who

would tradWLRQDOO\ EH WKH V XE M KddataRéeRd/t belgatiferedHhydddghU F
D PHWKRG WKDW H Qddresslamlshia@ iwgoitaRt aspRRctp of theff ifenuch of

the previous research into Glue Ear participants have had a passige folanted to adopd
methodology that clearly demonstrated to them that, as the researcher, | valued their
contribution, would listen to them (Pearson and Ralph, 2007) and saw them as the experts in

their experience of Glue Ear.
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3.4 A Phenomenological Approach

Phenomenology is the study of experience. This research is related to the phenomenon of Glue
(DU DQG HDFK SDUWLFLSDQWIV XQGHUVWDQGLQJ RI LW 7
investigated in depth. A phenomenological approach encesipagple to explore their

experience and understanding of the particular object of the research. Phenomenology has move
IURP D SKLORVRSKLFDO SRVLWLRQ RI WU\LQJ WR XQGHUYV
investigating what can be learned about the experiences of individuals with regard to a specific
situation. Moustakas (1994: G HIL Q HThelukdeBtendipg of meaningful concrete

relations implicit in the original description of experience in the context of a particular sitfiation

(original D XW KR U V HArA@dfdpetativé phenomenological methodology was used in this
research to enable participants to have greater power and control in identifying, discussing and
prioritising issues they considered as key in their experiences of the condition. Van Manen
(1990) identifies that phenomenological research always begins with the participants describing
their lived experience before encouraging them to reflect on those experiences as well as their
personal response to them. Participants are encouraged to reach an understanding, or
hermeneutic, of how they construct or interpret the way they have been affected by a particular

aspect of their life (Holstein and Gubrium, 2005).

In IPA research, the hermeneutic concept is developed so that the researcher also forms her ow
interpretation of the participatsituation and sharé@swith them. At the simplest level Smigh

al. (2009:21)GHILQHV KH U Rhe Qb \0f infexpr@atioft 6 P(ROU4 identifies how

the researcher uses the double hermeneutic technique to support participamisrpreting the
meaning they place on a situation. Through reflection and review, the participant and the
researcher, together, synthesise their thoughts while expbpihgnomenon. Participants in this
research explored their experience of tiftQ GLW LR Q TV L P S D FiiédRoQnuétstandy O |

the meaning they attributed to their situation. | used techniques such as reflecting back to them
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the specific words or phrases they used, exploring their reasons for choosing them and asking
them thé& definitions of particular words or phrases. This provided greater clarity about their
situation as they also reinterpreted their understanding of what particular experiences meant to
them. Additional probing was sometimes required to gain more insight into why they had chosen
aspecific example or how they had developed their interpretation. Through both of us,
participant and researcher, reflecting and sharing our thoughts, deeper insight was gained into tf
meaning attributed to tireexperience. A double hermeneutic is achieved when both researcher

and participant share their understandings of a situation to construct new meaning.

7KH UHVHDUFKHUYY REVHUYDWLRQV FRPH IURP SD\LQJ FO
sharing those words and observations with them. In other methodologies this reflective practice

does not occur because only the researcher constructs the interpretation, potentially not sharing
with participants. Although this is not always followed in phenomenological studies, |

considered that offering the interpretation to participants in this study was a way of

demonstrating to them that they were central to the process.

Smithet al. (2009) suggest that it is through investigating the lived experience of individuals that
generalised statements about the particular phenomenon can be identified. Initially the words of
an individual are analysed as he/she makes sense of a specific experience. The researcher
encourages participants to use their own words to describe events and emotional responses anc
works with them to reflect and reconstruct their understanding of that situation. Giving a central
place to the understanding of people living with Glue Ear was the focus of this research. A
methodology was required which placed emphasis on encouraging and supporting participants,
and the researcher, to work collaboratively to gain greater insight into participaensretation

and reflection on their experience.
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3.4.1 + XV V idantduon to Phenomenology

Much of the research into Glue Ear has focused on its potential physiological impact, rather than
insight into how the young person or their parent experiences it. For example Vernon-Eeagans
al. (2007) identified that a 25Db hearing loss is common for young people with the condition
resulting in sounds becoming muffled. This lack of speech clarity can lead to an incomplete
understanding of what is said. If this happens frequently, as is likely with young people with the
long-term condition, it may result in changes in how the brain processes auditory information
(Borgeset al, 2013). Such explanations may provide understanding of the$ophysiological
response, but does not provide insight into the emotional impact. | wanted a methodology that
supported the young person with the condition to explore the psychological impact of
intermittent hearing loss, and for their parents to reflect on their concerns about having a child
with hearing loss. Phenomenology is based on a philosophy set out by Husserl (Kockelmans,
1967). He was originally a mathematician who turned to philosophy as he was dissatisfied with

empirical scienc lack of investigation into the conscious awareness of participants.

Husserl wanted to understaMi KH ptHVVHQFHY RI DQ H[SHULHQFH .RFN
believed could be achieved through two processes: eidetic reduction and phenomenological
UHGXFWLRQ ,Q +XVVHUOTV RULJLQDO SKLORVRSK\ WKH\
approaches. However, as the philosophy of phenomenology developed into a psychological
methodology, differences have developed. The goal of eidetic reduction is to review the
phenomenon through the perspectives of different participants to identify the common properties
of the experience. The aim is to achieve a better understanding of what is the essence (common
features/aspects) of the phenomenon. In my rese& €U WLFLSDQWVY H[SHULHQF
differed. For example, for parents the age at which their child was diagnosed and how that

diagnosis was made, the length of time which they had it, their current age, and the present statt
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RlI WKHLU FByLd@tBifigthésd éxperiences, the essence of the condition can be

identified.

Phenomenological reduction is based on reflection and review. Participants explore their
personal response to a particular aspect of the phenomenon across a range of situations. The
participants, individually and collectively, illustrate how they each construct their situation and
respond to similar experiences. As the psychological methodology of phenomenology
developed, researchers began to compile the individual parti@pssence into thematic
conclusions applicable to a group of participants. In my research an example ofsthis wa
demonstrated in interactions between parents and professionals. Parental concerns when their
child is very young may be different when their child is older (Bresvat, 2007). Hewitt-

Taylor (2004) suggests that parefsevious experience of professionals influences future
interactions. It is through the analysis and dissection of the words, body language and other
linguistic devices, for example, tone, tempo and syntax, that the essential aspects of an
individual § experience are condensed into a set of themes. The phenomenological reduction
UHVXOWY IURP LQLWLDOO\ WUHDWLQJ HDFK SDUWLFLSDQ\
themes across a range of situations. This is developed further through exploring commonalities
between the partE LSDQWVY GHVFULSWLRQV DQG W diwduaQ J WK HV H
participants identify. Through comparing and contrasting their experiences of the phenomenon

its essential aspects can be defined.

Husserl (Kockelmans, 1967) considergda F N H WoLb® arfimportant process in

phenomenology, developing the concept from mathematics whereby different @arts of

equation are separated out to be dealt with independently. He related the importance of
separating off what was known from scientific (Quantitative) investigations so that they did not
direct the findings of a phenomenological investigation. By summarising the findings of previous

research (Appendix 1), | became consciously aware of what | had learned from the literature
44



review and to try to avoid referring to it when initially speaking with participants so that I did not
shape their ideas about what | wanted to learn from them. Whether or not it is really possible to
HEUDFNHWY LQIRUP DWGB&Ker,R992). Viohavét Bridding B\dbhdeiousness

what | had learned from previous research at least made me aware of the need to let participant:
lead me in understanding their situation and what was important to them. The alternative would

be only to explore their experience in the light of findings from previous research.

The process of bracketing raised my awareness of how knowledge and experience could
LQIOXHQFH SDUW LBdn(eb (QO84Y Sudddsts KeRpinhY Writen reflective logs
throughout the research process as a way of recording assumptions of what participants might
identify as important issues in their experience and construction of the condition (Becker, 1992).
The act of writing added depth to my reflection and provided the opportunity to review how |
changed my assumptions about participants. Appendix 2 identifies a sample of the reflective logs
| have written when interacting with participants. As | am the mother of two young adults with
long-term Glue Ear, this reflective process helped me to identify how my personal experiences
are echoed by comments made by some of the participants. It raised my awareness of the
importance of not overlaying my experiences onto those of the participants. This is discussed

more in Chapter Four, Section 4.3.

3.4.2 Heidegge$ contribution to Phenomenology

+HLGHJJHU GHYHORSHG WKH LGHvihomRthgpersad L QY +F
regards him/herself to be and how each of us responds and changes in relation to situations and
interactions with other$ M'DVHLQY WUDQVODWHY DV PEHLQJ WKHUF
through, self-reflection and conscious awareness, individuals come to an increased

understanding of how different experiences change them over time. As a result of experience an

increased confidence in their own expertise, Wuest and Stern (1990) concluded that parents of
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children with Glue Ear changed the way in which they respdtalhealth care professionals.

They proposed that initially parents may relinquish control to the experts assuming that from
WKHLU WUDLQLQJ WKH\ NQRZ WKH EHVW FRXUVBUt&s DFWLF
SDUHQWVY SHUVRQDO H[SHU Lcdiriuék G ékyarende 3 cDnQitonywhe L U
they take greater control of thelir K L Ga@Jputting more trust in their own judgement. They

start to develop a belief that they are the exper@@ WKH PDQDJHPHQW RI WKHLU
the condition. Similarly, young people may also start to make predictions about what will happen

in the progression of the condition and want more information and involvement.

For Heidegger (1988), an important element of hermeneutics, with its central concept being
LOQOWHUSUHWDWLRQ ZDV WKH LGHD RI pORJRA/Butth& LV LV Q
deeper meanings underpinning what the participant is trying to express. Interpretation takes plac
RQ PDQ\ OHYHOV p«SHUYV R QintefpidtihgIbeidgs BoP whOrtrghave H O |
significance, understanding human action always involves an interpretation, by the
researcher, of the interpretations being made by those persons being%hustiedrd,
1994:55). The manifest or literal meaning is the surface level interpretation. The latent or
implied meaning relates to a more complex level involving interpretation and thinking.
Heidegger (1988) identified that the interpretation and review of meanings at different levels
could be seen as the Hermeneutic Circle. One layer of understanding leads to re-examining wha
participants said and how they said it to gain greater insight into their meaning. Becker (1992)
identified that in-depth analysis of transcripts is essential for effective phenomenological studies.
,QYROYLQJ WKH SDUWLFLSDQW LQ WKH UHVHDUFKHWTYTV LC
of the process of gaQLQJ JUHDWHU LQVLJKaAeptQWRelMhE&dSDUWLFLS
Gjengedal, 1994). Openly discussing my assumptions and interpretations with participants in
this research was important for demonstrating belief in their expertise of the condition and for
gaining new insights into how it can impact the lives of those involved. Including within the

methodology opportunities for participants to reflect throughout the research was important as
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this could enable them to re-interpret their experiences and increase their understanding of how

the condition impacted them.

3.43 MerleauBROW\TYV &ROWULEXWLRQ WR 3KHQRPHQRORJ\

Merleau-Ponty (1962) took the idea of embodiment, as explored by other phenomenologists, in &
different direction. He considered that only the individual could access their own emotions and
that each person interprets the world based on a personal perspective. This is shaped by their
HI[SHULHQFHY DQG WKHLU HPRWLRQDO UHVSRQ&W¥ WR WK
SHUVRQYV SK\VLFDO EHLQJ DQG SUHYLRXV HPRWLRQDO H|
respond to situations. The physical body of a person shapes the way in which they experience
and interpret the world. This idea of uniqgueness means that although people may share commor
experiences, each person will interpret it differently. Exploring those different interpretations can

lead to a more complete understanding of the phenomenon.

In this research, participants were encouraged to explore their reactions to specific situations. Fc
example a mother of a child with Glue Ear might focus on specific episodes which had
happened, along with the emotions evoked in her by those circumstancesad kisiated

within the context of her life experiences and personality, so could include her knowledge of the
condition; how she related to the professionals whoddeatucated or interaad with her child,;

her views of what a mother should be and how she came to those views; along with other factors
which may have impaetl her response, such as cultural background, educational level or age.
Similarly, the young people experienced Glue Ear in a way that was unique to each of them. In a
phenomenological study, the participant takes an active role and is encouraged to reflect upon

their own experiences and explore their perceptions of others (Merleau-Ponty, 1962).
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The researcher listens not only to what is said, but also analyses the language and non-verbal
communication used to describe it. All the time the researcher is thinking about what the
SDUWLFLSDQWYV UHV SR Gheyhre sxpénedcing it {BeeQ 2010)QTarakdhaut
WKLV UHVHDUFK , FRQVFLRXVO\ NHSW P\ LQWHUSUHWDWIL
way in which they expressed themselves when exploring their chosen images. This research
methodology developed by learning from each participant how they interpreted their
circumstances and asking them what was important for them to help me to understand their
experience of the condition. Throughout the research, | kept uppermost in my mind that the
participants, no matter what their agere the experts in their experience. Although | shared my
interpretation of what they said, | wanted them to take the lead in the topics discussed and to
have editorial rights over the interpretation. Previous research has not consciously included
incorporating reflection time for participants. | wanted them to have the opportunity to think
about the important issues for them so | could gain insight into their individual constructions of

what it is like to live with long-term Glue Ear.

The method# this research contrast with previous studies as to how Glue Ear impacts
FKLOGUHQYY GHYHORSPHQW DQG EHKDYLRXtAL 2608 XPEHU |
Higson and Haggard, 2005; Stenton, 2003) have constructed questionnaires based on theoretic:
models about the possible developmental implications of the condition. Their motivation for

such research tended to be to gather data upon which to make evidence-based decisions for
surgical intervention. The researchers pre-set the questionseahidkest scales as thre

response mechanism. The lack of open-ended questions thus excluded participants spontaneou
relating personal experiences or identifying issues of importance to them. The agenda of the
researcher may unintentionally have shaped the findings, as participants could only answer wha

they were asked (Timmermanal, 2008).
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3.4.4 Selecting the appropriate phenomenological approach

From reviewing the literature, | believe that this is the first research investigating Glue Ear where
the individual voice of each participant was at the core of the research. Therefore, the data
gathering method needed to enable participants to exgfddstV H O Y IHNéTdefiadRl here as
people whose stories are not often documented, publicised, listened to and afforded
significancef{Goodleyet al, 2004:87). This research aimd R pDMLRQGILFDQFHY WR
and experiences of people living with the condition on atdaday basis rather than being
marginalised and having their experience constructed by others (Yost and Chmielewski 2013).
My goal was for participants in this research to feel that | was list¢mithgm. Phenomenology

is concerned with understanding individual experiesogyas the appropriate methodology for

this research.

In this section | provide a brief summary of my rational for selecting IPA from the range of
phenomenological approaches. Van Manen (1990) used hermeneutic phenomenology to gather
data to provide an understanding of the experience of fatherhood. However, his focus was on the
situation rather thaan analysis of the experience itself. This research fetas the experience

rather than the situation therefore, hermeneutic phenomenology seemed inapprbpridtd.J L |V
(1997) descriptive phenomenology tends to combine the voices of the participants. Although
individuals express their experience, the single voice is not central to developing understanding
of the experience. Willig (2007) identified that this can lead to the individual richness of each
person being lost. | wanted to maintain the focus on the individual voice. Such personal

accounts have previously been neglected in developing an understanding of Glue Ear.

Therewere two groups in this research: young people with the long-term condition and their
parents. | identified that investigating the perspectives of both groups would provide a fuller

picture of how individuals experienced it. While the young people can identify situations and
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feelings when they can not hear, parents can supplement the impact of the condition through
their observations of the response of others when their child does not hear or respond. IPA was
adopted because it was the phenomenological approach which emphasised the importance of t

individual voice.

3.5 Interpretative Phenomenological Analysis (IPA)

Smithet al. (2009:187) identified that effective IPAHVHDUFK Ué&ah\inte@s¢/V IURP L
interpretative engagement with personal verbal material obtained from the parficijpast

guote highlights three key elements relevant to the methodological selection for the data
gathering phase in this research. Participants neededpi¢tb®@ IDIJHGY VR WKDW WKH
contributions. The datawgsYHUEDOY ZLWK SDUW L folesipe@Woih Whatiey W K
experienced and their feelingsIMW D ZDV plURP \NaKeét tisab oiMinirfglitte D Q W

UHVHDUFKHUYTV DJHQGD

IPA researchers use an interrogative process so that each participant makes sense of and
interprets their experience (the double hermeneutic). It initially uses a case study approach for
each participant before combining experiences thematicalyHTLQGLYLGXDO SDUWLI
remains central throughout the process3 $ K Epvudbnppersonal meaning and sense-making

in a particular context, for people who share a particular experfgdeethet al, 2009:45). The
personal circumstance of the participant sets the context for how each of them reacts
individuDOO\ EXW WKH IRFXV UHPDLQV RQ WKHLU H[SHULHQF
research was in the context of how they interpreted a condition which is regarded as non-life

threatening, common, trivial and temporary.
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3.5.1 Assessing the semi-structured interview as a method for data gathering

Semi-structured interviews are the most common method for collecting data from participants in
IPA studies, which leads to it almost being used by default. In this section | challenge whether it
is the most appropriate tool if participants are to lead the data gathering process and freely
express their views in depth. The subtle and various ways in which the researcher could

potentially and/or unconsciously influence the participants are discussed.

The purpose of the data gathering phase in IPA reséakkhWR HOLFLW SDUWLFLSD
their experience. However, if a semi-structured interview is used then it is the researcher who
FROQVWUXFWY DQ LQWH U YdchiEe YhE grocesX 6f HevelQpityG ¥ddeide p
requires us to think explicitly about what we expect the interview to dpved Pét Al K

2009:58). The preparation of schedules prior to meeting participants can lead to researchers
bringing their own ideas and beliefs to the interview thus possibly influencing its direction. This
is because participants have little or no input (Seetithl, 2009) nor can they reflect on the

interview questions beforehand (Dearnley 2005; Kvale 1983his research, participants were
encouraged to consciously reflect on the specific topic of Glue Ear to express their perspective,
through the process of talking and thinking about particular episodes related to their experiences
However the data may have lacked the depth central to the IPA methodology if participants had
not had time to reflect and bring out their most salient examples. This could impact the quality of
the dataf the participants had not had the opportunity to sufficiently engage with the content

prior to the interview.

The traditional semi-structured interview puts the researcher at the centre of the data gathering
process rather than encouraging the participants to freely explore how they constructed their
experiencdy identifying issues of importance to them. This could particularly be the case with

\RXQJ SHRSOH ZKR RIWHQ ILQG WKDW WKH\ DUH IROORZLC
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compliant in meeting such requests (Lowe, 2012; Alderson, 2008). Sending the interview
schedule in advance to participants could provide them with the opportunity to reflect and
identify relevant experiences or examples they may wish to discuss. However, the researcher
has pre-prepared the topics so the participants may focus only on those rather than aspects of

importance to them.

The participan® contribution is likely to be influenced by the way they are recruited and how

the interview is conducted. By their interactive nature, intervieften have a conversational

feel (Nunkoosing, 2005) which can inadvertently result in leading questions (Foddy, 1994).
Potter and Hepburn (2005) suggest that this interactive nature may lead to the researcher
unconsciously influencing participants. This could happen if the researcher gives the participants
positive encouragement when they answer questions in one way and not another (Turner, 2010)
The ways an interviewer can potentially shape particifg@sponses is discussed in detail in
Opdenakker (2006). In some cases the participant has been persuaded to take part by other
people so may therefore not fully engage during an interview. This is more likely to occur with
young people (Christensen, 2004; Valentine, 1999). There is some evidence to indicate that
participants are reluctant to discuss sensitive areas (Potter, 2010) which could havediappen

this research as emotive experiences were discussed.

| wanted a data gathering process suitable for young people and their parents whereby they
reflected on their experience of the condition and led the researcher through the discussion. The
data needed to be verbal to meet the IPA criteria for analysis, but the interview did not seem to
be the most effective method to achieve the aims of this research. Visual methods have been
used with adults (Knoblauddt al, 2008) and young people, including those with disabilities
(Thomson, 2008; Ralph and Prevett, 2014) and seemed to offer participants greater control in

generating data.

52



3.6 Exploring the use of Visual images

Visual methods potentially offed participants both the opportunity to reflect on experiences
associated with Glue Ear as well as the power over what was, and was not disclosed as they
could edit out any material they did not want to share (Bretat, 2010). There are a range of
visual methodologies that have been used in research, such as video diaries (Noyes, 2004), still

photographs (Carringtoet al, 2007) and photo elicitation (Miles and Kaplan, 2005).

Video diaries seemed to provide the participant with control over what they produced and
initially appeared to offer thigme for reflection that was missing in semi-structured interviews.
However, Gibson (2005) highlighted that participants interpret what they think the researcher
wants sometimes based on the recruitment context or what they are told. This can occur even
when they are given very little direction by the researcher. Perhaps participants perceive the
researcher as in control which can lead to a video being a choreographed presentation rather th:
a diary illustrating their experience. They may construct a self-representation that they perceive
as being acceptable to others. Gibson (2005), in her study using video diaries, found that more

personal details came from supplementary interviews.

An additional issue of using video is that IPA-based research requires close and detailed analysi
of the data. This raised the practical issue that the potential volume of material produced for
transcription may have been too much. It could have led to an unreasonable demand on
SDUWLFLSDQWVY WLPH Lrtevgrétatiorzafiwhilt théRprédeet withhié H L U
researcher. The use of video diaries seemed to sit more closely with ethnographic studies wher
there is less sharing and interaction between researcher and participant, and less depth of analy

RI WKH SDUWLFLSDQWTTV ZRUGV 3LQN
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Shinebourne and Smith (2011) successfully combined paintings produced by participants with
the IPA methodology. However, the paintings were produced at different points in the
SDUWLFLSDQWVY H[SHULHQ F HashartbH/blentaky dite@dante & paimieyG L F
classes. One set of paintings was produced early in the recovery experience reflecting the
feelings and thoughts at that point. The participants then compared those painting with ones
painted more recently, at a time much later inrthecovery process. This provided the

opportunity to compare and contrast feelings and events over a period of time. However, the
experience of Glue Ear did not seem to reflect the same situation as that in Shinebourne and
Smith{ 2011) study. It would also require that participants felt confident in constructing

paintings which is not always the case.

Fischman (2001) suggests that photographs can be effectively used in educational research,
particularly to encourage participants to explain what an image means and the importance of it.
He stresses that visual images should contribute something to the data collection and that a pho
can be used as a springboard to gaining understanding of the wider context in which it was taker
as well as the impact it has on the people connected with it. This suggests that photographs coul
encourage participants to reflect and concentrate on what is important to them. Participants in
this research used images to explore situations/events as well as their feelings thus, covering the
breadth and depth of their long term experience of Glue Ear. Using visual images provided
plenty of opportunities for them to reflect independently on their experiences without being

GLUHFWHG E\ WKH UHVHDUFKHUYYVY DJHQGD

3.6.1 Data Gathering using Freire and Photovoice to supplement IPA

Applying Freirian principles whereby participants are encouraged to see themselves as experts
and to lead the researcher in data gathering seemed appropriate to this research. Although I

retained control of the research process and made methodological decisions, | wanted to
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encourage participants to express their views about their experience of the condition freely,

rather than filter them through what they believed |, as the researcher, required.

Freire (1996) was interested in the idea that some people are kept in subjugation as a result of a
lack of knowledge and understanding about the wider picture of their situation, which he termed
ben guRSSUHVVHGY ,Q P\ UHVHDUFK WKH SDUHQWYV DQG \R
marginalised voices. Parents have not previously been asked to identify the issues they saw as
priorities, and young people have not been asked for their views about their experience of the
condition. The focus of this research was §1® U W L Exp8ri2iqz&\o¥tfie condition and the

impact they felt it had on their lives. This includédir interaction with educational and health

care experts. For example, the medical perspective that Glue Ear is a short term condition
generally remedied by surgery with no further impact, doed @FRUSRUDWH SDUWLF
experience of intermittent deafness or the potential repercussions on social skills and academic
performance. If participants were to truly explore and disclose their experience of the condition,
| needed to find a way to convince them that | believed they had greater expertise than me. This
resonates with the idea that Freire promulgated that the teacher becomes the learner and the
learner becomes the teacher (Freire, 1996). Participants needed to be encouraged to see that th

expertise resided in them rather than myself as the researcher.

Mosset al (2007) based their work on Freirian philosophy and suggest that when young people
are encouraged to explore their experience they provide more complete explanations than when
asked direct questions. Photographs provide a means for participants to articulate their views
and can be used as a basis for identifying aspects of their lives which are important to the
individual rather than those suggested by the researcher (Ket@gn2007). Using Freirian

principles requires the researcher to listen with an open mind, which accords with IPA as

researchers are encouraged to bring to consciousness assumptions and personal experiences
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which they need to set aside when interacting with participants (8tath 2009). My personal

exploration of this is discussed in Section 4.3 in Chapter Four.

Caroline Wang was strongly influenced by Freire in the development of the Photovoice
methodology (Wang and Burris, 1997). Rather than providing participants with drawings as
Freire (1996) did, Wangt al (2004) encouraged participants to take their own photographs to
depict their lives and to consciously consider the way in which their situation impacts their
emotions. Most Photovoice work is with people in disadvantaged communities @aing

1998).: D QJ V W D Whe Whutaxdicé/concept is designed to enable people to produce and
discuss photographs as a means of catalyzing personal and communityfchange) J

2003:181). Wangt al (2004) suggests that it is through the use of visual images that the
experiences and perceptions of participants are communicated more clearly to others and that tr
individuals concerned are more able to reflect critically on their situation. It has been used
successfully with young people and adults (Stretngl., 2004). This is supported by research in

the educational context (Carringtehal, 2007; Miles and Kaplan, 2005). In my research the

goal was to encourage participants to create visual images as the basis for a verbal description ¢

the recurring themes typifying situations and emotions in their experience of Glue Ear.

The philosophy of Photovoice is to empower participants to communicate their specific situation.
Through creating photographs, and describing them in their own words, the participants shape
the message that they wish to communicate potentially empowering them more so than would
happen by talkingo a researcher in an interview. Because Photovoice puts the choice of
photographs and messages in the hands of the participants, they have greater potential to
highlight their priorities. The focus of photographs as a discussion point between the researcher
and the participant has shown that perhaps more sensitive aspects are discussed than may
otherwise have been the case (Detwal, 2010) and that individuals can explore their own self

images (Pearson and Ralph, 2007) and assumptions (Kei@&n2011). Photovoice can be said
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WR EH SKHQRPHQRORJLFDO DV LW LV IRFXVHG RQ WKH SD

on that experience.

In this research young people and their family members were asked to create a photomontage a
the means of articulating their experience of the condition. The details of the process are
discussed in Section 4.2 in Chapter Four. This approach is in keeping with the philosophy of

participants controlling what is shared.

3.7 The rationale for combining Photovoice and IPA

To my knowledge, the two methodologies of Photovoice and IPA have not been combined to
allow the strengths of each to increase the rigbtine research process. Photovoice provided a
mechanism for participants to reflect on their situation and take control of the direction and
content of issues to be addressed in the data gathering phase, whereas IPA was used to deeper
the data analysis and explore the participafit S H U \igubl galihgynidw insights and
understanding into their experience of a specific phenomenon. In this research, the images and
the words combined to explore events, feelings and perceptions of the experience of long-term
Glue Ear which provided insight into how the findings from the quantitative research manifested
themselves at an individual level. In this research the images and dialogue gathered through
Photovoicewere integral to the IPA analysis stage. This contrasts with previous IPA studies
(Shinebourne and Smith, 2011) in which the images were used to stimulate discussion between

the researcher and the participant.

IPA was developed to analyse the experience df @\GLYLGXDOfV UHVSRQVH WR
phenomenon (Smitét al, 2009). The researcher plays an active role in the interpretation of the
SDUWLFLSDQW favid Measdeny, 2086)) pariNularly during the analysis of the data.

However, | propose thatth8 D UW L F L S D Q 6ol belfiliediykh@ Feskarcher if there is
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a pre-prepared interview schedule.this research the researcher-led semi-structured interview
was replaced by the development of a participant-led discussion (Capewell, 2014dp-amme-
discussion in which participants exploreditheterpretation of the individual images comprising
thar photomontages. They controlled the agenda by selecting the order in which the images wer
explored, howtheZ HUH OLQNHG DQG HDFK RQHYY UHODWLYH LPS
condition. | saw their images for the first time at the meeting arranged to discuss them. This lack
of pre-knowledge of the images meant that | could not begin to make interpretations or
DVVXPSWLRQV DERXW W KHNVBeD ENSitiVelisSIRQWENE faisefi$hd shiated) F H
focus of both participant and researcher was on the images so eye contact could be comfortably
avoided. There was role reversal from the usual interview situation as it was the participant who
selected the images, had reflected on them in advance and understood their significance. As the
researcher | listened and responded to the information provided by the participants. | propose
that this approach communicated to the participants that they were in control and proved suitable

for both young people and their mothers.

Photovoice is descriptive in its analysis with the mnemonic SHOWeD providing five basic
questions to facilitate each participant to voice their comments on their photographs (Wang,
2003). 7TKH TXHVWLRQV DUH up69Y :KDW GR HappehihgherKHUH" p+
p+2:9 +RZ GRHV VOKILYLYHUD WM WR\ GRHV WKLV SUREOHP
Exist" p'Yf OHDGV WR DF\Wadaqut it?K\Valg &rid @ieZ PD04:98). However, the
analysis in Photovoice is achieved through critical group discussion (&¢ahg2004),

whereby each participant builds on the ideas and comments of others in the group to achieve
more insight into their own experience. The photographs provide a visualisation of what is
important to the participants. In discussion with others, they clarify and explore their situation,
potentially highlighting injustices (Strergg al, 2004). As the philosophy behind Photovoice is
taking action, there is a focus on making changes to improwphaf LSD QW VY FORUUH QW

trying to influence policy makers. The focus is on the collective voice rather than exploring
58



LQGLYLGXDOYV UHVSR Q WdultaveNreaht thiatthie WeXtity loRieg 7 KLV
individual voice in IPA could potentially haveenlost if the analysis process of Photovoice

was used.

%DNHU DQG :DQJ H[S ORlivitua eRpergmté) ofHECR Sad HljitV

concluded that the methodology lacked depth in the analysis of the dialogue when working one-
to-one with participants. In Photovoice the group facilitation process increases awareness in
participants of their specific situation. Through sharing interpretations of photographs, group
members deepen their understanding of the current situation (Miles, 2011). Specific support
groups for parents and young people with Glue Ear do not exist so this necessitated that data
gathering in my research was with individuals. | concluded that using Photovoice for data
gathering and IPA for data analysis would result in a more effective method. IPA is designed for
use with individuals (Smitkt al, 2009) with the focus of the analysison tB®® UWLFLSD QW |
dialogue, so was therefore appropriate for the data analysis phase in this research. The analysis
appliesamore sttt WXUHG IUDPHZRUN IRU H[DPLQLQJ HDFK SDUW

available through Photovoice (Gee, 2011).

3.8 Data Analysis using IPA

Brocki and Wearden (2006) identify that the analysis process in IPA requires the researcher to
elicit a deeper meaning than the participants initially have; not from a theoretical model, but by
XVLQJ WKH UHVHDUFKHUTV RZQ Goiagbedy ¥ Wdra@iiaQalninban K H
of times and looking at it in depth from the perspectives of description of situations, the language
used and the concepts identified, enables the researcher and the participant to gain greater insic
into latent, or underlying, meaning of the wo(dsgers and Forshaw, 2010). Most importantly

for this research was the maintenaiké¢ WKH SDUWLFLSDQWYV YRLFH DW W

More detail about how IPA was used in the data analysis is contained in Chapter 5.
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3.9 Summary

Much of the previous research into Glue Ear has ftas understanding the physiology of the
condition and how it potentially impacts language development and the auditory processing
system. In quantitative methodologies participants are treated as objects to be measured, subjec
in randomised clinical trials with mathematical tests of statistical significance applied to research
results (Fjelland and Gjengedal, 1994). | proposed an alternative approach in which participants
took a more active role and were at the centre of the data gathering process. Directly involving
young people, to verbalise the impact of the condition on all aspects of thea-day-ives and
educational experience, is a neglected area of knowledge which | wanted to address in this
research. Therefore, developing a methodology in which young people, in particular, felt
confident to express their views was important. | believe that combining Photovoice and IPA
strengthened the research process. The issues discussed in this chapter are summarised as

follows:

X Using IPA in gathering data may inadvertently cause the reseaoatstablish the
parameters of what is covered so perhaps not accessii®jihd W L Wievis & eV V
experience of the phenomenon of Glue Ear

x Photovoice encourages participants to reflect on the issues of importance to them and
provides them with the tim® establish what they wish to discuss with the researcher

x The development of the participant-led discussion in this research, meant that
participantded exploration of their images and controlled:

o how they interpreted the task

o0 what they produced

o the order in which the images were discussed
0 interpreting the meaning of the images

x The Photovoice methodology can lack depth of analysis when used with individuals
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x IPATV VWid th&ahslyKis phase comes from its structured approach and detailed
scrutiny of the participant's dialogue and delivery so that the participant and researcher

reflect upon and deepen the inter@d&V LR Q R 1 SéxpanenhéeLSDQWV

The next chapter explores how the chosen methodologies were applied in this research.
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Chapter 4
Research Methodology 2: Design and Implementation

4.1 Introduction

In this chapter | analyse and evaluate the practicalities associated with implementing this
research. The following issues are examined:

1. Locating and recruiting participants who proved difficult to identify

2. Modifications to the design and adaptations in the methodologies

3. Participant-Researcher interaction

4. Addressing ethical issues, paying particular attention to those concerned with recruiting

and working with young people.

The theoretical underpinning in this research was based on putting the partifipgriRsatfie V
centre of the data gathering. | acknowledged from the outset that the methods would develop as
the research proceeded. My experience echoes that of Miles and Kaplan (2005), whereby the us
of images developed and clarified during the research process. This meant learning from the firs
participants, in particular, and throughout the data gathering primcesde changes identified
through reflecting on my own practice (Yost and Chmielewski, 28 G SDUWLFLSDQW
responses. ®O SDUWLFLSDQWVY GmaWs3 anddiscuslibraxderdastta@ W KH

respect for their participation amalvalue their contribution.

4.2 Participant recruitment

4.2.1 Sample Size and criteria

[ initially planned to recruit five parent-and child dyadghe centre of the research. The
intention was that others, such as the non-participating parent and any siblings, would be invited

to become involved as they could bring different perspectives and experiences of living with
62



Glue EarAs not every dyad would have other family members who would want to partidipate,

anticipated a sample size of about 20 participants.

The selection criteria were that the young person would:
X Be aged between 10-16 years old
X Have been diagnosed with Glue Ear under 5 years of age
X Had at least one set of grommets
x Continue to have episodes of Glue Ear

X Not have any other developmental condition, such as Ojo8yndrome.

The age range of 10-16 years was selected as these young people would potentially be able to
reflect on and articulate their experiences/emotions more coherently than younger children.
Formal diagnosis and having had at least one set of grommets were importavasiith

ensure that the young people and their parents would have interacted with the healthcare systen
experienced recurring ear infections and have knowledge of the implications of hearing
impairment through repeated episodes of Glue Ear. The continuance of the condition would
provide participants with a breadth of experience on which to reflect and compare over time.
Parents, too, would have long-term experience of living with a child with the ongoing condition
and be able to provide an overview of the important considerations at different ages for
themselves and their children. Exdiogl other developmental conditions was an attempt to focus

on the impact of Glue Ear.

Haggardet al. (2003) suggested the value of directly consulting adolescents about their
experience of the condition rather than using only parental views (Bextrag{t2001;

Asmussen, 1999). Through observational studies, Vernon-Feagans and Manlove (2005) explore
how the condition impacted younger childréad O W K R X J K W nHerBtENdidgdtieQ T V

FRQGLWLRQ ZDV QRW HOLFLWHG 7KLV UHVHDUFK DLPHG \
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own accounts of their experience rather than having them filtered through others (Drtiakett

2010).

4.2.2 Recruitment strategies

| recognised from the outset that participant recruitment would be difficult. There is no clear
place, other than clinical settings, through which participaar®e contacted. Unlike other
conditions there are no support groups for those with Glue Ear. | wanted to keep recruitment as
contextually free as possible to avoid participants making assumptions about the focus that | hac

as a researcher (Miles al, 2012).

Most of the previous research into this condition has tended to be primarily in the healthcare/
clinical settings and linked to medical issues. The findings suggest that participants focus on
context as a way of shaping their responses. When parents were recruited via clinical situations
(Asmusseret al, 1999), where their child was being treated surgically for the condition, they
responded by identifying issues such as pain management and practicalities such as taking time
off work to look after a sick child. | realised that | would need to brief participants carefully to
ensure they were clear about the purpose of this research and to encourage them to identify
issues and experiences from a variety of settings. Unless there is a direct medical link to the
UHVHDUFK LW FDQ SURYH GLIILFXOW WR UHFUXthgd WK UR X
appointment (Baker and Wang, 2006). As my interest was the impact of Glue Eartordesy-

life | wanted participants to take a very broad view of their experience of it. | therefore made the

conscious decision not to recruit through the National Health Service (NHS).

Making contact with young people with the condition proved to be problematic. Their active
assent to the research was important if their views were to be accessed but informed consent we

initially required from their parents (Masson, 2004). | considered that schools might be a
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potential source of participants. Although aware of the issues identified above regarding how the
UHFUXLWPHQW FRQWH[W PD\ LQIOXHQFH SDUWLFLSDQWVY
happen, therehaEHHQ OLPLWHG UHVHDUFK LQYROYLQJ \RXQJ SH
Glue Ear in the school context so a novel perspective would be provided in contrast to previous
research even if that became the main focus of their responses. | used formal channels of
contacts through The University of Northampton School of Education by sending out a mail
shot. In addition | contacted local schools by phone, letter and email then followed up with
further phone calls. Either there was no response or the School Secretary proved a formidable

gatekeeper (Sixsmitét al, 2003).

| tried to identify participants through the Special Education Needs Co-ordinators (SENCOS)
online forum, but was told that no records were kept for children who have Glue Ear. This
included those with ongoing hospital outpatient appointments. The comments suggested that
was seen as a medical and not an educational condition. Despite the prevaleincénefearly
years of school, parents were not asked about conductive hearing loss on school enrolment. It
seemed that it was only recognised in school records if the child wore a hearing aid or had

speech and language therapy through the school.

| used third party introductions such as notices in libraries, community centres or associated
grRXSV VXFK DV 1DWLRQDO 'HD DR@S} 5@esSthrt QrHpsd/BrRdwhi® W L R
and Cub groups. Thposed an additional difficulty as | did not meet the parents directly and
meant negotiating access through gatekeepers. However, most organisations were prepared to
display posters (Appendix 3Parent recruitment poster) explaining my research and contact
details. | attempted to make direct faodace contact with parents to improve recruitmént.

was given permission to talk about my reseaoqgbarents of younger children who attended
pre-reading group session at a library. There were positive comments and questions from the

parents which indicated they had experience of Glue Ear. However, no one followed up by
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contacting me to take part. To avoid embarrassment in front of others, all those who attended
were given an A4 copy of the poster with my details (Appendix 3). | also put up a poster on the

library information board.

As a strategy to gain direct contact with parents of children with Glue Ear, | logged into internet
forums and discussion groups on the topic. | recognised potential ethical issues connected with
privacy, confidentiality and anonymity of the forum users. Therefore, from my entrance into the
groups | stated that | was a researcher doing a PhD on living with long-term Glue Ear.
Anonymity of forum members is protected through the use of pseudonyms. In membership
groups such as Mumsnet, Netmums and the NDCS, | contacted the web administrator prior to
joining or signing in, for permission to access the site. To substantiate my credentials as a bona
ILGH UHVHDUFKHU , VHW XS D OLQN RQ WKH XQLYHUVLW\
independent access to my research as well as a means of contacting me. | posted on the
noticeboards for internet chat groups relevant to Glue Ear where they were available. Friends an
work colleagues were enlisted to see if their contacts with schools, friends, colleagues and family
could help with recruitment. The most effective strategies were through the internet and friends
and work colleagues recommending someone. No participants participated from educational or

third party sources.

4.2.3 Gaining participant agreement

Table 4.1 summarises the conversion of the thirty one potential participants (including young
people) who showed initial interest through to those who participated fully in the research. The
reasons for participant drop out were not investigated as from the outset | had emphasised their
right to withdraw at any point without having to provide an explanation. | decided that asking for
their reasons for discontinuing participation would have been inappropriate. Of the sixteen

families visited to discuss the project in more detail, most stopped responding to attempts to
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contact them or said that they were too busy to participate at the time. Of the ten participants
who produced photomontages and discussed them, three were young people. The participants
were from a variety of places in Englanélithough the original recruitment criterion was for
parents, only mothers took part in the research. When meeting with families | had spoken
directly with some of the fathers and siblings who were invited to take part but, despite initial

interest, none of them did.

Table 4.1Conversion of contact to fully progressing to participation

Method of contact | Stage 1 Stage 2 | Stage 3 No Consent
Phone chat | Visit Participation Discussion

Schools/Libraries 0 0 0 0

Internet 11 6 4 21

Work contacts 12 5 5 2t

&ROOHDJXHV 8 5 1 0

Total 31 16 10 4

1| spoke in detail to these people but did not get informed consent to record disltheymeet the original
recruitment criteria.

In the early stages of recruitment | heledepth discussions with people who did not meet the
selection criteria: three were mothers whose children were younger than the specified
recruitment age; and an adult who continued to have Glud Baicondition seemed to arouse
GLITHUHQW LVVXHV IRU SDUHQWYV Hkauld @iderQha\dCiditnienE K L O C
age criterialn hindsight, it would have been better to have involved these people as they would
have added a different perspective of living long term with the conditimir datavas not

included as | had not obtadinformed consent for their participation nor had | made digital

recordings of their comments.
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Table 4.2 Participants: Description and relationship

Young Age in Mother Participated
person Years

Russell 9 Jane Both
Stewie 10 Lois Both

Daisy 14 Caz Both

Helen 18 Miranda Mother only
Peter 14 Wendy Mother only
Poppy 7 Marian Mother only
Pippa 18 Kate Mother only

Based on learning as the data gathering phase continued, | did recruit four mothers who
volunteered to be part of the research but did not wish their child to be included. They
contributed their experiences about being the mother of a child with long-term Glue Ear so addec
further data to the research. Table 4.2 provides full details of the participants who took part in all
stages of the research process. Pseudonyms are used to protect their identity. Full details of thei

participation and analysis of their data are examined in Chapters Six and Seven.

A rationale for small sample sizes in IPA is to allow for detailed and subtle analysis of each
parWLFLSDQWY{V GDWD &R O OHoRageBoQsZample R dantiied by Sneth $

al. (2009:50) as a positive feature in IPA research as it provides the researcher with the

R S S R U W B@rikeé \in\defilpsychological variability within the group, by analysing the
patterns of convergence and divergence which gfise KH VLPLODULWLHY DPRQJ
research were that they were all white British, aged between 35-45 years, educated to tertiary
level, worked in professional roles and with the exception of one woman (Miranda), lived with

W K H L U fdhet. Ali@fthveir children met the selection criteria as they were diagnosed at a
very early age. The children ranged in age from 7-18 years at the time of the research, with mos
continuing to experience Glue Ear. The differences were in where they lived in England and the

number of their siblings.
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It may be that participants are reticent to come forward for qualitative research because they are
being asked to disclose information of a personal nature and to reflect on their feelings.
Difficulty in recruiting participants is not unique to my research (Sixsetitd, 2003;

Glucksmann, 1995). | might have been more successful if | had tried more avemeesiraj
participants face to faas a way of establishing rapport prior to recruitment. Having some sort

of personal contact (work colleagues or friend recommendations) may give the researcher more
credibility. An alternative recruitment strategy might have been contacting the officials of
SDUHQWYVYT DQG )UKk BsQ@aypf dacesRikgLprénts R<this may have led to greater

opportunities for developing a snowball technique

4.2 .4 Health Care and Educational Professionals

In the planning stagkehad considered recruiting the professionals with whom the families
interacted in managing their Glue Ear. However, | recognised potential issues of confidentiality
therefore that area of recruitment was not pursued. Later | decided to include representatives of
the professional groups mentioned by participants to gain insight into their understanding,
knowledge and perceptions of the condition. The issues of access remained but professional
contacts proved productive. | interviewed 5 professionals:

X An ENT surgeon

X An educational psychologist

x

An audiologist

X A primary school teacher

X A secondary school teacher.
The ENT surgeon and secondary teacher prepared photomontages which they explained in a
participant-led discussion. An interview schedule (Appendix 4), using broadly the same
guestions with each participant, was used to conduct semi-structured interviews. The

S URIHYV véspopdesaxefexplored in Chapter Eight. It may be worthwhile doing further
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UHVHDUFK LQWR SURIHVVLRQDOV faK Dbt Uon\hBs@@rie@ber | W |
constructed as trivial, temporary, medical and without long-term implications for education or
psycho-social development. Additionallycould be beneficial to investigate the knowledge,

skills and training professionals see themselves requiring if they are to provide information and

support to parents and young people with the ongoing condition.

4.3 Design development and modifications

The research methodologies, Photovoice and IPA, have a philosophical foundation of exploring
indviGXDO SDUWLFLSDQWYfV H[SHULHQFH SXWWLQJ WKHLU
the self-reflective tendencies of people and recognising participants as experts in their situation.
Therefore, the design of this research required methods that:

x Enabled participants to take the lead in identifying topics important to them

x Encouraged reflection about how they experienced Glue Ear

X Were suitable for young people and their parents

x Produced data suitable for IPA analysis.
Photovoice encourages patrticipants to reflect on their situation and, through the creation of
images, enables them to articulate the impact af éhgerience (Liebenberg, 2009). The images
provide the photograph elemenSs KRWR ZLWK SDUWLFLS@WUasWEof RLFH F
them Photovoice has been successful in encouraging young people and people with disabilities
to share their experiences in education (Jefferies and Hyde, 2009; Boxall and Ralph, 2009;
Kaplanet al, 2007) and living with ongoing health conditions (Réttal, 2000). Traditionally
in Photovoice projects participants are given disposable cameras which they return to the
researchers for developing (Waeigal, 2004). They were not used in this research because the
families had at least one digital camera in their household or a camera integrated into their
phone. Digital cameras give participants greater control over the photographs as there is no nee

for the film to be returned to the researcher for developing. Participants can delete images as the
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wish before the researcher can view them. A digital camera was available for participants to

borrow.

Participants produced their data by creating a photomontage of images. Although they were
asked to create a series of photographs, the participants in this research chose to download
images from the internet which depicted their overall experience of living with the long-term
condition. Participants were encouraged to identify experiences related to feelings, situations or
places. At the initial meeting, before actually creating the images, we discussed the sorts of
things they might include. We agreed that at a follow-up meeting, they would explain to me what
the images meant to them. | came to call the second meeting a participant-led discussion as the
participans, rather than the researcher, set the topics for discussion and the order in which the
images were explored. Drest al. (2010) indicaHG WKDW \RXQJ SHRSOHYV SDU
qualitative research is enhanced by some structure for a task. Russell, the first young person
SDUWLFLSDQW H[SODLQHG WR PH WKDW KH ZDVQYW VXUH
other young people to think about good and bad experiences and their feelings about the

condition.

Russell and his mother, Jane, were the first participants. Russell selected his pseudonym based
RQ KLV GRJYV EUHHG 7KH\ ZHUHdebLcdrhea, DighaHcameRyWhiceQ R |
recorder). This was to provide them with a choice over the way data was produced so they could
select a medium with which they were most comfortable (Cettah, 2010; Jefferies and

Hyde, 2009). However, too many options of equipment proved to be confusing. Jane
commenédthat she was not sure if she needed to use all of them. From this experience, | learne
it was better to limit the range of media offered and to follow more closely the Photovoice

process.
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Christensen (2004) emphasised that young people need to be convinced that the adult is really
interested in their point of view, by perhaps followingttit XQJ SHUVRQYV DJHQGD
pushing their own, with rapport building being crucial for disclosure. In the first meeting, |
included the young person in the discussion about the research and what tleejtonded|

related their role in the data gathering as similar to how other people help them camplete

school project. | wanted them to see themselves as an expert.

Russell and Jane both elected to use the video recorder and made diary entries of on average 2
seconds in length. Their focus for the most part was on recent events, and included a visit to the
swimming pool and to the ENT consultant. The video entries did not appear to encourage
reflection over the longer term so were not producing the type of data relevant to either a
Photovoice or IPA study. Russell also used the digital voice recorder. Unlike Jane, he did not
produce a photomontage. Neither Jane nor Russell used the stills camera. The technology itself
EHFDPH WKH IRFXV Rl Heéxplahéd hft\hebau gpehOnvadt Bf @he time

practising with the video filming his dog or objects.

Young people as research participants can sometimes become uncomfortable with seeing/hearir
themselves (Lawthorat al, 2012) in recordings. When playing back the video, Russell became
uncomfortable and said his voice soundslly Y To reassure him, | recorded my voice and after

we had listenedtomeh@e JUHHG WKDW LW GLGQYW PDWWHU K&Z ZH
important thing. Listening and responding to his point of view demonstrated that things that
mattered to him were important to me. | would suggest that this helps to build trust and

confidence in the young person as to the sincerity of the adult researcher (Christensen, 2004).

As | did not feel confident enough with the technology, the structure of the discussion with
Russell became playing each recording then stopping after each and asking him about it. This

became quite stilted and resulted in a question/answer format. This did not encourage Russell tc
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explore how he experienced Glue Ear. We just went from one recording to the next without any
real review of the issues raised. The stop/start format also impeded the rapport between Russel
and me. When reflecting on this process | recognised that | needed to be more confident in
dealing with the technology to avoid interrupting the flow of what participants were expressing.
Furthermore, | recognised that too much choice of technology became a distraction. From that

point on participants were asked to construct still images.

The benefit of making the adaptation to the data gathering process is illustrated in Figure 4.1, in
which two short extracts from the transcripts of Russell and another young participant, Stewie.
He produced a photomontage. Both Russell and Stewie were about 10 years of age and shared
similar backgrounds: both lived with their parents, atbelrsimilar types of schools, resided in

the commuter belt of large cities and had very similar experience of Glue Ear. The extracts

focus on how they perceivéke condition impaedthem.

Figure 4.1 Short extract from Russellf &d Stewie #iscussions

Russell £Talking about his experiences and explaining the content of his video diary

Russell describing his earstvideo clip (37 seconds)

My ears have been aching and errrere a bit leaky as well and errrr whgveoghing have to
KDSSHQ" 6HULRXVO\« LWYTV DQQR\LQJ \RZ« ZHOO OHDN\
EXW D ELW HUUUUHU « ELW DQQR\L Q datherdemphasised KR X J
separately)

Discussion with C: Carmel (researcher) and R: Russell (participant)

: Just annoyed.
: Annoyed with what?

C: What are you talking about?

R: My ears.

C: So have they been leaking recently?

R: (Nodded) Well not exactly but a bit.

C: A bit.

R: (Nodded)

C: When was the last time they leaked?

5 J)HZ ZHHNV DJR SUREDEO\ 7KH\YfYH EHHQ D ELW DFK\ W
C: When they are achy how does that make you feel?
R: Bit annoyed.

C: In what way?

R

C
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5 7KDW WKH\fUH DFKLQJ %DVLFDOO\ VWLQJLQJ

Stewiext7DONLQJ DERXW DGDSWDWLRQV WKDW WKH WHDFKHL
picture: C: Carmel (researcher) and S: Stewie (participant)
S:Thatone,ermHDK LWYV DQJU\ EHFDXVH LI , JHW SDLQV LQ P\
teachersarenoth8lILQJ PH DQG HUP LWV MXVW ZKHQ , UHDOO\ FI
easy to understand.
C: So can you think of what would make it, what makes it easier to understand?
S: Erm what makes it easy to understand
C. OPPK OLNH WLPHV ZKdeQtabd?vfV HDV\ WR
S::KHQ LWV HDV\ WR XQGHUVWDQG « 3UREDEO\ ZKHQ ,TP
WHDFKHU OHWV PH FRPH FORVHU WR WKH GHVN ZLWK OLN
you, but that helps when they let you come closer@h&/ KH\TUH WDONLQJ
C. :KHQ \RX vVD\ p&ORVHU WR WKH GHVN T 'RHV WKDW PHD(
S:1R \RXYUH DW \RXU GHVN DURXQG WKH WKLQJ \RX WDNF
C. 2K VR \RX DUH DW WKH WHDFKHUYfV GHVN
S:YeahsoVRPH SHRSOH GR WKDW DQG pFRV WKHUH DUH D IH:
not as bad as me.

6WHZLHYV LPDJH p$QJU\Y

sl
7 >

In the excerpt with Russell | began by asking him what the extract was about but | mainly
repeated what he had said on the visual recording. | asked a series of questions to try to get hin
to explore what he had said. He either answered with very short answers or nodded. In contrast,
6WHZLH EHJDQ E\ H[SODLQLQJ ZKDW WKH puDQJU\Y LPDJH F
different situations. He focused on the emotion of anger which he related to his condition. |
asked guestions based on what he said. Stewie provided detail and cut me off to explain what he
meant, perhaps suggesting that he was confident. The interchange between Stewie and me is
more conversational than the stilted series of questions and short answers with Russell. The twa

short extracts covered similar content but | suggest that the quality of the data was much better

through the use of images which Stewie had selected.

| would suggest that creating the images gave Stewie time to reflect about how the condition

impacted him whereas RussglN Y L G H&coGledrétent experiences. A main reason for
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using visual methods was to encourage participants to reflect. Whereas Russell focused on the
present, Stewie explored a pattern of behaviour and interaction between himself and the teacher
over time. Stewie seemed more reflective when explaining his situation perhaps because he had
made a conscious choice about the images he selected. Russell responded to my questions but
had not time to think about whether this situation was part of a pattern. Before and after the
discussion they chatted quite freely so the method is likely to account for most of the differences
between their descriptions and levels of reflection. When researching with young people, there
needs to be creativity in the way in which they are encouraged to participatet(Bir2013)

and relate to the researcher to maximise their interaction and contribution of their views and
feelings (Lewis and Lindsay, 2000). Cregtamphotomontage seemed to increase the young

SHUVRQYV FRQILGHQFH

Jane 5 XV V HO O firgduee&d\woikne ghort video entries and a photomontage with an
accompanying mind map to explain it. She was happy to discuss the photomontage and referred
to her mind map from time to time. However, she did not wish to review or discuss either the
mind map or her video diary entries in any detail. If | had explored the video diaries without
involving Jane, there would have been a lack of the double hermeneutic as she would not have
contributed her interpretation of the events she described (8tath 2009). Without the

reflection and discussion element, it seemed that | would be interpreting the content rather than
the participant. This is contrary to the principles of both IPA and Photovoice. The focus of the
DQDO\VLV RI -poHiy frerd MeriphdtBmontage in which she explored her
H[SHULHQFHV RI KHU VR Q %Mt Faik @ Gdr (RalphQnd QapeWwdlK 2014)P /D

we discussed her images there was a deepening of her understanding and interpretation of then
(double hermeneutic). She led the discussion and was in control of what was said, which is in
keeping with Photovoice whereby the images provide the participant with the means to voice
their understanding of their situation. The reflective and interactive nature of the discussion

provided the depth of dialogue suitable for IPA analysis.
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The individual nature of the participant-led discussion enabled each participant to provide
detailed explanations of tlieémages. However as the group element from the Photovoice

method was missing, as the researcher, | netededfil that role by questioning and

encouraging reflection and reinterpretation to gain the rich and detailed data (Gee, 2011) IPA
required. As Boxall and Ralph (2009:47) highligli, Photovoice, learning occurs in dialogue;

it is important therefore that research participants, not researchers or professionals, decide whicl
photographs are selectth this research the photomontage was constructed independently of
the researcher so the participants were therefore firmly in control of the image selection process.
Because participants chose to use images downloaded from the internet they were able to
consider in detail what the images meant prior to discussion with me. In this research the
learning for both participants and myself developed through the interaction in the participant-led
discussion, with plenty of opportunity to clarify the meaning the images held for the participant
and to increase my comprehension of their significance. The techniques of probing and reflecting

ZHUH XVHG WR GHHSHQ WKH SDUWLFLSDQWY{V. XQGHUVWD

When participants have been provided with a disposable camera of 36 shote{Bre2010;

Booth and Booth, 2003), they have often found it difficult to finish the roll of film. In this
research, participants were not asked to create a specific number of images. This encouraged
them to make their own choices, rather than being directed by the researcher. Requiring a
specific number of images might have led to participants feeling that they had failed the task

which may have led them to withdraw.

Reflecting on the method it seemed better to provide more structure and follow more closely the
Photovoice method. After my experience with Russell and Jane, participants were asked to crea
a photomontage which summed up their wider experience of Glue Ear. The data collection

process consisted of two meetings, after initial telephone and email contact. The purpose of the
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initial meeting was to explain the research and the method and ask them to complete the
informed consent forms. When discussing the research aim, participants spontaneously describe
events related to how the condition had impacted them. For example, young people and parents
identified repeated visits to the doctor or operations as something associated with the condition.
suggested that they might like to take a photograph of a hospital sign and make some notes abo
ZKDW WKH LPDJH PHDQW /HDUQLQJ IURP -DQHYV UHOXFW
photomontage and being mindful that young people may see writing things down as a homework
task, | was keen to stress that it would be useful if they thought about the meaning of the images
that they would create then explain them in detail when | returned. This was an adaptation of the
Photovoice methodology in which participants usually provide a caption for their photographs

(Wang and Pies, 2004

4 .4 Participant-Researcher Interaction

This section explores the interaction between participants and myself, as the researcher. | wishe
to avoid influencing participantas| wanted to bring to consciousness that I:
X am the mother of two young adults who continue to have Glue Ear
X needed to avoid letting my personal agenda shape what was said
X recognise the importance of maintaining reflective practices to identify personal
preconceptions (Smitkt al, 2009) throughout the data gathering and analysis stages
X indicate clearly to participants, of all ages, that their experience and perceypgiens

important and they were the focus of the data gathering process.

In human interactions peagéctivdy construct and interpret the relationship between
themselves and others. Milesal. (2012) explained how participants can assume from the
researchnefV EDFNJURXQG RU DVVR F,ltHe WipRsg o thaNdse& ¢th hADdQHeV D W

specific interests of the researcher leading them to construct the information they provide in the
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context of their interpretations. | have attempted to position myself as independent of an
organisation or group or even a job role to minimise participants providing information based in
only one context (Walsham, 2006). From my first contact with the participants, | emphasised that
| was interested in their experiences. | disclosed to participants that | was the mother of two
young adults with continuing Glue Ear. | wanted to be transparent about my own background
and the rationale for my interest in their experiences and feelings (Etherington, 2004) to
encourage them to explore a range of situations in which the condition impacted upon their lives.
| wished to avoid the situation identified by Gibson (2005) whereby particjpdnD VV XP SWLR

about the research®V L Q WigdtkHite/duality of information disclosed.

Although | have set the research question and have greater control over the research process, |
have tried to demonstrate to participants that | regard them as the experts in their own lives. The
power relationship in qualitative methods remains with the reseafekeF D XRose
UHVHDUFKHG DUH UHJDUGHG « DV WKH SbBedr¢helradtinglag il UV R
sponge soaking up the details providddaynard, 1995: 15). The use of the photomontage was

a deliberate attempt to break down the data gathering process from being researcher-led to the
participants being active constructors ratNéiK D Q p S D V V didf bt Wisly td Us¥ fhy

personal experience as the agenda for what participants discussed [@aybmand Buckle,

2009).

As a researcher,dman insider in the experience as to some extent | am exploring issues where
my own experience may overlap with those of the participants. This position has advantages
(Berger, 2013) and can help to build rapport. Having first-hand knowledge of the situation
provides shared language and familiarity with the contexts of the condition (Gemignani 2011;
Kacen and Chaitin 2006). For example, | shared knowledge and understangidgoR PP HW V |
and i+ W X Esélpafticipants did not bother explaining such specialist terminology. ownbyjar

and Buckle (2009) suggest that participants may be more open with researchers with prior
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experience. In this researcher they were inclined to use the glotakeow to acknowledge our
common background. However, | found that a disadvantage of this personal experience is that
sometimes | recalled painful personamories. Using reflective logs and consciously
recognising my experiences proved to be effective ways of dealing with the emotions aroused

(Kennedyet al, 2019.

Smithet al. (2009: 25) emphasise that although researchers always bring their own background,
WKHVHXQRIRMHVWDQGLQJVY QHHG WR EH pd@SRthéi G WK URXJ
SDUWLFLSDQWYTYV SHUVSHFWLYH LV WR EH WKH IRFXV RI W
Throughout my research, | used reflective practice to review my own thoughts and actions when
interacting with participants. Berger (2013) makes the point that researchers, particularly those
with experience of the phenomenon being investigated, need to explore the role of self within the
research process so that they bring to consciousness their own prejudices, experiences and
knowledge from the planning of the research project, while gathering data and when analysing it
This ensures that there is a constant self-monitoring regarding how these personal aspects impa
upon the relationship with participants and the interpretation of the data. &raiti2009)
GHYHORS +HLGHJJHWIGHUGAMD RGLIRIYHD QG UHFRJQLVH WK
researchers recognise that setting aside their personal knowledge, assumptions and pre-
conceptions is only partially possible, as some things will remain hidden from themsealves. A
information is brought to consciousness throughout the research process it highlights the need fc

the researcheo continually record and reflect.

An example of this self-monitoring happened when | reviewed my interchange with Jane, the
first participant. | had not disclosed anything about our shared experienidesiehdescried

her photomontage as | believed it better to keep a professional distance between us by being a
detached observer (Sprague and Hayes, 2000; Ladner, L8RBI7hot respond to her emotional

disclosure when she explained an incident in which she had felt judged by the SENCO
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(Explained in more detail in Table 5.2) about her parenting skills beca¥dsé VHO O GLG QW
with other children. In the recording | made in the car immediately after leaving her, my
emotions are evidentKDW VKH ZDV VD\LQJ DERXW WLJHU PXP DQG
IUXVWUDWLRQ VIirs s&é druhtiarvydl gadmXThav thé child is not really

considered. Frustration, all the time fighting. Frustration. It did bring back echoes favigne.
emotional responsethe repetition ofrustration that there aréevelsof frustration; and that ev

shared similar experiences. | was neither detached nor an observer as | acknowleeidsatthe

of my own experience in herg XW , KD G @i% WithvJKr2.LAHtG time | had felt that | did

not want to influence how she was interpreting her experience.

However, on reflection | decided that by assuming the detached observer role, | was creating a
power differential (Finlay, 20120 not treating Jane as an equal in the data gathering process.

As part of a thank-you email to Jane a few weeks later, | included the following conisent:

you know | have a son with Glue Ear, and when you were describing Russell's 'quirky’ social
skills I saw my own son very mudiane seemed to appreciate my response in her response

email: Thank you for your note and kind words, Carmel. | think our boys are both a bit special.

In a short space of time, | resolved that disclosing similar personal experiences would not reduce

the rigour of my research (Malacrida, 2007).

When reviewing the transcripts for the IPA analysis, | added a reflection stage to assess the way
in which | interacted with participants. By reviewing what the participant said and my response, |
wanted to identify whether | was influencing the data gath@ttherington, 2004). Sometimes

my personal experience interrupted what the participant was exploring. The red/bold writing in
Table 4.3 signifies where | allowed my own discomfort at the conversation to shut down a line of
discussion. The purpose of the other colours/fonts in the analysis is explored in Chapter Five.
When Loisg SODLQHG 6 W H Z L BMkwak HKdand dvXre that\ had potentially

closed her down through describing his behaviour as hawitggin his pantsin hindsight |
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realised it could have been more productive to have reflected back her storaspff{shoutor
be awkwardo gain more understanding of the impact this had on her, her husband and the

atmosphere in tiiehome.

Table43/RLV GHVFULELQJ 6WHZLHYV EHKDYLRXU ZLWK DQDO

Transcript Initial analysis

C: %XW ZKHQ IURP ZKDV . VKRXOG KDYH \bé¢eh@sStHiskimil

of.1 DV JLY L QuptiahKdadsSliaiyto a

LW WKDW ZKHQ KLV KHAIO description.

$IJDLQ WKH XVH RI p\HDKY L(

EHFRPHV WKLV NLQG RIl| sHSHWLWLRQ RI uFDQIW VLV

VWUXJJOLQJ WR H[SODLQ ZK

person? hearing is bad.

L: <HDK \HDK KH FDQ EH Lois describes how Stewie becomes difficult. S
describes a very angry person.

VLW DQG ZDWFK D 79 S| /RLV XVHV QHIJDWLYH YHUEYV

DZNZDUGY 6KH XVHV p\HDKY

VLW DQG HUP KDYH D B 'RZQsSOD\V 6WHZLHYV EHKDY

i . Lois starts to describe how difficult Stewie can

erm, he might storm off about things, h{ i jive with.

6KRXOG KDYH DVNHG KHU W

and give examples of the behaviour. | need to

C: Mmmhh. What about rough and listen more and not follow my own line of
thought or avoid probing because | want to

tumble play, has he ever been involved lower my own discomfort. | totally change the
subject.

might shout, might be awkward, Yeah?

in, did he like that as a kid, or younger

one?

Greenl/italics = analysis of the langua@ue/plain text = description of a situation
Brown/underlined = concepts, ideas portralRedl/Bold = reflection and improvements on the way | am
guestioning/interacting with the participant

Table 4.3 explores my reflection on the discussion with Lois. To some extent my personal
experience of similar situations and feelings of impotence and lack of ability to find a solution,
caused me to cut the discussion short and change the subject (Bishop and Shepherd, 2011). Th
question remains whether | did this for Lois or myself. Perhaps a less involved researcher would
have explored these situations in more detail to gain greater insight. There is a tension between
avoiding causing distress and letting Lois choose what she did or did not wish to discuss. It
would have been better practice for me to have asked questions in both the examples cited in

Table 4.3 then check whether she wished to continue. | would have demonstrated respect for he

81



if I had followed her lead. Instead | believe that | disempowered her and made assumptions abot

her emotional state based on my own feelings.

In the log | wrote after doing the analysis | realised that there were two things that | needed to
GR WKH ILUVW zZDV WR JR EDFN WR /RLVY DQG DVN KHU PR
how this impacted their home life. She had previously agreed that | could contact her to clarify
aspects in the transcription. The second thing was that, after the first anabalised that
participants might raise some things that | might find upsetting as they echoed my own
experience and that | would need to find ways of reducing any possible emotional impact on

myself (Kennedyet al, 2014).

Feminist methodologies have influenced my perception of participants (Sprague, 2005; Stanley,
1990), as | believed that thexere the experts in their lives and what they knew was of value to
understanding the lived experience of Glue Ear. This was not to suggest that they kne
everything, but rather that they had a particular insight which had not previously been explored
in detail. This was particularly the case for the young people whom had not before been asked
for their views about living with the condition. The process of reflection involved in creating
photomontage encouraged them to consciously think about how the condition had impacted
them. Through exploring their images in the participant-led discussion they provided in-depth

insight into this.

For the most part the voices of parents, and especially young people with the condition, have
been marginalised. There has beetrlddGHQF\ WR UHVHD WYUEKWRM 1% R V& @ L
Ralph, 2009; Sprague and Hayes, 2000; Ladner, 1987). The researcher has controlled the conte
and context. | acknowledge that participants in this research were not involved in the
development of the research, but the aim of using the photomontage approach was for them to

identify their issues for discussion, without recourse to any pre-prepared interview schedule on
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my part. The focus was on reducing the power differentials between researcher and participant
whereby participants were at the centre of producing data with a focus on their lived experience
(Miles, 2011; Sprague, 2005; Harding, 198The importance of exploring my own prejudices,
principles and experiences to develop a reciprocal relationship with participants through
reflexive practice (Etherington, 2004) led me to contact participants and explain that | thought
that | had missed something and asked for further help and for them to comment upon their case

study.

| tried to identify ways in which the power dynamics between researcher-participant could be
further reduced (Finlay and Gough, 2003). Arranging meetings at a time and place convenient tc
participants, not setting a specific format or number of images for the photomontage, accepting
SDUWLFLSDQWVY L @osHtt&lhirivddend R&tidpanisis&eaating the sequence

in which the photomontage was explored are small aspects of the research process but hopefull:
ones that shifted control to them. Data production Wd3 WKH SDUW b$the&y/DegiddV § KD

what they disclosed about their lived experience.

<RXQJ SHRSOH DUH XVHG WR DG X O W7oweD20HAD &hdperi@psrateQ D \
used to following the lead of the researcher (Christensen, 2004). This became apparent at the
first meeting with participants as often the young person did not pay very much attention to the
conversation. | made efforts to talk directly to them and asked about their experience of Glue
Ear. | checked that they were willing to take part and that they understood that their views were
of equal importance to those of their parents. When discussiingtitgomontage | tried to set

the young person at ease. For example Stewie commented that he had only four irhages so
assured him that there was not a set number required. Daisy swore when discussing her images
but | did na comment as | wanted her to understand that although | was an adult | did not have

any authority over her language.
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Prior to recruiting any participants, | decided to construct my own photomontage and a dialogue
to accompany it (Table 4.4). The rationale for this was threefold. Firstly, | wanted to test

out/pilot the method to see how time-consuming it was and whether it was an achievable task. |
wanted to be aware of some of the potential questions participants might ask about completing
the task. Secondly, part of the IPA methodology includes a commitment to consciously bring

R Q H 1 \peR&pfons and assumptions to the forefront, what Sehah ( 2009: 25) regard as
RQHITV RAQMepst&Uitdy. Thirdly, as an insider researcher, | wanted to explore my
personal situation in advance to be aware of the feelings that discussing similar experiences ma
bring out. | recognised that | needed to separate these from the research process to avoid a
situation of feeling overwhelmed by emotions when with a participant (Dickson-&vaif}

2008). | also wanted to protect myself from feeling upset (Etherington , 2004) so identifying
potential issues which might arise, in advance meant | was more prepared that | might find some

RI WKH SDUWLFLSDQWVY H[SHULHQFHYV VLPLODU WR P\ RZ

A dilemma | faced in sharing my own photomontage concerned the protection of the anonymity
and privacy of my own family. The issues were twofold. Firstly my children had not agreed to
participate in the research and if | used personal photographs and images then their identity
would be exposed. Theses are now published on-line and if | included the whole photomontage
then potentially | would lose control over who would see them and how they could be used
(Boxall and Ralph, 2009). Secondly, my personal reflections were very private and | only wanted
to partially disclose the information they contained so there were issues around my own
confidentiality (Dickson-Swifet al, 2008). When completing my photomontage, | downloaded
some images from the internet as well as using personal photographs. The compromise position
have adopted has been to include a section of my photomontage (Table 4.4). This illustrates the
process | went through and identifies some of the ways in which Glue Ear has impacted on my

experience of being a mother.
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Table 4.4 Images and commentary from my personal montage and reflection

Image Commentary
N ¢ There is a big ear in the middle of the page which symbolises ho
- f much the condition has dominated our lives; the picture has armg
] [ \ 8 legs to suggest that Glue Ear almost had a personality of its own
s ) Q_
g

The stairway to nowhere on the opposite side of the page sugges
that whichever direction | look therewa QR UHDO ZD\ IR
Although there appeadto be two options, in fact both go nowhere

The phone is how many times | made calls and tried to find out a
support but it was almost as though there was no one to call or,
, GLG VSHDN WR VRPHRQH LW ZDVQTW
rang without being answered.

The closed door withth# RUG pFORVHGY RQ LW D
again suggests that there was no where to go where | would rece
KHOS 7KH ZRUG pFORVHGY HPSKDVLVH
came to mind was that none of the agencies seemed interested i
child with the condition. It also brought to mind my recent search
when looking for participants and that the website for the hearing
VXSSRUW JURXS LQ WKH ORFDO FRXQF

glue ear.

7KH ELJ pS Wwikadl Britke iHghtfhand side of the page
symbolised what little help there is and almost that officialdom
GRHVQYW ZDQW WR NQRZ ,W HPSKDVL
parents or children with Glue Ear.

The layout in my photomontage led to a narrati2ey VKRZQ LQ WKH p&RTRBH QWD
4.4 identifies some of the key aspects which | found in reflecting on my personal experience of
Glue Ear. In my photomontage the placement of the images created a structure of the importanc
they represented in my experience of the condition. The image of the ear was in the centre of th
page and was anthropomorphised, with arms and legs to identify its personality. It was big as it
dominated, so putting it into the centre of the picture emphasising what an overriding element it
was. However, it did not have any facial featigethere was no way to interact with it; it could

hear but not speak. This echoed my experience of feeling that | never had any feedback. This
juxtaposed with the situation of my children, who were often able to speak, but not hear clearly. |

recalled a strong sense of isolation when they were younger, which was represented through us
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of the prohibited sign, the phone that never seemed to be answered and the closed door. The dc
was not only shutbutha¢ KH ZRUG pFORVHGY ZULWWHQ RQ LW WR X
stairway led nowhere, but it appeared to have two options at the top, although neither went
anywhere. The idea of having a choice was an illusion. | have revisited my photomontage a
number of times during the course of this research and found that each time it produced another
layer to my reflection. For example, on the second time | reviewed the image of the Ear, |
realised that it only took information in but never gave anything back, so although it dominated
my family life, it left us all voiceless. | also recalled that my sense of isolation came from

initially knowing other mothers whose children had Glue Ear, but in their child the condition
resolved so it was as though my children and | were left behind while others resumed a normal

life.

| had self-censored my photomontage, whereby | recalled instances and experiences which | did
not include. It was likely that participants did the same as a way of protecting themselves, their
child and their impression with the researcher (Leary and Allen, 2011). It is acknowledged in
qualitative research that participants are actively constructing what they disclose (Silverman,
2010). Respecting their right to do so is an important consideration in ethical research.

However, despite such issues | concluded that as this is the first research in which participants
have led the topics discussed, it has provided insight which would potentially not have been
disclosed. The issues identified by the participants provided an awareness of how the long-term

condition impacted their dap-day life.

4.5 Development of the photomontage method in this research

Producing a photomontage was developed as a method for data gathering in this research
(Capewell, 2014d). All participants chose to access images from the internet, which is an

adaptation to the Photovoice methodolagyparticipants usually take their own photographs. In
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future research | would encourage participants to access their images through the internet as
seemed to encourage reflection and increases protection of identity. Although not explored in
detail as part of this research, most of the mothers spontaneously explained how they chose a
time to produce their photomontage and sat at the computer. A common comment was made the
they searched through a number of images related to a phrase that they had identified. For
example, three of the mothers selected the same image of a young boy standing apart from othe
(Figure 4.2). They explained that they had rejected a number of images before choosing this

specific one and that they had refined the phraseology to identify the image.

Figure 4.2 Boy on the edge of the playground (Reconstructed)

When | constructed my own photomontage, | realised that downloading images from the internet
meant that | spent more time thinking about what | wanted to express rather than working out
how | could create a photograph of the idea | wished to portray. The internet provides a wide
range of images to choose from, including cartoons, drawings and photographs. This enabled m:
to display quite subtle nuances within the images | selected. Developing the search terms to
produce the image | wanted helped to develop my understanding of the concepts | wished to
express, which encouraged reflection. This suggests that rather than participants beomg
constrained by what they could photograph the images accurately portrayed what they wanted tc

express.

The mothers and young people used images which depicted their emotional responses to living

with the ongoing condition. For example two of the mothers used images of a woman screaming
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(Figure 4.3) to depict how overwhelmed they felt. This provided insight not only into the
external pressures of repeated visits to hospital clinics and do¢tok X Uanhél dd hit\in

schools, but insight into their feelings. Thissues are explored in Chapter fixthe mothes

and Chapter Sevdor the young people. It seems that the photomontage technique enabled the

participants to explore their responses to the condition in great detalil.

Figure 4.3 Screaming woman (Reconstructed)

After creating my own photomontage, | realised that it would have been useful to talk through
the images with someone and have them question and follow up what | said as a way of
developing further my understanding of my experience of the condition. This suggested that the
role for the researcher is to facilitate the participant thus gaining greater insight into the meaning
of the images and help with the interpretative element of IPA. In Photovoice, the researcher
encourages the participants to explain the meaning of their images as a way of developing their
voice (Wanget al.,2004). The shared meaning constructed through discussing the images
deepens their understanding of their meaning as they interact with others who share similar
experiences. It aligns with the way the researcher in IPA supports and encourages the
participants to extend their interpretation of their situation through the concept of the double

hermeneutic (Smitkt al, 2009). In IPA the researcher takes an active part in meaning making
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with participants, similar to the role of the other group members in Photovoice, who add their

interpretations of the images (Wang, 2003).

The creation and review of images worked equally well with adults and young people. It would
be worthwhile to research the way in which participants created their photomontage to gain som
understanding of how they seledthe images and their rationale for doing so. It would be

useful to explore whether the creation of photomontages promoted reflection and if it provided
participants with a way of identifying the issues important to them when exploring their
experience o& particular phenomenon. Undertaking further research by applying the
FRQVWUXFWLRQ RI SKRWR Paxggineérzd bf ¢hrdnR ilfess€s toBItHHRIB O H TV

them gain insight into how they perceive their condition affects them.

4.6 Ethical issues

4.6.1 Informed Consent

7KLYV UHVHDUFK UHFHLYHG HWKLFDO DSSURYDO E\ 7KH 8Q
Committee and complied with the ethical guidelines of BERA (2011), the British Psychological
Society (2010) and Photovoice (2009). Involving young people in research raises major ethical
concerns (Boxall and Ralph, 2009). Daeidhl.(2001) suggest that additional strategies need to

be employed to ensure that young people fully understand and give their informed consent and
that it should be an ongoing rather than a one off procedure. The strategies used in this researct
were designed to engage young people in discussions about the task, seek their examples abou

their experience of Glue Ear and to ask them whether they would like to participate.

In the past it has been sufficient to ask parents/carers for permission but since the advent of the

UN Convention on the Rights of the Child (Sinclair Taylor, 2000; UNICEF, 1989), researchers
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are more aware of the importance of the need to gain youngpebfitive assent (Miles, 2011).
BERA 1 §2011) guidelines in particular raise the issue that children have the right to understand
what they are agreeing to do. A goal of this research was to provide young people with the
opportunity to explore how Glue Ear impacted their daily life. | wanted to create an environment
in which they recognised that they could choose if they wished to be involved, to freely express
their views and that what they said would make a valuable contribution to the research. Ralph
and Prevett (2014) identify that it is important for young and/or disabled people to have a clear
understanding of the research in which they are involved, so | made extra efforts to achieve this.
In this research as | particularly wanted the young people to understand the research and be
willing to participate. | always explained the research process in detail to the young person and
checked their understanding by asking for examples of what | meant. As parents retain the legal
right to provide consentfoW KHLU FKLOGYV SDUWLFLSDWLRQ LQ UHVH

always present in the initial meeting with the young people.

In the initial telephone or email contact with parents, | gained their permission to write
separately to their child (AppexdS £Young person invitation letter). The letters to young

people were piloted by asking two young people, outside of the study, but of similar ages, to reac
the letter and explain the contents back to me so that | could be sure that the language and ton
were appropriate. After this feedback, the font size was enlarged to 14 point, sentences were
shortenedandVHFKQLFDO ODQJXDJH ZDV FKDQJHG )RU H[DPSOl
SURMHFWY DQG VLPSOH UDWKHU WikmDdhéRP Beating AMHQWHQF
participants were sent informed consent forms to read through. They were signed at the start of
my first visit. The mothers signed the informed consent for themselves and their child to take

part in the research. Young people signed a separate form of their own.

Valentine (1999) points out that sometimes parents agree on behalf of their child and that young

people have strategies to minimise their involvement in research to which they have not fully
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consented. They can use tactics such as not answering questions or giving one wordlanswers.
have endeavoured to ensure the young pebpleD F W L Y H. Th@ task dfRdliqy\Wweople

creating images of their own demonstrated that they understood the research tasketadoeho
involved. Taking the lead in the participant-led discussion which followed the creation of the
photomontage by explaining the meaning of the images demonstrated their active engagement i

the research.

Dissemination of research is an area which is often overlooked when gaining informed consent.
This needs particular consideration in image-based research, such as Photovoice, which could
include photographs of participants (Photovoice, 2009). Young people may not understand that
their images could be presented at academic conferences and printed in journals (Davies and
Wilson, 2006). | included an explanation of these situations to participants when gaining their

informed consent informing them that some images might appear on the internet.

4.6.2_Anonymity and Confidentiality

In Photovoice research the creation of images by participants adds a further layer of complexity
to issues around anonymity. | followed the ethical guidelines for Photovoice (2009) by alerting
participants to protect their own identities by not photographing themselves, friends or local
landmarks and checking that any personal information would not be revealed in the background:
of photographs (Clarkt al, 2010). | explained that they needed to ask permission of others
before photographing the If they wished to appear in the photographs, they needed to be aware
that their anonymity could no longer be assured (Lawtabat, 2012). All participants were

asked to choose a pseudonym to protect their identity. | provided one to those who did not wish

to select their own.
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In the data collection phase for the first mother-son dyad, Jane and Russell, they produced videc
diaries which were to camera. This meant that there was a chance of their anonymity being
breached if | used that data in presentations, even if they gave permission to do so. This
highlighted an issue of whether young people would fully understand the way the material could
be shown and used at academic conferences. | was concerned that this could be potentially
exploitative. Davies and Wilson (2006) asked young people with learning difficulties to make
video diaries which identified them, showed their homes and disclosed their feelings about
making the transition from school to adult life. This was produced as a video used for training
purposes and available on the internet for payment of a small fee. The authors do not fully
disclose if the young people really understood the extent to which the material that they
produced would be used and whether they were aware they would be identifiable. Latvthom

al. (2012) suggest that although young people may agree to have the material shared at one
point, they may change their mind at a later date perhaps being embarrassed by images of their
younger selves. In this research the issue was resolved as the videos are kept in encrypted
software and the recordings will be erased upon completion of my doctorate. They have not beel

used in any form of dissemination.

Aldridge et al. (2010) discussed the importance of maintaining confidentiality within data

storage, particularly for qualitative data. For my research all data, including recordings and
WUDQVFULSWLRQV LV VWRUHG XVLQJ SDUWLFLSDQWVY S\
in data analysis, writing up and dissemination. All data in software form is kept on password
protected storage devices and paper copies are kept in locked drawers. Any reference to
geographical location, such as the names of schools, hospitals or sporteatutesnoved from

the transcriptions. Onlythe IRUPHG FRQVHQW IRUPV KDYH SDUWLFLSE
LQ D ORFNHG ILOLQJ FDELQHW DQG , KROG WKH RQO\ NH\
IRU UHWDLQLQJ WKLV LQIRUPDWLRQ DUH IROORZH® $0O0

and | refer to them using only those names.
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To protect the confidentiality of what was said by parents and young people | requested
permission from parents and young people to discuss their photomontages separately with only
the parent or young person in the room. It is important to realise that neither parents nor the
young person may wish to share their emotions and experiences with each other (Mauthner,
1997). Gardner and Randall (2012) highlighted that the presence of a parent can alter how the
young person participates or even may answer questions for the young person. Individual

conversations with the young person helped to minimise such a situation.

Issues of child protection were relevant to this research. | had the appropriate clearance for
talking to young people on their own (CRB check relevant at the time of data gathering) and
showed this to parents at our first meeting, having previously offered to send a copy by email or
post if they had wanted it prior to our first meeting. Additionally, a potential situation could
occur wherby a young person might disclose something that meant they were at risk of harm.
Although the situation did not occur, | was familiar with safeguarding procedures prior to
commencing participant recruitment. | knew that if such a situation occurred | would have
explained to the young person that either they would need to talk to a parent, teacher or another
adult or if they did not do that then | would have to talk about it with their parent or another

responsible adu

4.6.3 Right to Withdraw

There are times when researchers put their need to complete research over following their own
ethical statements. Booth and Booth (2003) used data from participants who had withdrawn fromn
the research even though they had stated that their data would be destroyed after their departur
Participantgfright to withdraw must be unconditional. Throughout this research | etrtest
participants could withdraw at any point in the process. They were assured that they did not

have to answer any question they did not wish to. In this research one young person who had
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initially agreed to participate as part of a mother-child dyad withdrew. The mother was keen for
her child to be a participant. The young person and | had agreed to meet in a public café with the
PRWKHUTV ButitbePmedting Ra3 cancelled. Further attempts to reschedule the meeting
received no response. | maintained confidentiality by not disclosing to the mother the young

SHUVRQYV aAhdvidde ddfuttbed contact.

After initial contact with participants, if they did not respond after four times, either by email or
telephone| stopped trying to reach them. For example, one family who | visited had agreed to a
follow-up meeting two weeks later at which we would discuss their photomontages. Just before
the meeting, | received a text message to say that they would be unable to meet due to a family
bereavement. | acknowledged the text and semssage three weeks later, which received no
response. | followed this up with a phone call which was answered but the participant said she
was busy. | agreed to phone back. This was followed up a few weeks later with an email to
which there was no response then a phone call which went to voicemail. | accepted that for
whatever reason the family no longer vadito participate. This situation occurred with six other
participants. Although it is frustrating as a researcher not to know the reason for non-
participation, | felt it was important to respect their lack of contact rather than pursue it further,

particularly in a situation where there was a potentially sick child.

4.6.4 Respect for participants

Originally I had thought that there maybe up to four visits over a six week period with each
participant. However, it soon became apparent that this would place too great a time requiremen
upon them. The structure was altered so that there were twinféange meetings, supplemented

by email or telephone contact. | offered to send a copy of the case study interpretation of their
photomontage to all participants for their review and comments, but only one person accepted

the offer.
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4.6.5 Potential copyright infringement

Participants in this research downleddmages from the internet, which could have led to
copyright infringements. The Chair of the UnivergjtResearch Ethics Committee advised me
that there are no copyright issues when the images used in the discussions between the
participants andhe However, if any image was used publicly, such as in a journal article, then |

would need permission from the copyright holder.

Obtaining copyright permission proved to be potentially both costly and time-consuming.

Finding the images on the internet and its owner took a lot of time as | did not know the phrase
which had been used to generate the image. Additionally the search results are always changing
| did identify some of the images and investigated the costs for usmdtitea pay per use fee
proved to be very expensive. Images in which people apge@re the most problematic.

Therefore, with the permission of the participants, | reconstructed most of the images so that |
hold the copyright. The people in the reconstructed photographs have agreed that they are actin
a role and have kept them informed where and when their photographs have been used. | will

continue to seek their ongoing permission to use their photographs.

4.7 Review

4.7.1 Limitations

The major limitation of this research is the small number of participants. The methods of
recruitment did not elicit the planned number of participants, and gaining direct access to
potential participants was extremely difficult. However, those who did participate demonstrated
a willingness to be involved and to share their experiences in some deptheGahi{B009)

argue that IPA studies benefit fromiardepth focus on a few participants to allow for greater
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exploration of the data than would be practical if more participants were involved. The prime
concern is the quality of the data. | would argue that the development of the photomontage
method for data gathering provides insight into the phenomenon. Participantedeftetteir

experience of Glue Ear and gave dethiesponses about their key issues.

Adult-young person discussions do not always support young people in fully exploring their
experiences (Drewt al, 2010). Coppock (2011) advises asking young people about which
methods they would prefer to use so that they have greater control over the research process.
Kuchah and Pinter (2012) suggest that when young people work in groups their shared
understanding and interaction during discussion encourages the emergence of issues which are
important to them. In future research, if groups of young people could be recruited, | would like
to involve them earlier in the research design. Following the Photovoice method é¥\édng

2004) more closely would enable the young people to discuss their photomontages with each

other.

| was sometimes overly concerned about whether the recording device was working which mean
that | sometimes interrupted the flow of what participants were saying. This happened with
Stewie, a young person, when he was disclosing what caused hiriMtog® Q @BRfidg&iffig

with the recorder, | broke his train of thought and cut him off mid-sentence. This led to a lost
opportunity and potentially signaflithat | was not interested in what he was saying. | learned to
increase my confidence with technoldmgypracticing with it and checking beforehand that

everything is functioning as well as using a second recording device.
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4.7.2 Strengths

Participants successfully used the photomontage method. During the initial meeting with them,
as they talked about their experiences of Glue Ear, they clarified their understanding of the task
of creating a photomontage. This provided them with a clear understanding of the task using
content they had generated. The photomontage provided a flexible format which accommodated
participants| F K Rrbid Bine page with the images laid out in a particular order, two pages with
different themest uySUD FW WHPQRRIWLRQ G D O T W Kiht préséhtaNiriz cdwreidng thd

main aspects they wanted to highlight. The method did result in reflesparticipants had

thought about a range of experiences before meeting with me and could provide detailed and

specific examples from a range of contexts.

Having the photomontage as the basis of the discussion gave the participants control. As | did
not see thie images in advance of the second meeting, there was a role reversal from the usual
interview format whereby the researcher knows the questions in advance. | describe this as a

participant-led discussion because although | still faldwp things about which | was

uncertain or neextito clarfy for further detail, the participant led the agenda and direction of the

discussion.

Participants of all ages were willing and able to explore and explain their experiences. In
reviewing the transcripts, participants were talking about 90% of the time. There were instances
of the young people finishing my sentences and cutting across me which perhaps suggests that

they felt confident and were not conscious of the adult-young person power dynamic.

97



4.7.3_ Summary

The focus of this chapter was the design, methodological and ethical issues relevant to data
gathering phase. It provides information about the rigour of the data gathering and background tc
help in the assessment of my third research question: What is an effective methodology to ensur
that the voices of young people and their parents are at the centre of the researchlprocess?
explored how the research moved from a theoretical understanding of what | was trying to
achieve to developing and changing the design as | worked with each participant. Personal
reflection was central to reviewing and developing the design to enable refinement of the
research methods. | identified that a balance was needed between giving participants choice anc
overwhelming them with options. Throughout this research | have kept reflective logs which are
explored in more detail in Chapter T&xamples of reflection in this chapter include reviewing

the way | have/have not asked participants questions, considering my own experience of Glue
Ear and identifying how | could have improved participant recruitment. This practice continues

in the next chapter which explores the development and implementation of the data analysis.
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Chapter 5

Research Methodology 3: Data Analysis

5.1 Introduction

This chapter provides an-depth review of the data analysis process used in this research. As
Smithet al. (2009: 79 explain, IPA analysis is the detailed exploration of the meaning that
participants put on a situation and the way in which the researcher interprets what is said. To
provide transparency as to how the themes in this research were developed, excerpts from the
SDUWLFL S D Qovis\afid stidutlexamples ofSM¥ analysis process are provided of the:

X Stages in reviewing the transcriptions

x Structured approach used to analyse the transcriptions

x :D\LQ ZKLFK SDUWLFLSDQWVY ZRUGV IRUPHG WKH ED

x

Application of previous quantitative research findings toS ® UWLFLSDQW SV H[S

Glue Ear

X Methods used to demonstrate rigour in the analysis.

An exploration of how the implications of the themes and findings relate to wider psychological
theory (Brocki and Wearden, 2005) is explored in Chapters Six and Seven. To avoid copyright
infringement, | have reconstructed those images in this chapter to which that situation could
apply. To provide transparency and an audit trail (Priagkd, 2011) of the stages in the data
analysis process, examples are provitiédR P GLITHUHQW S D UonslaRd.tBdEdQW V § W
related photomontages. Sméhal. (2009) believe that IPA analysis is grounded in the

S D UW L F L Sshheraford direBt udtes are used to explain each stage in the process of this
research (DFK SDUWLF L $bD ahtghotombdtag® wWds davEldped into a detailed case
study before comparisons and contrasts were made between them. | have not made a separate

LOQWHUSUHWDWLRQ RI WKH S D Wweimdto&ody\Ve vl&arlifaOtisthe DV W
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participants who put meaning on them. Their interpretation of the photofjfdpP HD Q Le&gJ U H’

from reflection and discussion of them.

5.2 Transcription

To gain familiarity with the participangvords, before beginning analysis, Snetral. (2009)
recommends researchers read and reread the transcripts. As part of gaining such insight, |
produced my own transcriptions including the words and details of speech patterns. After the
meeting with a participant, | set aside time to listen to the audio recording without transcribing it.
As the images formed an integral part of the analysis, they are referenced along with the
transcription. While | listened to the recording, | had the photomontage in front of me so that |
could follow what was said in the context of the images. | made notes and reflected upon my
initial impressions® WKH SDUWLFLSDQWTV GHYV Fidre-Bmldrsa@dhgd V- SD L
process thus separating my own interpretations from the partichpanss (Smith and Osborn,

2004).

In my reflective log of my first impressions from listening to the first mother participant, Jane, |
noted that | was struck by the strong initial sense of her experience being highly medicalised
through her repeated reference to doctors, audiology and hospital visits. The top half of her
photomontage was dominated by images o/f ®LWDO DQG GRFWRUVY VLJQV D
bottles of antibiotics overlaying each other (Figure 5.1). As the participant-led discussion
proceeded, she began to focusonph@ LJKWPDUHY T X D& teyidy tRknedoRate i H
difficulties that Russell, her sowas experiencing with his current class teacher (Ralph and
Capewell, 2014). The accompanying image of an old fashioned school master with gown and
cane was slightly obscured by other images and in black and white, contrasting with the colour ir

the other pictures (Figure 5.1).
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J)LIXUH -DQHTYV 3KRWRPRQWDJH 5HFRQVWUXFWHG

‘ DOCTORS
SURGERY

‘ DOCTORS

SURGERY
{ DOCTORS
SURGERY

Within the transcription, | included the length of any pauses, interruptions, laughter or other non-
word information. This enabled me to identify how the pauses contributed to the meaning of

what was being said. The benefit of such detail is illustrated in an example of the transcription of
another mother, Caz. This section demonstrates how her emotions changed as she talked about
her picture of Daisy, her daughter, in ear muffs (Figure 5.2). She had explained that the ear muff
UHSUHVHQWHG WKH ZD\ LQ ZKLFK 'DLV\YV H[SHULHQFH LV
due to Glue Ear. The image (Figure 5.2) and the extract from the transcription show how the

participantOHG GLVFXVVLRQ RI WKH SKRWRPRQWDJH SURYLGH

JLIXUH & D | BaisyLieéadAuffs (Reconstructed)
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Initially Caz spoke fluently, with few fillers or pause&nd when she moved schools it was a
SUREOHP EHFDXVH LWYV D ELJ VFKRRO DQG WKH\YJfUH VXE&
VKHTV QRW KHDUG ZKDW WKH\fYH VDLG DQG ZKHQ VKH PR
like to ask erm and so sh€az, 1: 23-25). But as she explored how Daisy was potentially

feeling and impacted by the condition, her speech slowed down and she repeatedybt@ases

she moved schoahd used fillers, such asmwith pausesDQG VR VKH« LW PXVW |
upsettinglRU KHU EXW VKH RU XPPP VKH WKLQNV WKDW SHR
do, and they hadE XW VKH M XV WC#PIG2B-28). Khis Detia@ed review &D ] TV

dialogue provides aenotionally-charged reflection of her understanding 8L V\qV HDUO\

experience of secondary school which is the aim of an IPA study.

5.3 A Structured approach to data analysis

Smith (2004) suggests that a structured approach for examining the data is not always regarded
as necessary. However, | considered that as | was new to IPA using a framework (Gee, 2011)
would enable me to develop my understanding of the methodology. It also provided more rigour
as the steps in the analysis process are open to scrutiny (Rtiag)€011). | integrated the
particiSDQWYIV SKRWRPRQWDJH LQWR WKH XV X Bgzcifit $gndyesD O \V

relevantWR WKH SDUWLFLSDQWSYfV GLDORJXH

5.3.1 Preparing to analyse the data

| adopted the use of colours and fonts to identify the different levels of analysis (Table 5.1
Different colours and font styles were used to distinguish the specific type of analysis. When the
text is in black and white print, the font styles provide clarity of which style relates to which

level of analysis. As previously explained (Chapter 4, Table 4.3) | addédlthéont (red) to

enable me to reflect on my actions during the participant-led discussion. Table 5.2 provides an
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illustrated example of applying the font/colour to the different types of analysis when reviewing
a participanfV WUDQVFULSW

Table 5.1 Levels of analysis key for colours and fonts in transcripts

Colour Font Analysis

Blue plain text description of situation
Green italics analysis of the language
Brown underline concepts, ideas portrayed
Red bold review of own style

5.3.2 Initial Analysis

Gee (2011) recommends putting the transcript into a table then annotating the different levels of
analysis, using three columns. The middle column contAitsH SDUWLF{eDQW IV ZR
transcription), the right hand column summesidescriptions, language and concepts, while the
left-hand column shows the development of themes. Sehih (2009) recommend looking at
the transcription sequentially. This involves the following process:
1. In the right-hand column identify each situation in the transcription then summarise it in
descriptive terms, without making any interpretation of the measihg/plain text)
2. In the same column, review the way in which the participant uses language making notes
of what is said as well as how(eeriitalics)
3. Sitill in the right-hand column, each situation is reviewed through the language to identify

concepts that might be suggestBdo{vr/underling.

4. The left-hand column is used to identify themes from the overall transcription, which are
likely to develop through a number of iterations.
This process is followed for each participant with the aim of producing an overall summary of
common themes from all participants. In this research there were two groups of participants,
mothers and young people so each group were dealt with separately before relating the findings

between eachf the groups.
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Table52$QDO\VLV RI -DQHYV ZRUGVY WR LGHQWLI\ WKHPH RI

Jane Review of Photo Montage - Stage 2Initial Notetaking

Emergent Themes

Original Transcript

Exploratory Comments

Bad parent
Judgemental nature
of professionals

Fear of judgement
by professionals
Fault of parent

Stigmatised as a
MEDG PRWKH

Non-expert parent v
expert professional

- ,WiV WKH FRPPH
SENCOs make about parents
and parenting skills. Because R
wasquite withdrawnnot
withdrawn but GLG QYW Z
socialise particularly beforee
went through the Ed Psych
reviews and all the rest of it. Th
SENCO said, because | know
the SENCO, she said to mg,W
a good jobthat we know you
and your older son, otherwise |
would have thougithat there
was aproblem at home with
you  , WKLQN VKH R
compliment?

C: What kind of problem?

J:;, GRQTW NQRZ she
GLGQIW Vit N KB
decidedW K D Ydth&fstfange
behaviour. Because it wa$a
strange KHYG MXVW R
things. 7 K H W@t him to sit on
WKH FDUSHW DQG
VD\ p,WYV 2. TP I
WKLV § :DVQIW UX
GLGQYW ZD @eybe/ R
She thought that it was
something to do with parenting
, GRQIWUNQIRIAIG PI
judgement 6 KH VDLG
we know you and his brother
then we know he got school fin
W K Hd@ &t Yot a problem at
home § %X G GhatF L
« 6R , WhKyld@dnvle 6 K H
PDGH D MXGJHPHQ

decided

J describes her interaction wit
the SENCO when concern
about his social interaction
skills were assessed by an
educational psychologist.

Are SENCOs and others awa
of the judgements and the
potential implications? Could
it be that making judgements
leads to over complicating the
situation? Lack of
professionals understanding?
7KH 6(1&27V MXGJ
the problem is with the child
DQG SRWHQWLDO
issue than it being a possible
consequence of glue egu P D
D MXGJHPHQWT

Lack of consultation with Jané
beforehand. Insinuation that

WKHUH LV D SURE
parenting skills, but she is not
given the right of reply.

Greenl/italics = analysis of the langua@éue/plain text = description of a situation
Brown/underline = concepts, ideas portrayed

The first participant analysed in IPA research is usually developed as a case study to generate tt
initial themes (Yost and Chmielewski, 2013). Table 5.2 shows a worked example of the analysis
ofasedMLRQ RI WKH ILUVW SDUWLFLSDQW -DQHYV WUDQVFU

situation being described, in this case an assessment by an educational psychologist resulting
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IURP WKH 6(1&2TV FRQFHUQ DERXW WKHialpwithatheW HOO KH
children. The italics font (green) was used primarily within the transcription to highlight the way
Jane used language and syntactical devices to explore her reaction and understanding of the
situation. These were sometimes supplemented with interpretative comments in the right hand
column also in italics (green). When Jane was unsure or confused she tended to repeat things,
such agjuite withdrawn where she used the adjectygte to clarify the extent to which Russell
waswithdrawn She repeated G R Q § Whish@&eihed to indicate her confusion about the
reasons the SENCO wanted Russell assessed. She us@damedh anonymoukeyto indicate
that she felt that pidgemenhad been made regarding her parenting skills. During this section
Jane disclosed more information about her feelings. This detailed analysis of the individual

SDUWLFLSDQWYYV ZRUGV LV D FHQWUDO WHQHW RI WKH , 3!

As IPA is interpretative, the underline font (brown) comments (Table 5.2) identified my initial
XQGHUVWDQGLQJ RI -DQHYYVY SHUVSHFWLYH RI KRZemhKH ZD
Glue Ear. The initial theme gidgementdeveloped from her use of the phrase, so grounding my
interpretation in her words. She felt that she was seen as lacking in good parenting skills,
resulting in part, from not being involved in the decision to consult an educational psychologist.
IPA intensely scrutinises each word, looking for patterns both within each transcription and
between those of all participants. It is this close examination which results in understanding the
subtlety of meaning in the layers of what participants are both saying and leaving unsaid. It was
WKURXJK UHYLHZLQJ FRPSDULQJ DQG FRQWUDVWLQJ VHF
DQG WKHQ EHWZHHQ WKH SDUWLFLSDQWYV WKDW , HYHQW.

6.1.

| used the left hand column to identify themes after the elements of the right hand column had
been reviewed (Gee, 2011). The first time | went through the transcription | used plain black

font then black italic font to summarise and review the themes at a second point in time.
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In my assessment of my behaviour in this section (bold font/red) I identified that ledthack

to Jane her worcghroblemto gain further insight into her interpretation. This was an example of
the double hermeneutic whereby through my question she expanded her reflection on how she
interpretedWKH 6(1&21TV Bdd Russel X LE H K D the BcKddl environmert.

remained silent while Jane talked to avoid interrupting her thoughts.

5.3.3 Data Interpretation

Once the annotations on the transcripton wel@ PSOHWHG , FRQVLGHUHG -DQ't
more detail. The use of the verlakesuggested that Jane saw the SENCO actively constructing

a view abouparentsin general and not just her. She then explored her understanding of
5XVVHOOYTV iaithKyusingRhe douwwithdrawnbut then clarifying by negatingot, to
conclude that actually Russell was making an active choice to not partidpbeteGLG QW ZDC
Janeexpla HG KRZ WKH 6(1&2 9 ¥ hErReelRuddged/ olltdonGt home with you

Clearly the use of the"®person singulagou put the emphasis on Jane. The SENCO qualified

her judgemen, WV D J&&nv@ kMR Fou and your older sen the problem must have

been in Russell. | interpreted what she said underline (brown), through asking myself a series of
guestions about what this incident implied, not just about what had happened to Jane but more
widely aboutthe SE& 2TV EHKDY LR XU D Q@GerKi&ly impgacLive Educatial

experience for young people with long-term Glue Ear.

7TDEOH GHPRQVWUDWHY WKH GHSWK RI WKH DQDO\VLV |
are examined then related to the whole sentence along with the way it was said (tone, tempo,
emphasis). Each senteris@elated more widely to the individual participgnthole

transcription. There was a revisiting of analysis between the various aspects of the hermeneutic
circle. The idea is to explore the data at various levels in a variety of ways to gain insight into the

way the participant constructs meaning from this experience (Kockelmans, 1967). There is no
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intention to explain what has happend,KH IRFXV LV RQ H[DPLQLQJ WKH SI
The emergent themes are explored through psychological theory. In this case around how
professionalgudgethose using their services or models of what are the behaviougootia

mother This is explored in more detail in Chapter Six.

This section of the participant-led discussion was generated from the image of the old-fashioned
strict school teacher (Figure 5.3). The photograph evolved into experiences about school and
from the particular situtaR Q DERXW 5XVVHOO(fV GLIILFXRaphadd/ ZLWK |
Capewell, 2014). Jane made comparisons with other teachers where the relationship was more
positive and Russell had felt more supported. She also talked about her relationship with the
Head Teacher eventually leading her to explore the situation with the SENCO. Throughout her
participant-led discussion Jane controlled what was said about the images to cover a range of
situations.

JLIXUH - D Q Btfjdf sthed tdacher (Reconstructed)

5.3.4 Generating themes

The purpose of the final stage in the analysis, as suggested by Cronirea\2009), is to
generate themes, which can then be linked to existing literature or theories to inform

understanding of the lived experience of the condition. In this research, these themes provided
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insight into how the findings of previous quantitative studies apply to the participants as well as
how psychological theory develops the understanding of the psycho-social impact of the

condition on mothers and young people.

This process is additive and cyclical starting with reviewing the concepts generated as the data
was analysed and noted in the right-hand column, as seen in Table 5.2 in underline (brown) text
Smithet al. FDOO WKHVH pHPHUJHQW WKHPHVY DV WKH\ E}
HIDPLQDWLRQ RI WKH SDUWLFLSDQWSYV ZRUGV 8VLQJ WKFE
explained that the SENCO had madadgementind subsequently the idea developed that she

felt Judged. This is noted in the left column in Table 5. XWUHYHU SRVVLEOH WKH
words are used to identify themes (Reidl, 2005) from the text as a way of ensuring that they
come from the participants, rather than being baseWdaH U H V iHterprétaiehiBringle et

al,, 2011).6 XFK D SURFHVV XQGHUOLQHV WKH FHQWUDO UROH
has in IPA and helps to demonstrate transparency in how the themes are selected. Using the
SDUWLFLSDQWVY ZRUGV WR L @Hepistemblodicalwiem that parichh@®R Z O +
were actively making sense of their situation and that through following their lead greater insight

can be gained about their experience (Swital, 2009).

,Q WKLV H[DPSOH DV PRUH S Dbhdedanddosipadsdhy fadebet@eénZ H U H
them, then the name of the theme changed to reflect more clearly the essence of their experienc
and interpretation. The theme Judgement changed to Non-expert parent vs expert professional,
then finally developed into Knowing Experts or Knowledgeable Mothers to become a super-
ordinate theme with further sub-themes identifying the separate aspects of it (Table 6.1). An
explanation of the meaning that participants placed on this super-ordinate and sub-themes, the

interpretative phase of IPA, is provided in Chapter Six.
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For the purposes of rigour in explaining how each theme was developed a worked example is
SURYLGHG RI WKH SURFHVV E\ ZKLFK WKH \RXQJ SHRSOHT
developed into the super-ordinate theme, Never Mind, and the sub-theme, The Stress. The youn
people provide an illustrativexample as their small sample size, of three participants, means

their data is more manageable to explore. This process is based on understanding how the
participants express their individual experiences so that the impact of the phenomena of Glue Ec
can be better understood (Brocki and Wearden, 2006). It is through this shared exploration
(Cronin-Daviset al, 2009) of the characteristics that participants attributed to their
anger/frustration when interacting with others and reflecting on the meaning of the associated
feelings, that as a researcher, | was able to interpret their experienceeSahi{R009) describe

this as the double hermeneutic whereby as the participants explore the nature of their feelings,
and the situations in which it develops, through the use of questions of clarification, as the
researcher, | further interpret the meaning of their subjective world. In this research, the images
produced by participants added another dimension as their selection had provided participants
with opportunities to reflect on the aspects which they felt were central to their experience of the

condition. Encouraging reflection by participants is an important tenet of IPA €Ralg2005).

2QFH DOO RI WKH SDUWLFLSDQWVY GDWD zZzDV DQDO\VHG
spreadsheet using the page and line number to reference specific quotes. These were then
grouped into clusters of similar verbatim comments made by each participant. As Brocki and
Wearden (2006) explain this is an iterative process in which the participants had reflected on
WKHLU H[SHULHQFHV DV WKH\ GLVFXVVHG WKHLU LPDJHV
read a number of times before a title for the theme emerged. The young people explained share
feelings of Frustration/Anger. The title of the suRJ GLQDWH WKHPH GHYHORSH
image, Never Mind (Figure 5.4) with the sSt-K HPH GHULYHG IURBStréssdd ZLH TV

(Figure 5.5).
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Figure 5.4DalL V \fhage Never Mind )LJIXUH Ginvade Sttdgewd (Reconstructed)

NCVERTIND

The three young people described this feeling in varying detail. Russell explained the problems
his ears caused him, both the practicalities of keeping them clean and not fully knowing what
was going on around hinlly ears have been gunky recently. And you have to keep having to
clearoutmyHDUV DQG LWV KRUULEOH %DE\ ZLSHV DQG WKH\
P\ KHDULQJ KDVQfW EHHQ JUHDW VR MXVW bdtl¥arayN QRW W
(Russell, Ear Ahe 3-6). Stewie named his feelingssa®ssresulting from not fully

understanding what he was meant to do in the school context and how, in order to function, he
had to do extra and different things from his classmatldsHQ , FDQTW KHDhil DOO R
like erm | have to get things repeated at times and like erm, | always have to go up closer to the
GHVN DV , MXVW FDQfW KHDU DQG VRPHWLPHYV OLNH HU «
just get stressed about th@&tewie, 2: 13-16). Whereas for Daisy, it was the way in which her
hearing interfered with her ability to communicate with her friends and caused her to wonder if
they were not talking loudly enough for her to hear on purpose, as a way of excluding Rer:

like paranoid about wh&v WKH\TUH VD\LQJ DQG WKDW , FDQ QHYHU
ULJKW EXW LWV D ELW« D ELW DQQR\LQJ pFRV D ORW RI

DQRG WKHQ KDOI WKH W([DR$y, WIRH3)TUH UHDOO\ TXLHW

The young people explained their feelings in response to situations which caused them anxiety

DQRG VWUHVV EXW WKH\ GRZQ SOD\HG LW DVnatihet VXJIJIHV
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great There was an element of him understating the emotional impact rather than focusing on
the unpleasantness, even though he had describeddrable it was which he juxtaposed with

the phraseL W TV Q R WSiMil&p, \Btewié mikdgated his description of becoming stressed

with the modifierjust Daisy minimised the impact of not being able to hear and worrying about
KHU IULHQGVY PRWLYHV E\ PR GHUDWL R JE K WZNEHO\HEQ W E \
description of beingaranoid It was almost as though these are self-protective devices that are
summed up in thBlever Mindinterpretation of the experiences being something they will not
worry about or that they try to shrug off. The psycho-social implications of this super-ordinate

theme are discussed in more detail in Chapter Seven.

5.3.5 Linking the analysis to previous research

%URFNL DQG :HDUGHQ VXJIJHVW WKDW ,3%$TV FRQWUL
understand that physical illnesses impact the whole person and that the perceptions of the persc
with the condition provide a more holistic picture of the affect it has in the context of their life
world. | would argue that in this research there wasvaluleQFOXGLQJ WKH PRWKHU
astheyplagd D SLYRWDO UROH LQ i WelRbe@ainscHadneRoQ vV OLIH
communication between educational and healthcare professionals. A benefit of adopting an
ideographic approach, such as IPA, as suggested by Peiragll€2011) is that the findings of

WKH SUHYLRXV TXDQWLWDWLYH UHVHDUFK FDQ EH DSSOL

experiences.

This section explores the links between the experience of the participants in this study (mothers
and young people) with findings from some of the previous quantitative research. This follows
the spirit of Husserl (Kockelmans, 1967) who suggests that the lived experience of individuals of
a particular phenomenon provides greater insight into what it is like to be inside the condition.

+HLGHJJHUV 4B CHaptar TRiee, Section 3.4.2) is relevant in this section.e~or th
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young people and their mothers in this research, the quantitative findings provided context to

their experiencsodifferentiating their personal response from consequences of the condition.

During the analysis | identified anything in tt&2D U W L F L S D QovsWhicWreldded YF U L S W
previous related research. This was to provide insight into how the findings of such research
applied to the experience of those with the long-term condition. A few examples are provided
here to illustrate thR YHU OD S E H W Z Hdé£griptidhslofRHRWEKilH &hd the literature
supporting their comments. Jane, Lois and Wendy described how their sons withdrew from
social contact. Jane and Wendy used the same downloaded image from the internet of a young
boy on the sidelines (Figure 5B®y on the edge of the playgroyndRLY H[SODLQHG 6W|
behaviour in the nursery environment, with her comments echoed by the other nidthgrs:
XVHG WHign@as 8 Re GRHVQIW WDNHWRYDQRWI Y H ZHEHEDH WL
sits under ttH W D(EO@ H.: 17-18). This behaviowas described in the literature where it is

noted that it is not unusual for young children with Glue Ear to withdraw from groups (Vernon-
Feagans and Manlove, 1996) as they are likely to find listening in noise difficult (Toe 2009;
Gravel and Wallace, 19%2r that perhaps the hearing loss meant that they do not actually hear

what they are being asked to do (Hogaal, 1997.

JLIXUH - D Q H findageHBRycoifithve edge of the playground (Reconstructed)

The problematic way in which children with the long-term condition intecheith their peers
was not confined to boys, as Marian explained when Poppy was playing with other children in

herown home0 6KHYOO VSHFWDWH & :KDWoBR HOW MIKDAV Z DANKAKA
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XKPP WKH\fUH HUP LI WKH\fUH SOD\LQJ« VR IRU H[DPSOI
LI HUP XKP« RQH RI WKHP«LI RQH RI WKHP « RGRyéx thgf O O V
JDPHV 2U WKH\fOO VWDUW SOD\LQJ D JDPH DQG VKH ZRQ
VR VKHYOO MXVW GULIW RII V K\hridd)® 10-K&)l Th&@mpexiyidi D Q \ \
the impact of Glue Ear was evidenced in this quote by Marian. Duncan (1999) identified no
significant differences in the conversational skills of children with mild hearing loss when
compared to theirageDWFKHG SHHUV ZKLFK LV VXSSRUWHG E\ 3R
skills. However, Besst al. (1998) found that children with mild sensorineural hearing loss

(MSL), with a functional loss similar to that of Glue Ear, demonstrated statistically significant
less competence in their self-esteem skills. It could be that Poppy, and the other children in this
research, found it more difficult to negotiate the complexities of social interaction when playing

with others (Bortoli and Brown, 2008).

Some issues are less well reported in the literature so are not highlighted in the information that
parents are given. Wendy and Marian both identified that their children often vomited and that
this became part of their routin&nd.. and the thing was it was such a normal process for me,
EHFDXVH HYHU\ZKHUH ZH ZHQW KH ZDV VLFN , FOHDUHG 1
was sick and they cleareditupand 1dotQ HDUIXO DERXW LW« $KPP « LW :
me(Wendy, 1: 45-48). With a very similar description, Marian explaisbd:was throwing up a

lot through exercise. Erm just because of all the congestion. From an early age she was
throwing up with contf VWLRQ « (UP WKH VFKRRO DFWXDOO\ , KDC
them not to send her home after tffetiBne (Marian, 10: 15-18). The literature is not clear on the
links between persistent vomiting in some children as a part of ongoing Glue Ear in early
childhood. Feinmesset al.(1993) recommend grommet surgery as a way of stopping it

whereas Weick and Kane (2003) suggest that it is a side-effect of the antibiotics while

Venekampet al. (2013) suggest antibiotics should be used to prevent it. Wendy came to see it as

part of who Peter was whereas Marian provided her own explanation of it being the result of a
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build-up of mucous. In quantitative methods of data collection, the voice and the experience of
individuals are not reported so parents and young people with the condition are left confused as

to what is and is not part of the condition.

The findings of much of the research into Glue Ear have not shown statistically significant
results. | would suggest that applying the results from the clinical literature to individual
experience is likely to increase understanding of the complexities of this condition. This
research provides illustrative examples of the subtle differences, at the individuaddevel,

suggested by Teett al. (1990) and highlighted in the conclusions in Chapter Two.

5.3.6 Rigour of the analysis

The four criteria used to demonstrate rigour in the analysis of the data in this research are based
on the model of trustworthiness put forward by Lincoln and Guba (1985) as developed by
Thomas and Magilvy (2011:152). The four elements are: credibility, transferability,

dependability and confirmability.

Credibility frequires that the conclusions reached are identified as accurate. In this research this
is demonstrated through referring the conclusions and case histories back to the participants anc
the review of the themes identified by the IPA Group in London (Appendix 6). Biggerstaff and
Thompson (2008) identify that IPA is concerned with understanding the meaning that
participants put on their experience. Researchers need to demonstrate that their conclusions
UHIOHFW SDUWLFLSDQWVY XQGHUVWDQGLQJ RI WKHLU VL
based on a thorough analysis of the data. In this research, participants were offered the
opportunity to read, edit and comment on their case study as being in accord with how they
interpreedtheir experience (Smitkt al, 2009). Rather than take up addiabtime, participants

and | communicated through a series of email conversations (Meho, 2006). As contact was
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already established with participants there was more chance of a quick response. In some cases
had already asked for additional support and clarification through this means so participants felt
that they had the authority to correct any comments as well as give an update on their current
situation, if that had changed or they wished to do so. Either participants did not make any

alterations or did not respond to the offer to comment.

The other way of checking whether the super-ordinate and sub-themes | identified were
creditable was by consulting with the IPA London group. The members are all active researchers
using the IPA methodology. Twenty attendees were given different short excerpts with the
related image and worked in pairs to suggest a theme for the dialogue (Appendix 6). There was
general consensus with the themes | had identified. For example | had named a sub-ordinate
WKHPH p5HSHDWHG H[SHULHQFHVY ZKLFK ZD Ve &EegpBRs) WH C

MHUHSHWLWLYH URXQGDERXWRANRODWRXQGDQ TPALUHOHRTIY |

fIransferabilityfas described by Thomas and Magilvy (2011) is something that has been
attempted in this research through comparing and contrasting the way in which the mothers and
young people expressed their views on similar situations, which is developed in Chapter Eight.
However, before the requirements of these criteria are established, further research with a

different group of participants would be required.

pependabilityfin the Thomas and Magilvy (2011) model is mirrored in the concept described

by Yardley (2000:222) who uses the terfigansparency and cohererft@ransparencfrelates

to the detail provided about the way in which the data was collected (see Chapter Four) and
analysed. In this chapter, | have specified the processes used and provided examples of how the
analysis was completed. The layout of this chapter has followed a logical order in which the data
was analysed to provide coherence, with each step supported by examples and explanations to

enable the reader to gain insight into the stages of the analysis. This provides a type of audit trai
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which can be followed and checked by other researchers. My supervisors undertook sample
analyses to assess whether | was analysing and interpreting the data in accordance with IPA
principles. Applying the framework suggested by Gee (2011) and considering the points
identified in critical reviews of the methodology (Pringkeal, 2011; Brocki and Wearden,

2006; Reicet al, 2005) with regard to my research were other steps | applied in trying to

achieve transparency.

The concept ofgonfirmability fis based on the notion that the researcher demonstrates self-
criticism and makes explicit their underlying assumptions throughout the process through
reflexivity (Etherington, 2004). Excerpts from my reflective logs clarified my own thoughts
throughout the research process. The practice of Fore-understanding and undertaking and shari
my own photomontage (Chapter 4) are part of this protessuld include the action of

reviewing the transcriptions to assess whether the style and type of questioning | adopted are
examples of self-criticism. Chapter Ten demonstrates my personal reflections and reflexive

actionsas| carried out the research.

5.3.7_ Summary

This chapter has illustrated the process through which the data was analysed using the IPA
methodology alongside the visual images provided by participatigir photomontages.
Throughout the chapter there are examples of how and why the data was analysed, along with
justifications for all the steps in the process. Making the links betareénQ GLYLGXDO TV H|
of Glue Ear and previous research gave insight into how the findings can be applied to individual
SDUWLFLSDQW 1 VIinGhe Yoho@ing Ekaldters tHeQpBydhological impact of the

condition on mothers and the young people is explored.
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Chapter 6
ORWKHUVY VWRULHV /LY L Q-tera IGW&KE®D: Ik&ep Orcknadkingkoud R Q J

thHUHYV QR RQH WKHUH

6.1 Introduction

The mothers in this research found themselves in an ambiguous position. They had a child with
Glue Ear. This condition is constructed as temporary, medical and with no long-term health or
educational consequences. Their children, however, had repeated ear infections from a young
age with at least two operations under a general anaesthetic. There was no improvement in theit
F KL O GhebHNQ feVels. They perceived their children as demonstrating problematic
behaviours. Their experiences were not a reflection of the general description of the condition,
but they continuetb hold that majority perspective. Both their concerns for their child and their

personal anxiety levels increased while they eddior the condition to resolve.

7KH WLWOH RI WKLV FKDSWHU p, NHHS RQ NQRFNLQJ EXW
highlights some of the situations they identified. TReSIHUVRQ VLQJXODU SURQRX
the loneliness which they expressed and how they felt isolated from others, including their
family and friends. There was a strong element of repetition in the situations they faced and their
HITRUWYV WR WU\ WR L P SUR YatscWo#l Hhittuhdakhic&@eJpfoteskidisskndlirH Q F
social situationsthence the use of the piwvaH pPNHHS RQY 7 Kthé/elén@Mm Bf ther F O X C
determination to peisVW 7KH YHUE pN&XeRded tQal theUnotOes\Wdterying to

gain access/attention of someone who could help. There was also a hint of an idea of something
outside the norm that they were dealing with, asinan un&@&lG VRXQG 7KH pHEXW!
their feelings of constant disappointment of a condition which they were told was temporary, yet
kept recurring as a negative aspect oflite OLIH 7KH PRWKHUV H[SUHVVHG

who could really help them. This also highlighted the impact of lack of support groups for this
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condition; they had to be self-reliant and develop their own resources. The idea of being in the
wrong plaewaV UHIOHFWHG LQ WKH pWKHU Hf%ve beeroiviawh&d/elge K R

but could not find the right route.

Because the condition resolves itself for about 80% of children by the age of 9 years (Bluestone,
2003), it is unsurprising that the mothers in this study had an expectation that their child would
grow out of it. Feldman and Paradise (2009) suggest that it has no long-term consequences and
is not constructed as serious or life-threatening. Berland (2009) makes the point that when
SRPHWKLQJ LV GHVFULEHG DV DQ HMLOOQHVVYT WKhgth& PSOL|
condition in these ways was appropriate for this research as both the young people and their

parents believed that there would be a point, for them too, when they would be Glue Ear free.

The mothers in this research were caught in a situation whereby the condition was perceived as
temporary, but that was not their experience. This tended to lead them to reject any idea that the
child had a chronic childhood illness, with potentially more than just healthcare implications.
However, for the mothers and young people in this research, the way the condition manifested

itself, dd meet the four criteria identified by Mokkirgt al. (2008:1444) of a chronic iliness

(1) Occurring in children aged 0 to 18 years;

(2) Having a diagnosis based on medical scientific knowledge which can be
established using instruments according to professional standards;

(3) Not (yet) curable;

(4) Present for longer than three months or very probably will last
longer than three months, or having occurred three times or more

during the past year and likely to reoccur.
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When this definition is applied to Glue Ear it becomes apparent that the condition, in some
children does meet the criteria for a chronic iliness, and certainly applied to those in this
research:

1. Itoccursinthe0- \HDUVY DJH JURXS ZLWK WKH KLJKHVW LQ
years of age, but can begin as early as 3 months and continue beyond the age of 18 year
The young people in this research were in that age range.

2. Diagnosis is made by examining the ear to identify the presence of specific
characteristics, such as an outwardly bulging ear drum, red/inflamed ear drum and
observation of fluid in the middle ear cavity. ENT consultants have general agreement
about the characteristics of the condition (Bluestone, 2003). All of the young people in
this research continued to regljavisit an ENT consultant. Those children, whose
mothers took part in the research, did have a formal diagnosis and had repeated ear
infections.

3. Although grommets are used to ventilate the ear drum, they are not a cure. Investigation:s
still continue as to the cause so a cure can be identified but at present one does not exist.
All the young people in this study had at least two sets of grommets.

4. The younger a child has his/her first experience of the condition, then the more likely that
it will continue (Winskel, 2006). Although in some cases the condition does clear
spontaneously, the current NICE guidelinesSargical management of otitis media with
effusion in childrer{2008) suggest a period of active observation whereby the status of
WKH FKLOGYV HDU GUXPV DUH PR QétMaRitUHIkely OKH H[SHF
continue for a minimum of three months. As it is a continuum condition, it is difficult to
LGHQWLI\ ZKHQ LW LV uDFXWHY FDXVLQJ SDLQ DQG G
HISHFWDWLRQ WKDW LW ZL OwithihéVveaaldatiovh thethi WIIKHU WKL
continue for years. All of the young people had had a continuous period of the condition

for longer than five years which started from under three years of age.
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Despite not generally being interpreted as a chronic illness, all of the mothers in this research
(see Chapter 4, Section 4.1 for details of the participating mothers) had a child who met the
criteria identified by Mokkinket al (2008). However, neither they, nor the healthcare
professionals with whom they inters¢HG LQWHUSUHWHG WKH FKLOGTTV FI
a consequence educational professionals did not perceive it as a serious or ongoing condition.
The result for the mothers in this research was a lack of role clarity about how they potentially
perceived themselves. They did not differentiate their child from others in his/her peer group, but
their child was different due to reoccurring infections, ongoing hearing loss and regular hospital
visits. BUUWKHLU FKLO G § NotHike @ethin®/dr Righef) conditions which require
monitoring and specific medicatio®dV WKHLU FKLO G %\htérhitiebt laiQdl le@pRrdry Z D
the mothers did not identify their child as having a disability. They were therefore left in a
situation of being the mother of a child waV QRW TXLWH OLNH RWKHUV EX
medical condition nor a disability. For example, Caz, one of the mothers, was surprised when the
consultant suggested that her daughter, Daisy, could have hearing aids as she had previously ta
her daughter2K QR \RX ZRQ {ax 4 30) KSmiark BnGther mother, Wendy,
EHOLHYHG WKDW KHU VRQ 3HWHU e kndnbwhbgg ¢hikRasY ZDV F
properhearing issues such as wearing hearing aid$1 Q G\ TV sP1S:K3D) Mt seemed that

some sort of aid was required before a condition could be deemed serious. The intermittent
nature of the hearing loss led mothers, young people and professionals not to interpret the yount

peopleashaving a form of deafness.

As educational professionals perceive the condition in medical terms, any educational support is
generally not deemed necessary. Specific action in the classraonot forthcoming because,

as one of the mothers, Jane, identified ismat a confirmed special ned¢dane, 4: 49).

Educational Psychologists may note that a child had a history of Glue Ear but not always link it

to impacting academic performance or behavioural issues. This could then lead to potential
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repercussions of the condition being attributed to other causes. For example, of the young peopl
LQ WKLV UHVHDUFK 5XVVHOO KDG EHHQ LGHQWLILHG DV
distractibility labelled as ADHD. Tajima-Poza al. (2010) reported on the case of a five year

old boy who was believed to be on the autistic spectrum. However his behavioural issues were

no longer evident after he had a grommet operation to relieve the symptoms of his Glue Ear.

The original design for this research included the involvement of both parents and siblings, but it
was only mothers who took part in creating photomontages and discussing them. It is
acknowledged in the literature (Preece 20C4dlandet al, 2013; Johnson and Simpson, 2013)
that this is often the case with research into children with ongoing health or developmental
FRQGLWLRQV 7KURXJKRXW WKH UHVW RI WKLV FKDSWHU
WKLV UDWKHU WKDQ JLYH WKH LPSUHVVLRQ WKDW WKH P
Having only mothers in this study provided the opportunity to explore the similarities and
differences in their reactions to having a child with this chronic condition as well as the impact it

had upon their estimation of their mothering skills and their psychological well-being.

6.2 Discussion of the Super-Ordinate Themes

My search of the literature did not identify any previous research which provided details of
PRWKHUYVY Hhawhy & eh@mith thé ongoing conditionits potential impact on their
emotions. How the mothers individually interpreted the condition and their personal responses tc
supporting their child, provided insight into the complexity of the condition and much wider
implications than have generally been acknowledged. | have used previous research findings int
the condition and psychological theory to develop FhB W Kindddovefations of their situations

and experiences.
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As shown in Table 6.10 R W K H U V {the KkPA RiraNsis resulted in three super-ordinate

themes, with either two or three sSW-KHPHV 7KHVH ZHUH GHYHORSHG IUF
exploration of their experiences in the participant-led discussion and further analysis and
interpretation of their words. The themes summargé H PRWKHUVY XQGHUVWDQ
experience of the condition and how it impacted their child, and subsequently them. The
emphasisvas on their interpretations of their experience and the emotional consequences that
having a child with the long-term condition had on them. The names of the themes tended to be
developed from words which the mothers used as they explored their lived experience of the

condition and came to examine the essence of the phenomenon of Glue Ear.

7TDEOH ORWKHUVY 7KHPHYV

1. Knowing Experts or Knowledgeable Mothers

7R HDVH PR)1.2. Roundabouts and 1.3. Diminished and

anxieties repetition dismissed

2. Motherhood, but not as | imagined it

2.1. He sat on my lap 2.2. Lonely and alone in my family
3., WV QRW D SURSHU VSHFLDO Q
3.1. Temporary and medical 3.2. It must be something else

The first superRUGLQDWH WKHPH p.QRZLQJ ([SHUW RU .QRZOHG
theme and is examined in most detail. It considers the interaction between mothers and
healthcare and educational professionals as the mothers tried to interpret and manage their
FKLOGTVY FRQGLWLRQ 7ZR RI WKH PRWKHUV :HQG\ DQG .LC
LQ WKHLU FKLOG -DQH /RLV DQG OLUDQGD KLJKOLJKWHG
condition which were not taken seriously by healthcare professionals. Marian and Kate faced

dilemmas about the way healthcare professionals did not always seem to have the level of
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expertise which the mothers assdrKate and Caz were nurses, but their formal qualifications

were not always taken into account.

The second supeRUGLQDWH WKHPH pORWKHUKRRG EXW QRW DV
impact for the mothers of living with a child who had the longer-term, chronic form of the
condition rather than the more usual temporary childhood illness. Th&\sklH PH p+H VDW
ODSY UHIOHFWV RQ WKH LPSDFW WKDW WKH \RXQJ SHRSC
mothers assessed their skills as a mother. The second sub-{hénaty and alone in my

family fexplores feelings of loneliness and isolation that resulted, for some of the mothers, of

having a child with the long-term form of the condition.

7KH WKLUG WKHPH p, WYV QRW D SURSHU VSHFLDO QHHGY
constructed within the medical context as common and temporary. Because it is explained in
physiological terms, teachers do not perceive it as within their expertise. Equally the mothers did

QRW DOZD\V DWWULEXWH WKHLU FKLOGYYVY SUREOHPDWLF

Part of the difficulty for the mothers in this research was that there were no support groups for
either parents or young people with Glue Ear. The outcome was that the mothersedgleliop

own strategies, such as relying on their own resources, questioning the interpretation of what
healthcare professionals told them or participated in internet chat forums on the subject.
However, there remained a feeling that they neither had any real answers nor a clear source of
reliable information. Because the condition was positiasacommon childhood ailment, the
mothers did not discuss seeking out other mothers in a similar position. This generally led to
feelings of isolation and anxiety, which could perhaps be lessened by receiving more informatior
DERXW WKH FRQ GlLaNd_de&dnvic Erplicddiohks BsXvell as the opportunity to

discuss in detail, with a qualified professional, alternative treatment options to grommet surgery.
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6.2.1 Knowing Experts or Knowledgeable Mothers

The main element of this super-ordinate thelmé¢ WKH PRWKHUVY H[SORUDWLR
with healthcare and educational professionals. The mothers identified how they negotiated the
power differentials, real and perceived, between themselves and these professionals. Initially the
mothers had faith in such professionals and wanted to follow their lead, but as their experience
and confidence in their own knowledge increased, they began to perceive themselves as the
expert in their own child. Wuest and St&rf990) research found that as the f@an/ Vv |
experienceR1 WK HLU recttriOgRal lf@cfivhs increased, they recognised the symptoms

of Glue Ear in their child and develegstrategies which wodd for them. For the mothers in

this research, this often led to a decrease in trust or willingness to unquestioningly follow the
SURIHV VLR Q DO@splie BUSH fEeligf tie mothers generally did not openly express their
views but continued to comply with the processes and procedures within the educational and
healthcare systems. This smprdinate theme is divided into three sub-themes:

X M7R HDVH PRWKHUTV DQ[LHWLHVY ZKLFK H[SORUHV W
FRQFHUQV DERXW WKHLU FKLOGYYVY KHDULQJ 7KLV ZD)\
SURIHVVLRQDOV DNtHe pcBWerREOHP Y ZLWKL

X USRXQGDERXWYVY DQG UHSHWLWLRQVY FRQVLGHUV WKH
DQG KRVSLWDO FOLQLFV ZKHUH WKH PRWKHUV LGHQMW
which they had little input.

X WLPLQLVKHG DQG GLVPLVVHGY IRFXVHV RQ WKH PRWEK
thiswas not always received positively by professionals. This was despite the messages
from government initiatives by the Department for Education (2003) and the Department
of Health (2003), which focus on educational and healthcare professionals involving,

supporting and listening to parents.
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Wendy{ Mhage from her photomontage, Badge of Expert Patients (Figure 6.1), summed up the
ambiguity that the mothers felt. As she explainedow consider mVHOI DQ H[SHUW SD
not an expert by any stretch but | certainly, | consider myse]f NQRZ H[DFWO\ ZKHUH
coming from. | know enough about eév/gendy, 15: 2-6). She expressed how she understood
how the condition manifested itself in her son and that she probably had greater insight into the
day+to-day impact of the condition than most doctors. Kate identified similar feelings. They
demonstrated UXVWUDWLRQ DW WKH SURIHVVL ReYy BxperieODFN R
However, Wendy identified limitations in her expertis§fP QRW DQ H[SHWW, ¢ghe DQ\
alsoknewH[DFWO\ ZKHUH , fhisFsaRpateqt sohtdai€tioaexplored in more detail

in the explanation of the sub-themes.

J)LIXUH . Hhiage\Biadge of Expert Patients

This theme developed from the way the mothers discussed how they interacted with the
healthcare and educational professionals, including their efforts to develop good relationships
with them. The behaviour and attitudes of the healthcare and educational professionals towards
the mothers impacted how the latter negotiated those relationships when trying to achieve the

best outcome for their child.
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6.2.1.1 To eas® R W KarXiefjes

In the first S uUbWKHPH p7R HDVH PRW K dddied hBrQH QHHW DOV § U DOFQVH. \G
(GP)UHVSRQVH WR KHU FRQFHUQV D E BXiWtht ¥nid Vdat@lfinépkid D U
WKH GRFWRUTV ARRWIRGBY YV, WDNEB puNHHS WHGOdm@therR X KH
head on one side and went,,| LW ZRXOG HDVH \RXU DQ[LHMe @ RWKHU
9). The use of the"2person singular pronoungyur andyou, kept the focus on the mother. It
summarised the way in which the healthcare professionals, in particular, interpre&tHeK HU V ¢
concern about their child as being a problem within them. They were seen as lacking the
expertise appropriate identify the right course of action for their child. Describing Jane as

K P R WekitHdWb § interpreted as quite patronising, as she was seen as a role rather than an
individual. Although the Department of Health (2003) encourages mothers to think that they
KDYH DQ DFWLYH UROH WR SOD\ LQ SURPRWLQJ DQi@ PDLC

power differentials are such that the mothers had to convinseghtekeepers to take action.

In this sub-theme the mothers recognised their own expertise in their child based on their
instincts and experience (Capewell, 2014e). However, the healthcare professionals seemed
assured of their own expertise so did not listen to the mothers. The problem for the mathers wa
twofold. On the one hand, they had to persuade the professionals that they were not being over-
emotional (Bellusset al,, 2005), and on the other they needed to negotiate a situation in which
the healthcare professional was the gatekeeper to appropriate diagnosis and treatment (Hewitt-
Taylor, 2004). This led to interactions with healthcare professionals sometimes being described
in catastrophic term®iagnosis was a nightmdH 7KH\ GLGQYIYW EHOLHYH PH
MXVW GLGQTW EHOLHYH PH , NHSW VD\LQJ pupu+H FDQYW K&t
They kept sayingy<RXJUH FRPSDULQJ KLP WR \RXU HOGHAhYI FKLO
was thinking,u, 1P QGHHRRWQ HVWO\ KH UHDOO\ UHDOO\ FDQTW KHDU

at 6 monthgJane, 6: 2-6). She used the anonymdlpedsortheyto indicate that there was
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more than one person whe L G Q T Whek. iz répaltel D Q § WolK tirizdJto stress the

quality of a nightmare such as when you can not get your voice heard. Marchbank (2011)
recognisedWKDW KHDOWKFDUH SURIHVVLRQ Dh@é&/segdtislhycG WR WDN
particularly about aF KL O G § Varid dd2éth gnhd languaggvdH ORSPHQW -DQHTTV GF
had the nightmare quality in which somebody speaks but they have no voice. She felt that she

was unheard and that her account of the situation was dismissed.

Wendy also related how she felt voiceless during repeated visits to her GP with her son, Peter,
who was constantly being sick. She believed that there was something wrong as he had already
failed his toddler hearing check at 16 monthisim a very young age | thought there was

problems. He was constantly being sick, wheZ HQW DQG XUP WR P\ *3 KHYC
H2K KHTOO JU Ral KROWWAII Ridls lgethmbugh thisfYou know.u<RXTUH EHLQJ«
overemotional about thi§you know.pu 'R Q  Wre&yabdut itf{Wendy, 2:5-8). The GP
determined that the problem was with Wendy, she w&tL Q J « R 'Y H UaHdPt&ldM LARR@IDND
over-UHD FW DHeRcENWerasMEnt unheard and although, she had expertise in her child, the
greater professional expertise of the GP prevailed K KHTOO JIMR A REWORML GV JI
W K LA¥ Reter was her first child she perceived that she lacked expertise in children overall,

whereas her GP had greater knowledge ahtkids.

Figure 6.2 : HQ G\ {V LTRAhHry Consultant

Redacted image copyright issue
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Wendyf persistence eventually led to an appointment with a paediatric ENT consultané (Figur
6.2. The Angry Consultant). She explained that the consultant was angry, not with her, but the
GP. He took one look at Pet§rv HDUV DQG KH DFWXDOO\ VDLGWhKH DF\
the f.. KD Y Hs@d&nwhis child beforefand | said,p:HOO DFWXDOO\ ,fYH EHHQ S
SXVKLQJ WR JHW KLP KHUH D Q G(WeRd\R & 59)VTha GMHddaded a¥y H U
a gatekeeper thereby preventing access to the consultant who believed that Peter should have
been referred earlier. Wendy repegpedhingthree times emphasising her repeated efforts to
access the consultant. In the hierarchy of experts, Wendy felt that she was vindicated in her

knowledge of Peter as the consultant had ratified her expert positof HU WKH *3qV GLC

Another first time mum, Marian, discussed how sl unsure whether to follow her concerns.

She used her image of the conflicting road signs (Figure 6.3.) to indicate her corusiashe,

you know she statd HWWLQJ FRXJKV VKH VWDUWY JHWWLQJ FROC
W K D W 1 ValtbRdieR &an@yqung children have 8 colds a yiead blah di blah, so you just

JR RQ DQG \RX JR WR WKH GRFWRUV DQG WKH, bBtYWOG ZKD
NQRZ \RX MXVW GHDO ZLW(KakoiK B:\AB-2NY.NHME DWWHWKKHH W B PV U
W K D W 1 Vio@URygeBt Ehéx her experience was no different to others, and his use of the
statistic: pll babies and young children have 8 colds a y&éarion was unsure. She lacked

personal knowledge of an alternative course of action, but she felt a lack of her regard for her

expertise in her daughter.

JLIXUH 0 DMageDAQrfIMting road signs
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ODULDQTV WUXVW LQ de¢irSihet &8 SheZcontinldhey retiettioX §f the

conflicting and confusing road signs (Figure 6.3.). Glue Ear was one of the many diagnoses she
UHFHLYHG FRQQHFWHG WR 3RSS\TfV UHFXUULQJ FKHVW LQ
about her dau W HdiaighdsisSotKLY LGHD RI WKHVH DUURZV VR WKLV .
TXLWH JRRG EHFDXVH LWV QRW VXJIJHVWLQJ DQ\ SDUWLF
big question mark and that is us, that is my husband and | emerging from thisgaingL V LV Q 1
making any sens&§Marion, 4: 26-29). Marian related that this confused cycle of not really
XQGHUVWDQGLQJ K HaonhtiGuedXraralr toUifieweaS. Dligitd Was a strong sense of
ambiguity about her situatiorl, W  SugQdtilig any particular arrow is wrong or righout

there was not a clear road to follow. The experts may not have listened to her, but the situation
was further compounded as Poppy saw different consultants for her Glue Ear than for her
respiratory he® WK SUREOHPV vipWwiiAt th®dtpeD MR not listening to her, but

nor did they communicate with each other. For hebtgejuestion markepresentedy

husband and tecognising the confusion among the experts. They realised that the situafiQn{ W

making any senge anyone and that there was not a specific expert on whom they could rely.

Similarly, Miranda experienced the conflicted nature of interacting with experts when she
explored the meaning of her image of a young girl in pain (Figure 6.4.), who represented her
daughter, Helen. In a previous encounter with@®eshe had been labelleda: whittling parent
(Miranda, 1: 39) when she had pushed for support over a problem with her older son. However,
she developed skills in working around the GPs to ensure that she gained appropriate treatment
So | now know which doctor to pick, when | want medicine | go to that one, and when | just want
a sympathetic ear | go to that or{®liranda, 1: 41, 2: 1-2). Miranda aligned herself with the
HeaOWK 9LVLWRU ZKR GRFXPHQWHG itk @dted fiietretimaok byl Q J H
the Health Visito(Miranda, 1: 8). Her account of the situation through the eyes of a mother wa

supported by the authorised evidence written by an expert in the appropriate docunnedt, the
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book Although Miranda might not have had her voice heard, she showed her competence in

managing the situation.

)LIXUH 0L UD Q G ¥§uvig lgil D pain Figure 6.5.DWHYTV LPDJH

In a very similar image to that of Miranda, (Figure 6.5), of a young girl in pain, Kate, another
PRWKHU H[SODLQHG KRZ KHU SURIHVVLRQDO H[SHUWLVH
GP. She detailedHU GDXJKWHU 3LSSDYV &ddriodruchdragtér bf@ littld Q 1H F
girhwhofV JRW FXUO\ KDLU ZLWK D VRUH HDU DQG KHU IDFH
QXE RI LW :KDW ,1fYH JRW LV D FKLOG D GDXJKWHU ZKR L
FDQYW KHOS , FDQ JLYKHRBYV ERWSIRO ORGVE KD WDNH WK
resolve the problen{Kate, 1: 4-8). Even though Kate had expertise in dealing with sick

children, she was unable to provide an effective treatment fataugshter who is in pain and |
FDQYW G R Sh&xollKnoadt, as she was reliant on the GP to write a prescription for an
antibiotic to treat the infection. Her professional voice was diminished and silenced as her GP
placed Kate in the inexpert mother role. She had to follow the same procedure as everyone else
, KDYH WR ZDLW IRU GRFWRUfVY DSSRLQWPHQWYV LQ WKH
DSSRLQWPHQWYV ZKHQ , NQRZ ZKDWYV ZURQJ ZLWK P\ FKL(
what can make her better, but | have to go through a gatekeeper to get something called
DQWLELRWLFV ZKLFK DUH VRPHWKLQJ ZKLFK DUH YHU\ LQ
because the ability to help my child has been taken out of my hands, even though | know exactly
WKH ULJKW W KL QHBate W:RO-BBR DeRpite et pPrafessional identity, she was

silenced becaudbe ability to help my child has been taken out of my hdRgsn and
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Runswick-Cole (2008) identified that mothers of disabled children often develop skills in
supporting their chiidandHJRWLDWLQJ ZLWK SURIHVVLRQDOV LQ WK
skills are different to the skills of other mothers but are not always respected or acknowledged by

professionals.

The mothers in this research explored how the healthcare professions told them that what was
happening with their child wasormaleven though they did not feel it was. Gunnarssioal

(2013) explain interactions with healthcare professionals which were as equally probésmatic
for the mothers in ik research. There was a similar narration about how the mothers tried to act
as responsible parents by taking action, but felt disempowered by those experts with whom they
came in contact. The mothers in this research felt justified in taking action, thereby exercising
agency, when they achieved a diagnosis. For example, Wendy felt vindicated in her efforts by
the response of the ENT consultant, as did Jane when the audiologist edtfiatnRussell

F D Q 1 WTh¢ Icbthkers felt their expertise in their own child was validated when other
healthcare professions confirmed their assessments. They could then represent themselves as
good mothers, thus refuting tbger-anxioudabel which they had contested, and confirming

their belief as havindd [SHUWLVH LQ WKHLU FKLOGYV KHDOWK

The initial lack of acknowledgment of their expertise in their children led the mdthers

perception that not only did the healthcare professionals not listen to them but also reduced
feelings of positive interactions. Finset (2012: 362) highlighted that when healthcare
professionals respond actively to affective cues then patients feel a greater sense of agency, les
emotional distress, more compliance with treatment and greater satisfaction with the consultatior
than when such hints are not picked up. TheRpWDQFH RI DFNQRZOHGJLQJ S
WKHLU RZQ KHDOWK RU LQ WKLV UHVHDUFK WtRH2011FKLOC

as leading to better diagnosis, enhanced doctor-patient relationships and increased confidence il
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their ability to cope with the health concern. The intention of the mothers in this research was to

WU\ WR LPSURYH WKHLU FKLOGYV KHDOWK VWDWXV WKH\

Because of the chronic nature of the illness in their children, the mothers recounted the same
experiences many times over a number of years, with repeated operations, under a general
anaesthetic, to insert grommets and concern about the potential impact of antibiotics on their
FKLOGUHQYV LPPXQH V\VWHPN K KUY HHUMIYVLIG D® G KIDR ZOHG
response to the condition and how to provide optimum care for their child. However, the
healthcare professionals with whom they interacted did not seem to either recognise or
acknowledge this. The mothers had to reinforce their own expertise. Their situation was
potentially exacerbated by not being in contact with others in similar circumstances with whom
they could have shared their experience and expertise. The mothers in this research had childre
with the ongoing or chronic form of Glue Ear, but there did not appear to be any difference in the
way in which the healthcare professionals interacted with them compared to those mothers
whose children had the more usual temporary form. The longer the condition remains and the
more episodes a child has then the more likelihood there will be long-term damage to the
structure of the ear and permanent hearing loss in some cases (Bluestone and Klein, 2007) but

the mothers in this research did not appear to have been given that information.

6.2.1.2 Roundabouts and régen

All of the mothers talked about the experience of repeated visits @Rbecause of their
FKLOGUHQYV UHFXUULQJ HDU LQIHFWLRQV )RU WKH PRVW
experiences, it was in connection with healthcare professionals, which could be a result of the
way in which the condition is constructed as primarily a medical condition. A familiar

experience for the mothers in this research was regular attendance at thé&RlGc&/ ® U TV V XU J

get a prescription for antibiotics and attending hospital clinics every 6 months from early in their
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FKLOGTV OLIH ,jHe thediddlldosRutiBn-bbUthve Glue Ear was reinforced as they
kept going round a familiar cycle. They came to recognise the signs of ear infections, such as
their child pulling their ears, tiredness and irritability (Goldberg and McCormack Richburg,
2004). This then began the recurring roundabout of a visit to the GP, a prescription for
antibiotics and a child in pain until the ear infection cleared, probably followed by a period of 8-
10 weeks of hearing loss (Gunaseketral.,2009). Interspersed within this were visits to the

ENT clinic where their child had a hearing test and a short visit with the consultant. Meanwhile
there was an expectation that because the condition was labet#edpasaryit would resolve

and their child would be left with no long-term repercussions.

7KH PRWKHUYV T r& &rroBthh@Mhengebble on some aspects of the condition and none
more so than when they desetlihe repeated prescriptions for antibiotics. Wendy, Jane and
Miranda included images of bottles of antibiotics in their photomontages. Wendy explained the
repetition of this experience, when exploring Figure 6.6, a picture of a bottle of amoxauillin:

the amoxicillin, I mean God, he must havditerally he must have had hundreds of bottles of it,

he was literallyonix , PHDQ DW RQH SRLQW DIWHU EHWZHHQ KLV

amoxicillin every day for 18 montij¢/endy, 13: 13-15).

Figure 6.6 :HQ G\ TV LAMDxicHin

She confirmed her expertise in identifying the specific antibiatiwgxicillin, which Peter was
prescribed, rather than using a more generic term. She emphasised the frequency of Peter havir

to have antibiotics, probably three times a dasgry day for 18 month$here was not only the
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repetition of ensuring that Peter had #meoxicillin but that this would be for recurring ear
infections, until he had a second operation to ing@mmets :HQG\TV H[SODQDWLRQ
situation suggested a period of years when Peter was a young child, with repeated interactions
with healthcare professionals wheedsnedical terminology. Although she did not frame it as

such, her experience met the criteria of a chronic illness (Moldtiak, 2008).

Figure 6.7 0L U D Q G D 9 BottldPdD@eicillin

—

PENICILLIN-VK

B p
e
ik v i |

oLubQGebDYY UHSHDWHG H[SHULHQFH RI WKH IUHTXHQF\ RI
was clarified through the image of a bottle of penicillin (Figure 6,7 ) FD QW WHOO \RX ¥
times she had it, but it is noted in her red book by the Health Visitor so she must have been fairly
\RXQJ ZKHQ VKH VWDUWHG JHWWLQJ LW« VR WKHQ ZH KDC
banana, strawberry and all the rest of(iranda, 1: 7-10). The recurring experience of
innumerable ear infections became blurred with such repetition that Miranda was unable to recal
exactlyhow many timeg happened. The only variety to the repetitive nature of the ear

infections related to thearious different forms of penicillickbanana, strawberry

Figure 6.8 . D W Hirfaye Wobbly clock
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The way in which the experiencegre repeated so often that they become blurred and
indistinguishable led to time being interpreted differently to its normal passage. Kate highlighted
this cyclical QDWXUH RI WKH PRWKHUVY H[SHULHQFH RI *OXH (D
6.8):So thisisawob®\ FORFN UDWKHU WKDQ D VWUDLJKWAaRUZDUC
\RX QHHG LQVWDQW KHOS WR VRUW LW RXW EXW \RXfJUH I
VWUDLJKWHQLQJ W Kddtel-D BBR1). Evenytime Fipp@ Mad an ear infection, Kate
wantedinstant helpbut instead she appeared to see herself in an endlessedepyets of

waiting, she was further exasperated becaws& HU H TV Q Ro\sK $h@ was impo@nt to

help her daughter. From previous experience she knew what she needed, but time slowed as sh
waited Her knowledge and expertise about what Pippa required were useless because she coul
not resolve the situation without the assistance of the doctérg. D FKLOGUHQTV Q XU\
understood the condition to be temporary. In the meantime she was caught in an alternative
timeframe governed by repeated visits to her doctor. Shevaiiag on many levels: in the

VHQVH RI SK\VLFDOO\ VLWWLQJ LQ WKH GRFWRUYV ZDLWL
the letterbox and also for the condition in her daughter to resolve. The lack of progress over time
was compounded as Pippa, who was 18 years old at the time of the research, still had recurring
ERXWV RI *OXH (DU DORQJ ZLWK SHUPDQHQW GDPDJH WR
frustration was summed up in the focus of her inability to act through her use dfpbesan

singular pronoumn. She was stuck in a dimension of time but felt that she had no chance of
successiVWUDLJIJKWHQLQJ W Kithokgb Bre NadRkiawledgds BIIGHEWould do was

sit and wait and worry because she had no control.

Figure 6.9 :HQ G\ TV LARDcket
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Wendy had repeated experiences and lack of control, but was somewhat different to the other
mothers. Peter was constantly sick. She used the image of a bucket, Figure 6.9irtahexpla

extent to which this experience dominatedR WK 3 HW H U §nd héiDperCeptioH &f U V
motherhoodAnd.. and the thing was it was such a normal process for me, because everywhere
ZH ZHQW KH ZDV VLFN ,we BomeWwhé&e elge axdhewBdsidk And they
FOHDUHG LW XS DQG , JRW DQ HDUIXO DERXW LW« $KPP «
XQWLO P\ GDXJKWHU FDPH DORQJ WKDW , UHDOLVHG WKD'
parents deal with(Wendy, 1: 45-49). Wendy highlighted that she had acceptddVH UV VLFN
as beinghormal for me She repeatedormal but the meaning of the word changed for her.

Initially it was normalin terms of being part of her everyday experience. However she came to
realise that actually most mothers did not experience this as part of their routine so it was
actually abnormal and it highlighted to her that such an experience set her apart, thus having a
different maternal experience. She stressed the repetitive nature of the experience as it happene

everywhere

7KH PRWKHUV LQ WKLV UHVHDUFK ZHUH VWXFN LQ D UHSH
wobbly clock so that there was a lack of clarity about its passing because one experience becarr
blurred and overlaid D QRWKHU :KLOH WKH\ QHHGHG LQVWDQW KH
had to wait. Their children had recurring ear infections and the mothers adopted medical
terminology and understanding such as which was the appropriate antibiotic for their child. Even
though they developed their expertise, their knowledge did not provide them with answers. As
suggested by Marian through her use of confusing road signs, it is was though they were stuck
on a roundabout without a clear idea of the appropriate road to take. The mothers were in a time
warp: ZDLWLQJ DW W K Haritibfhes Vi tbeJENT clinkRdfor regular check ups, the
outcome of which remained the same. Most of all they wadilfdd WKHLU FKLOGTV FR(
the description of it being temporary which would spontaneously resolve leaving no long-lasting

effects.
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Despite the repeated ear infections and accompanying hearing logsRtNé KcHrdtkufition of

Glue Ear as a temporary condition was not addressed. Each recurring ear infection was
perceived as a short-term set back. Neither the mothers nor the healthcare professionals
repositioned the young people as having a chronic condition. They talked of hearing difficulties
but not in terms of itbeing@aGLVDELOLW\Y RUonsistergpih e lite@iirg, across

time, appears to be a desire by mothers to avoid such labels (Landsman, 2005; Voysey, 1975). |
seemed more palatable to ignore the passing of time along with the repeated experiences rather
than potentially reconstruct their child as having a longer-term impairment. As the professionals
did not alter the way in which they talked about treatment options or discussed how long the

young person would have the condition, they seemed to reinféftseH PRWKHUVY SHUFU

6.2.1.3 Diminished and dismissed

Increasingly in the last decade, government policies (DfE 2003) have promoted involving young
people and their parents in partnership working arrangements with educational and healthcare
professionals to achieve the best outcome for the child. The joint publication by the Department
for Education and Skills and the Department of Health oNegonal Service Framework for
Children, Young People and Maternity Services: Core Standa®: 9) highlights the goal of
giving PRUH LQIRUPDWLRQ FKRLFH DQG SRZHU WR SDUHQWV
WUHDWPHQW WKH\ UHFHLYH DQG LQYROYLQJ WKHP LQ SO
reinforced in the Department for Educatidome-School Agreements: Guidance for local
authorities and governing bodi€2013) which suggests developiagommon ethos ith

schools and parents sharing information so that the student achieves his/her full potential. The
mothers in this research were well-educated and in professionasodhesy were likely to have
accessdsuch information and be willing to work with other professionals to achieve the best

outcome for their child.
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Whereas the mothers acknowledggdHVSHFW IRU WKH SURIHVWaR€DOVY F
recognition of their proficiency in understanding theiKLOGYV FRQGLWRBRQ DQG W
collegiate way. However, as was identified in this sub-theme, the emotional outcome for the
mothers was that they often felt personally diminished when the professionals retreated to
exerting power or following procedures, with the information and expertise of the mothers being
regarded as perhaps of less value. Additionally, the mothers explained that in some interactions,

the professionals used dismissive body language tactics such as turning away from them.

Initially the mothers were prepared to acquiescéM&c H GRFWRUfV H [&WNarhLVH +
GHVFULEHG NQRZOHGJH RI KHU RZQ FKLO Goréfés¥¢dHG KHU \
expertise:3Q G ZDV W®&WHI¥¢H gonfident with our diagnosi§« % HFDXVH WKH
ZDVQYW VWDFNLQJ XS IRU BB G QRX\ FORDR R DYPA WEB PR X WK
doctors so must be right (spoken quietly). But then that questioning in my mind, because hang ol
thH ORJLF LVQYIW P DMari@n)2VIs-QVHKHR PBULDQ TXHVWLRQHG
assessment of the situation, she was rapidly dismissed. As she stressed, tlrepywergident

She was not provided with the opportunity to discuss her concerns or the rationale for her
judgement. Even though the questions remained in her Bedil GLGQIW FKDOOHQJF
but described how she felt diminished becad& H\TUH G R FW R U.\6h¥ &ccBpted W EH
their message of superior knowledge, even though she did not appear to fully believe it because
WKH ORJLF LV Q BWe Wwab Mftfeeliny doiidugddl and questioned herself as to what she
XQGHUVWRRG DERXW KHU GDXJKWHUfVY FRQGLWLRQ (PRW

authoritative account of the doctors.

Despite governmental policies the realitfy) RP 0D UL D Q  Yw&sHliffa&rehti Fe/ L Y H
healthcare professionals had greater expertise. She then had to manage the tension between
answering her own concerns while acknowledging that she did not have medical trainigg,

OD\PDQITVDMQKSUPMODQFLQJ WKH QHHG WR HQV>XSUdd WKDW 3|
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situations diminished her ability and efforts to work in partnership with the professionals.
Gunnarssoet al. (2013) make the point that when mothers consult healthcare professionals,
they want to trust what they are saying, however they also want recognition of their maternal
concerns and wish their views to be taken into account. Marian and her husband were in the
position of wanting to trust the doctors, but also feeling that they had valuable information to

contribute.

0 D U L bewrffférment was summed up in her Figure 6.10, Dark Tunnel. She indicated how she
was torn between her own concerns and the conflicting advice she was given by doctors. She
explored her feelings of confusion as she interpreted her image of being in a darkytounnel:

may not ask questions quick enough, you may not always have a reference point to go to, so in
that sense either a lack of information oHMQRW NQRZLQJ ZKDW WR SXVK IR
WUXGJLQJ RQ UHDOO\ WKLV LGHD RI WUXGJLQJ RQ« LQ D

WKHUHTV ORWYV RI WKLQJWamKMLB3HID.RW DZDUH RI ««

Figure 6.10 MarionV L POakHunnel

Pt 17‘;';
e

Marion appeared to be emotionally weighed down by her concerns. Thiwadgmg indicated

a slow, laborious pace. She emphasised her sense of coniusi@ndark, aloneto mean that

she could not see things clearly because of the darkness which led her to have a sense of
isolation. She waalone She appeared to feel both overwhelmed, and to some extent trapped. As

she explainedabout being inthedatkE HLQJ LQ D WXQQHO WKDW GLGQTW
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end of it(Marion, 1:19-20). The tunnel was not only dark, but lackkgh& at the endThis was
indicative of feelings of hopelessness; that shedddiection or a clear endpoint to aim for.
Having noreference point to go temphasised the loneliness that the mothers in this research
felt. They had no access to the resources of a support group or network of other mothers from

whom they could ask for help or draw support.

Similarly, Kate used the image of a young girl waiting (Figure 6.11) to suggest that she felt
reduced in staturé&o what | have is a lot of waiting. Waiting on my own and feeling like a child
ZDLWLQJ RQ P\ RZQ %HFDXVH DOWKRXJK ,fP WKH DGXOW
FDQIW GR DQ\WKL(Rate, 1.<ID)Y Fhewde of thd analogyesling like a child
HPSKDVLVHG .Dinwidt§nceViespiveHheRkihowledge, both professionally and
SHUVRQDOO\ LW ZDV DV WKRXJK WKDW KDG EHHQ GLVPLYV
procedures, just like others who did not share her qualifications. The image of the child indicated

her reduced status with adults in control.

Figure 6.11 . D W H § V YoRriy g waiting (Reconstructed)

She reconstructed and reviewed her experience and feelings as she talked tidy isidt
GLGQTW OLVWHQ WRPY WAKHW(\REKUNWQ RDZQG WKHUH LVQTW LC
have that because | am an Expert ABOUT MY CHILD, not necessarily about Glue Ear or

anything, but about MY chilKate, 2: 10-13). She emphasised her specific area of expertise in
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knowing her child, by stressing th& fierson possessive pronotuhy twice within the same
sentence and using th& flerson pronouhto demonstrate ownership of her knowledge and
expertise. However, she identified that, the anonymByse8son pluralthey,dismissed her.

They VWLOO GL G Q#ittwthe énvpiasisosiill Bmphidsising the continuing situation.

The mothers in this research seem to want additional powers in the treatment of their child
Gunnarssoet al. (2013). This accords with increasing moves to encourage greater patient
participation in decision-making (Finset, 2012). However, Hewitt-Taylor (2004) makes the point
that often healthcare professionals see themselves as the experts in specific conditions and it is
they who have traditionally made decisions about whether or not to share this information.
Without the co-operation of healthcare professionals in sharing decision-making, nothing is

likely to change.

Jane described a brief interchange with an ENT consultant, in which he appeared to be listening
to her preferences:Hsaid, . :HOO ZH KDYH VRPH RQJRLQJ SUREOHPV
grommetsfAnd lwent,u1RW NHHQ EHFDXVH WKH\ NMMXIEHIRDYJIZBQO |
SXVKHG WKR WHd sk MWW KRHR KRWKBDUKRI®PWLROIPLG VR ZHT0OO JR
sounds like a better option for you, so go get in the qUE®. G Z H [.GJlah& Q. H8-21).

Although there was not a great deal of discussion between Jane and the consultant, he did acce
her wishes regarding XV V H O O 1 VHoWeVErD&réhtaiQad/ in control. The interchange
ODVWHG IRU DERXW W Z Rh#sle@phasidivg heD perdeptio of how brigf the
consultation had been through her descript®®Q G Z H .G D Rifession was of not

being in control. She did not leave the room, it was almost as though the room had left her. The
consultant did not appear to want to extend the discussion or ask if Jane, or Russell, had any
questions about the option of a hearing aid. She had been processed so the consultant could mc

on to the next patient.
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Kenneyet al. (2010) highlighted that in many cases medical professionals have a different
understanding of their communication style to that of their patients. Although he usé&d the 1
person pluralveto identify the problem, his use of the first person sinduladicated he had

made the decision. Jane was dismissed and tgid ¢g®t in the queud he omission of any

pronoun made it sound like a command. There was no discussion about the benefits of the
alternative treatment option or what it would entail. While the consultant may have described
KLPVHOI DV UHVSRQGLQJ WR WKH SDWLHQWIV QHHGV -DC
decision but given an instruction. Russell and she were not treated as individuals but as though
they were one of many interchangeable mother-child pairs with Glue Ear. Jane and Russell were
dismissed from his view and no account seemed to have been taken of any emotional needs the

may have had.

From her experience of watching Stewie have repeated audiology tests, Lois had developed
elements of expertise to be able to identify when something was diffetdrftG EHHQ WKUR '
DXGLRORJ\ ILUVW DQG DXGLRORJ\ KDG GRQH WhaH KHDU L
know when something was wrong, so | knew that something was wrong on this test so we went
through to the other side and the consultant sgd¢hat do you want¥So | just said,ls there

anything wrong with his earsPlo, nothing atallf« 2. VR « , ZDV JHWWLQJ X
SRLQW UFRV , WKR XJS0\We saicd B nQtRriy alVaW(XSBsl. 25 42-48). Her

familiarity with the tests had developed @88 YH VHHQ WKDW PDQ\ QRZ WKDW
was wrong However, the consultant dismissed her conceosbie became upset. Potentially she

felt diminished but affirmed her self-image but only through thinkiffP QRW VWXSLG

/IRLV GLG QRW |[HHO KHU HPRWLRQV ZHUH DFNQRZOHGJHG
attitude was demonstrated whehH ZRXOGQfW VSHDN WR PH DQ\PRUH W
me this prescription and basically turned his back and started going on the confpaigr 3:

3-5). For Lois, the consultant terminated the visit whesthged going on the computer.
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Although she had further questions he had already moved on. There are strong parallels betwee
/IRLVYV DQG -DQHTV H[SHULHQFH EXW ZLWK BwdddsUHQW FF
though the mothers were being processed, similar to products in a factory production line.
Whereas the Department of Health (2004) expresses policies about individual patient needs
being at the core of the NHS and listening to mothers and young people, this pvastios
experienced by the mothers in this research. There was no mention that the young people were
involved in the consultation. The description did not reflect the model suggested by Howells and
Lopez (2008) of a slower pace to the consultation to better accommodate the needs of young
people. This is particularly relevant when the young person has a hearing impawiiexty to

need more time to process information.

The mothers in this research recognised the potential impact on communication of the busy
hospital environment. Kenrat al. (2010) highlighted that professionals may not be aware of

how the way they speak and behave is interpreted by patients. Professionals need to engender
trust and confidence in parents that their child is getting the best support, but they may not
always acknowledge parental expertise in their child. Boudreali(2007) explore the impact

on patient relationships when healthcare professionals base their interaction on a model of
diagnosis and treatment. The mothers in this research wanted recognition that they had
developed their expertise through experiencing the extreme form of the condition in their child
(Capewell, 2014e). This led to thdeeling that they were devalued by the attitude of the

healthcare professionals.

A similar situation occurred when the mothers tried to talk to teachers to minimise any
difficulties that their children may experience in the classroom. This was not always successful
(Ralph and Capewell, 2014). At the start of the year, Jane had followed her usual practice of
visiting the teachertotelk LP DERXW 5XVVHOOYfV KHDUL Qréb&fddREOHP V

DOzD\V JR bDQG VHH WKH FODVV WHDFKHU WKH ILUVW ZHH
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DQG WKHUHTV QHYHU DQ\ KDQGRY HUus&H] §arg[DaneD H V-9 WD
Her practice accords with the advice in the Department for Eduddtiore-School Agreements:
Guidance for local authorities and governing bod{2813) that parents should share relevant
information with teachers about issues whthh JKW LPSDFW RQ WKHLU FKLOG"
development. Jane was awaléeKDW 5XVVHOO{V VFKR Rnfri@atiah adritisD O Z C
hearing difficulties to his new teacheW KHUH V QH Y H Hobeyar, KkkahChé&rRY HU
perspective, this teacher was not receptive to her attempts at collabd3atitwe: said,lo, No,

No, I know all about glue eaf{Jane, 1: 31-32). Jane interpreted his repetitiddapfis being

dismissed in her attempts to work together with him.

Figure 6.12 - D Q H TV &tircDséthbol teacher (Reconstructed)

Jane became very frustrated in her thwarted attempts to develop a partnership approach. As the
VFKRRO \HDU FRQWLQXHG WKH UHODWLRQVKLS ZLWHs 5XV\
was illustrated both by the image she chose for the teacher, Figure 6.12, Strict school teacher,
and how she explained their relationshipMay: EXW KHfV EHHQ NHHSLQJ KLP |
so long to do the work, longer to do the work, and it will take him longer to do the tasks. He was
doing that before Eastetat break time and play time and then we got the repofdanyeah,

, 00 JLYH KLP PRUH WLPH KUWXWKRKKOG KWYEBC° RUH SLORHKT
it. Well that feels like a punishment, there should be, WeyR X O G ILQG VRPH RWKHU
HHHK <HDK KHYV NlxnéW: 41-4D)/J@& was clearly frustrated. Russell had

recently been identified as being Dyslexic, which had been done through the school. He had
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always been slower than his classme&becomplete tasks, which is a feature of young people
with long-term Glue Ear (Schuchamttal, 2013). Jane felt dismisség the teacher who was
clearly not following through on what they had agreéedXVVHOOfV QHHGV ZHUH QI

into account, GHVSLWH -DQHYV EHVW HIIRUWYV

& D | &Xgeriences followed the same patterrkKihU LQWHUDFWLRQ ZLWK 'DLV\T
SheKDG LQIRUPHG WKHP Rdid'ridbLwahftg b@ titita of tBe@chool, but, the
teachers were not taking actiosecKk RRO DUH DOO ULJKW , PHDQ « 7KH\ G
KHU« 6KH QHHGV WR VLW DW WKH IURQW DQG VKH QHHGYV
VR WKHUHYVY QR VRUW RI VRXQG FRPLQJ LQ DQG Wk&UHTV
KHDU ZKDWYV EHLQJ VDLG DQG WKDW WKHUHTV QR RWKHL
ZDVQIW KDSSNQLOIWKDWIV QRW QHFHVVDU\ pFRV VKH{G |
happening. But they are good and if | just putin, BSRLQW RXW WR WKHP WKDW
WR GR WKHQ WKH\fUH ILQH ,W ZRXOG KDYH KHOSHG LI RC
aware(Caz, 3: 12-21). Caz had informed the school of the optimum place for Daisy to sit, but
WKH\ GL G Q@ thingdCaxwag WniRse and had a good unaietstg of KRZ 'DLV\{V
hearing was impacted, and that she needesideways distractions coming in and she can hear
ZKDWSYV EHLQJ VDLG DQG WKDW WKHUHYV QR ARRMIGHCTAZQ RL V
GLG QRW VWDWH LW GLUHFWO\ WKHUH ZDV D VXJJHVWLR
once,if | just put in, just point out to therowever it seemed that there was a lack of

consistency in following up on the information that she had provided. Muklergg2002)

identified that parents are often the communication channel across the boundaries of NHS,
schooland home& D]V PHGLFDO EDF N h&vaX eter Pleicediivin Wdstpavent's

to fulfil this role, but she appeared unable to achieve the optimum support for Daisy.

Some children with Glue Ear can vomit without having a gastric infection (Vene&batp

2013; Weick and Kane, 2003). Marian described negotiating around school pélialetsie
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school to be fairusedtosQ G KHU KRPH DQG , KDG WR JR XS DQG HJ[S
KDG QR V\PSWRPV EHIRUH RU DQ\ VLFNQHVY DQG QR V\PS
ill. (Marian, 12: 25-27). Other mothers were not always so successful in communicating the side:
effects of the condition. Both Miranda and Wendy ex@dihat they were less successful in
attempting to persuade their childg¥ VFKRROV WKDW WKH VLFNQHVV ZD"
were dismissed as the school policy had to prevail and they would comply even though it may

not be appropriate.

Even though parents may want to work in partnership and share their experiences, some school
were not always willing to take advice from parents. As Lois eeldtkeep saying to henpo

you want me to send information in about glue ear and tinnitus ag@i®?RVY , NHHS JLYLC
her all the time but she sayg,1 R ,TYH V\Lbi§ & 15RTY Thi/w§s not a one-off attempt

as Loiskees sayingthat she had knowledge and information which she was willing to share.

The Head Teachdiiésponse ofLR ,TY H V Vet Oo3 fddRnyy dimidished as thewness a
suggestion that it perhaps had not been read. Lois mightbe anexpaf HZLHTV lRQGL W

the Head Teacher was in control of the school.

Crozier (2000) explores how misunderstandings can develop between parents wanting to provids
information about their children which teachers can sometime see as an attempt to gain
additional resources for their child. There is also an issue of power in that parents can be
perceived as encroaching into thkG X F D W L R Q D Oar8dJdR éxp&fs ICRICQ(RCOTT V

suggests that generally educational professionals do not see parents as partners, despite what
policy documents might promote. Instead, the power relationship is such that when parents fulfil
WKH UROH DQG IXQFWLRQ WKDW HGXFDWLRQDOLVWYV ZLVK
GR QRW WKH\ DUH u SUlBd. Oht ndtfierstiRtkdgtesearch preferred to be

perceived atVXSSRUWHUVY EXW VWLOO ZDQWHG WR HQWVMKUH W
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as they did with the healthcare professionals, the mothers had to balance achieving support and

XQGHUVWDQGLQJ RI WKHLU FKLOGUHQY%Y FRQGLWLRQ DJD

As the condition is primarily perceived in medical terms and labelled as temporary, common and
without long-term consequences, the mothers in this research had children who were therefore
not regarded as having a special need. This sometimes resulted in the mother being perceived a
the problem or the young person was misdiagnosed with other conditions such as ADHD
(Capewell 2014b). Despite the prevalence of support gragb availability of counselling, Glue

Ear remains outside such assistance which could lead people to think that the condition is

probably quite trivial.

Because the hearing loss associated with the condition is intermittent, in the school environment
there could be a misconception that there is not a problem with hearing but behaviour. Teachers
could potentially consider that the mother is being over-anxious, fussing or not encouraging
appropriate social skills in their child. Jackson (2013) suggests that the complexity of living

with a chronic condition is not always understood by teadwtisere is often a lack of

communication between teacher, parent and student about the requirements for a specific child.

When interacting with teachers, the mothers in this research seemed to be aware of not appearir
to want all the resources focused on their child to the detriment of other children and to promote
good parent-teacher relationships (Landeros, 2011). However, they did want teachers to
demonstrate awareness of the implications of the condition for their child and to make minor
adjustments in the classroom for them. They highlighted the need for co-ordinated

communication between teachers within the school.

Despite the messages about working in partnership with both healthcare and educational

professionals through patient participation initiatives and home-school agreements, the
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experience of the mothers in this research suggest that power was retained by the professionals
This led to frustration and anxiety in the mothers as to how to best support their child, with
accompanying feelings of being dismissed and diminished. Ryan and Runswick-Cole (2008)
explore how mothers of children with disabilities have to negotiate and advocate on behalf of
their child, which potentially comes at an emotional cost to the mothers. This position seemed to
be reflected by the mothers in this research. They apgptaperceive themselves as having a

child with a temporary problem with their hearing, which, when it was present, required
adjustments. The professionals with whom they interacted did not appear to always value the
knowledge and expertise they had in their own child. They also lacked any ongoing formal

support or information about how to manage the condition in the long term.

6.2.2Motherhood, but not as | imagined it

For the mothers in this research their experience is in contrast with the images of motherhood as
portrayed in baby books (Hays, 1996; Marshall, 1991). Those manuals set the expectation of
having a perfect baby with motherhood constructed as providing joy and fulfilment for women.
There is very little information for expectant mothers to suggest that anything can go wrong,
with an emphasis on allaying any fears (Landsman, 2005). The temporary and medical labels
which are central features to the construction of Glue Ear added further complexity for the
mothers in this research. For all intents and purposes they h@RUPDOY FKLOG ZKR
have a common but ongoing ear condition. The healthcare professionals with whom they
interacted did not differentiate the way in which they treated their child to any other child with
the condition. For the mothers in this research their experience of Glue Ear was years, not
months. | am not aware of any other research in which mothers have explored the long-term
emotional impact of having a child with the ongoing condition has on them or how they

interpreted their mothering skills.
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6.2.2.1 He sat on my lap

Bach (2014) highlighted that middle-class mothers are expected to produce children with good
social skills. f they do nbthen they are unsuccessful or poor mothers as judged by themselves
and others around them. With the exception of Caz and Kate, the mothers in this research
explored the ways in which, from an early age, they tried to socialise their children and provided
them with opportunities to mix with other children. Their children, however, did not appear to

respond as expected.

"HQG\YVY H[SORUDWLRQ RI KHU LPDJH RI D \RX @ 3okl RQ Kl
with comments of other motheM/henever, whenever we went to a party, he was always on my
ODS :KHQHYHU ZH ZHQW WR 7XPEOH 7RWV RU DQ\WKLQJ
DOzD\V RQ P\ ODS KH GLGQTW ZDQW WR HQJDJH KH GLGC
WKHUH D% @uwRht tugof+H TG VBY%XW ZKHQ ZH JRW WKHUH Kt
(Wendy, 1: 23-27). She emphasised that Regeralways on my lajshe appeared to have

concerns about his lack of engagement, which she could consider may reflect on her
effectiveness as a parent. However, Bortoli and Brown (2008) indicated that children develop the
ability to interact with one child while monitoring the activity of other children around them.
Peter Mearing loss may have caused him difficulty in developing such skills, so perhaps finding
it easier to look on at other children. Sikiaal.(1982) found that children with recurring Glue

Ear are more likely to be clingy and fearful than those children without the condition. Peter
appeared to followhat pattern. 1 suchinformation is not available to mothers, then they can

interpretW KHLU F KL O @sfeithét H tailny wikhix themselves or their child.
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Figure 6.13: HQG\fV LPDJH <RXQJ ER\(ReQutRitakHU TV ODS

- H Q G ffustration was evident, fP D YHU\ VRFLDO SHUVRQ ,YYH DOZD\\
ZHUH YHU\« XPP YHU\ LPSRUWDQW IRU WKHP 7KH\ ZHUH K
at home with a bucket of tqyastead | was out every day at another playgroup, another pre-
school event, another Tumble Tots, another whatéWwsendy, 2: 27-30). She was trying to fulfil
WKH FXOWXUDO PRUHV RI EHLQJ D pJRRG Y sbdavddtivities DV VK
ZHUH YHU\« XPP Y Hub\thaR&daedmpis® s she made sure that her children
wereheavily socialisedTo achieve the appropriate level of socialisation she wergvauy day

to a variety of activities.

Hayes (1996:54) conducted a sociological analysis of best selling childrearing manuals, from
which she distiHG WKH IHDWXUHV WKDW PRWKHUV QHHG WR GHF
responsibility of the individual mother; appropriate development is achieved through
child-centred methods which are expert-guided, emotionally absorbing, labour intensive
and ILQDQFLDOO\ H[SHQVLYH 1 :HG&aqadrvens\ifihe yaod J W R
mother by ensuring that her children were well socialised. There was an element that she was
SXWWLQJ KHU FKLOGUH Q ke @sedHi@ YortditidrialersiddHHavéRoZ Q D V
suggest that there were alternatives to her attendance at a variety of groups, which may well hav
proved financially costly. In another section of her participant-led discussion, she referred to
SHWHUYV IUHTXH QW ragularN HtVidme Hrvim koid-s£iddds, she was required to

look after him. This took precedence over her own emotional naegsiotion | had of wanting
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WR JR EDFN WR ZRUN RU LQWR HGXFDWLRQ « KDG WR FRQ
ZRXOGQIW JRoubDhiththéing off salool for one or two daendy, 3: 38-41).

Although child-rearing is supposed to be self-fulfilling in itself and mothers should put their
FKLOGTV QHHGYV EHe ERmbtianalMckdd i MotReZ<)s often "0Q GHUVWRRG ' H
disappointment perhaps came from her plan of Peter going to pre-school while she returned to
study or workconstantly got canneldecause they did ngb a week without him being off school

for one or two days

Figure 6.14 - D Q H TV Toddes kiusic group (Reconstructed)

Jane (Figure 6.14) related a similar situation with Russell whose behaviour did not result in
Janef #éelings beingu HP RW L R Q D O (MayBsE M \G6LHE) LIQcbfitrast she explairféabr

soul | used to drag him along to all these groups like Jo Jingles and group singing, mother and
toddler and like he used to spend the whole time with his hands over h{Sass3:18-19).
-DQHYYVY FRPPLWPHQW WR VRFLDO L \dita@RimbalowgAgaih@eP HD QW V
literature potentially provides an explanation for why he wasplkehd the whole time with his

hands over his earsSensitivity to noise, hyperacusis, has been linked to a history of Glue Ear
(Coelho and Sanchez, 2004) and its effects on the brain have been demonstrated in research or
animals (Suret al, 2011). It could be that the noise made by the other children and the musical
instruments could have been overwhelming for Russell. The responses of the mothers in this
research indicated that they were unavediiliis common response to noise for children with a
history of Glue Ear. As the healthcare professioffalsus is on the medical aspects of the
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condition it is unlikely they would share such behavioural characteristics, even if thvey kne
them. The lack of support groups for Glue Ear lefsémothers isolated from others in a similar
situation to theirs. Therefore, this could result in them feeling that either thatvéheyoing

somethingpZUR QJY R Uwa¥ & pablelV ik théirkdhild.

Other mothers had comparable situations regarding socialising their child. Lois explored how
Stewie had difficulties when playing with other boys, particularly when rough and tumble play
was involved. Shk DG D GLOHPPD DV WR ZKHWKHU RU QRWIWR GL
donfW VRUW RI VKRXW:; any MitihR xpakeét kR RdleRISVQ IW XQGHU'
the politics of girlsso found it easier to be friends with boys. They did not appear to have
UHVROYHG ZKHWKHU WKHLU FKLOG Y \WfthBifctidas of sSbmétidng G L |
within their child. Kate was the exceptionas sbe G QRW H[SORUH 3LSSHRAJV VRI
two siblings which may account for the differences or it could be that Kate chose not to disclose
any differences as she kept her focus on the medical treatment and was keen to identify Glue Ee

as a mild condition, in keeping with its medical construction.

Lupton{ §2011) study of 60 mothers in Sydney, Australia, identiV¥dk H P Roali&fsinlhe
importance of child development for both their child and themselves. She highlighted that this
can become a very competitive situation, leading them to make social comparisons between the|
own child and those of others. The mothers from more socially advantaged backgrounds, in
particular, were keen for their children to reach developmental milestones at the appropriate age
or even better, younger W ZDV OLNHO\ WKDW :HQG\ zDV DZDUH WKD
with the other children would not go unnoticed by the other mothers in her circle. She mentioned
in the discussion that she remained in regular contact with a number of the mothers with whom
VKH KDG DWWHQGHG 1DWLRQDO &KLOGELUWK 7UXVW FOD)
Status Construction Theory explores how different social groups, in this situation mothers, place

themselves in a hierarchy according to their achievements in relation to others. It could be that
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those mothers, such as Wendy, whose children do not accomplish the group norms of
developmerdl milestones are placed in a lesser position in relation to others, as the construction

would be that they are less successful mothers.

Ryan and Runswick-Cole (2008) propose that mothers of children with disabilities negotiate
their self-perceptions in a situation in which, although they are not disabled, by virtue of
DVVRFLDWLRQ Z loNdiKonMhken arb péréelved@y hMaving a disability. Mothers of
children with ongoing Glue Ear face a situation whgrtheir children are neither disabled nor
non-GLVDEOHG 7KH FRQVWUXFW L Re@p&raryardHntdomifiéht.@e@mf V F R (
WKDW WKH PRWKHU TV Thé&y rh@y\Wdt Wave Qvéandrtdl diady attenibad tovtheir
FKLOGTV uBGecaustdf-h@dtief that the condition would resolve but simultaneously they
were aware of the difficulties that their child had in negotiating a world in which they had a

degree of hearing impairment.

6.2.2.2 Lonely and alone in my own family

The mothers in this study referred to their emotional well-being which is not well documented in
the literature about the condition. They discussed their feelings of loneliness and a sense of
isolation as they tried to negotiate the burden of having a child with long-term Glue Ear. Their
children were often in pain because of recurring ear infections and showed frustration at not
being able to hear clearly or always interact appropriately with other children. None of the
mothers in this research said that they knew anyone else whose child had the same condition to
whom they could turn to for support. Perhaps because the condition is constructed as non-life-
threatening and common, they hesitated to express their worries but thisdiesigdelings of

loneliness and emotional upset.

153



Figure 6.15 0 D U L Rriafj&/Swirl of emotions

Marion used an image of a swirl of emotions (Figure 6.15) to depict her conflicting feelings. She
felt under pressure to appear positive and not express any negative thiouglytbead it was

quite a lonely time. Because althakig, KDYH D KXVEDQG DQG , KDYH IDPLC
IHOW« ,Q P\ HPRWLRQ , IHOW TXLWry kDXW WV LIP\M W ,L PHHO/W, |
UHDOO\ H[SUHVV WKDW SDUWO\ EHF QManad, 1: B2-35Y.GHeW UHD C
reflected the turmoil in the image, as her lonelinessimas/ headShe struggled to express her
emotion, repeating« , | H @idedimes and pausing. This was in contrast to her otherwise

fluent style of delivery. Other people were physically around hawe a husband and | have

family, but there were sonthoughts she felt unable to share. She wondisréany fault,
emphasisingny. 7KLV VXJJHVW HBX WKW JuRRWKHOLQJ UHVSRQVLEO
done the right thing during pregnancyorg@d SV LQ 3RSS\{V HDUO\ PRQWKYV
6KH HPSKDVLVHG NHHSLQJ KHU I|kBIYposwR okhglpfuPeDap®d V- W K |

not being able to express her concerns, left her feeling isolated.

Marion § emotions dominated her, as she represented in the ithsgemotion, this whirlwind
RI HPRWLRQ WKLV PDHOVWURP « WKLV ZDV WR VLJQLI\ W
to signify that it was very erratic, quite chaotic at times, in terms of my em@iftan®n, 1:45-
47). She did not appear to be in control of her feelings. Theyawen@lwind and amaelstrom

The visual image and the words Marion used are suggestive of an emotional hweoane,
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erratic, quite chaoticShe was dealing with a lack of clarity or understandil@ WK DERXW 3F

condition and how she was experiencing it emotionally.

Figure 6.16 /RLV 1V Chyibghtbman (Reconstructed)

Lois reiterated this sense of being overwhelmed by her feelings when she explained the meanin
of Figure 6.16, Crying woman. The emotional impact, of not being able to improve things for her
son and not fully understanding his condition, resulted in distress and confusion:if7 kKols U H T V
nothing | can do about it. So | just sit and cry some nightss, 6: 41-42). She underlined her

sense of helplessness as there mgdkingthat she could do. In the same way as Marion, Lois

felt she was alone. There did not appear to be anyponbom she could confide and share her
concerns. She was most upset when Stewie bedach¥ S ZLWK LW VR PXEKPD QG K
meearsoff KH vD\V WKDW VRPHWLPHVY HUP LW LWYV VDG W
WKDWYV WKH WKLQJ IRU PH« WKDW VRPHWLPHYV « KH VHH
(Lois, 12: 16-19). Because Steveieems quite saahd Lois was powerless to improve his

situation, it resulted in her feeling distressed and impotent. The mothers in this study have
children who have a chronic illness which is not described as such. Because Glue Earsis seen a
temporary, emotionally the mothers lackclarity about their role and other people did not

perhaps perceive them as needing any additional support to other mothers with children of a

similar age.

Hullmanet al (2010) suggest that parents of children with diseases such as asthma and diabetes

have higher rates of stress than those of children with cancer. They speculated that this may be
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due to the chronic and unpredictable nature of the conditions. This situation could equally apply
to mothers of young people with ongoing Glue Ear who have thedalifficulty that the

condition is not perceived as serious. Currently, available information for parents of young
people with the condition is primarily medical with the emotional needs of parents seemingly
overlooked. Lederberg and Golbach (2002) regztttiat the emotional well-being and self-

esteem of mothers of children with hearing impairment is to some extent dependent upon their
perceived level of social support. It seems that mothers of children with chronic Glue Ear could
well benefit from access to others in a similar situation and for more account to be taken of their

emotional well-being and need for greater social support.

6.23_ WV ORW D SURSHU VSHFLDO QHHG

This theme is explored in Chapter Eight as it is constructed within the context of how

educational professionals interpret the condition.

6.3 Conclusions

Understanding the impact Glue Ear has in ttaglay life is generally lacking in previous

research. The mothers in this research exgttime impact the condition had on them. Creating

a photomontage, based on Photovoice principles, provided them with time to reflect. In IPA the
analysis is interpretative on the part of the researcher so | have considered some of the emotion.
turmoil which the mothers described in relation to how the mothers in this research could

construct themselves as mothers.

Despite all the rhetoric about parents working collaboratively with healthcare and educational
professionals, the mothers in this research seemed to believe that, for the most part, their views

and expertise were sub-ordinate to those of the professionals. They emphasised their expertise i
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how the condition manifested itself in their child. However, they appeared to be condbrsained
their recognition that healthcare professionals, in particular, controlled access to resources
required by their child to alleviate pain and reduce the likelihood of ongoing hearing loss.
Healthcare and educational contexts had processes and procedures which tended to restrict the
PRWKHUVY DELOLW\ WR D F Wentokhers kX iDaiiiXHeypddedilRaQaNeHday | R L
the expertise of the professionals with whom they interactedWiéhH\ FRXOG EH VHHQ

parent who lackd pV X S ®RthEWrHfessionals.

Glue Ear is perceived as being a common, temporary, medical condition which is not life-
threatening. For the mothers in this research, the difficulstia their child effectively had
chronic condition which, for most of them, appeared to have long-term consequences. The
professionals did not treat their child any differently to those children with the less complicated
form of the condition. For these mothers Glue &as not a trivial condition. No one talkedibf

in terms of being a chronic illness even though the way it manifested itself in the young people
in this study met the criteria (Mokkirgt al., 2008). The impact for tkemothers of such
contextualisation resulted in feelings of confusion regarding their place in the hierarchy of
PRWKHUKRRG 7KHLU FK L 6eBadudt they had ehgQify\Wealtl) RdblErds@viiich
required regular medical intervention. However, the messages they received were that the
condition would resolve itself and there would be no long-term health or educational
consequences. Perhaps interpreting the condition as finite in their child, meant that they did not
construct themselves as having children with a disability or impairment. They did not describe

WKHLU FKLOGUHQ DV pGHDIT

The condition was described using medical terminology which left the mothers confused about
any problematic behaviours displayed by their children. They interpreted these as residing within
the individual child. The mothers in this study were well-educated, middle-class, white British

women who appeared to attribute a key part of their identity tortile as a mother.
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Subscribing to this view had responsibilities such as ensuring that their child demonstrated good
social skills and was a productive member of society. Such a view of motherhood was also
competitive including making comparisons between tiiei L O G V ithKHatYot drheriJ

children. The result of such comparisons provided the mothers with a position in their social
circle hierarchy. There was a sub-text that ifrtlekild did not demonstrate appropriate levels of

social competence then the problem resided in them, as the mother.

The mothers in this research shared the emotional impact that being the parent of a child with thi
long-term form of the condition had on them. Most of them expressed a strong sense of isolation
There are no support groups for people affected by the condition. They are separated from other
mothers whose child has chronic Glue Ear with whom they could perhaps share concerns and
glean information. The official channels do not help them make sense of the condition. Glue Ear
has a Cinderella status. Although it may be the root cause of problems for youngipéople,

neither discussed nor constructed as a special need. In some cases this has resulted in the motf
either looking for a label ttH QDEOH WKHLU FKLOGUHQYVY DGGLWLRQDO
voicing their concerns that their child may have a condition such as autism. The implications of
these findings are explored and discussed in more detail in Chapter Nine. How the young people

interpreedtheir experience of living with long-term Glue Ear is explored in the next chapter.
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Chapter 7

Living with long-term Glue Ear: Listening to what the young people have to say

7.1 Introduction

One of my research questions was: What is it like to live with ongoing Glue Ear as a young
person? This chapter explores the perspective offered by the young people in this research. An
analysis of the words from the participant-led discussions of Daisy, Russell and Stewie, the
young people who participated in this research, highlighted some of the issues which were
important to them. Previous research has omitted the voices of young people. Listening to their
perspective can help to expand knowledge about how ongoing Glue Ear &R tQ J SHRSOH
social interactions, education and medical wellbeing as well as its potential emotional impact.
'DLV\ 5XVVH O O contpnént6 pvddidd vdlfjable insight, from their point of view, into
potential improvements to educational and healthcare practices and how, in future, young people

with the long-term condition could be better supported.

The context for this research is based on the principles of consulting young people about their
health care and educational requirements as enshrined in the United Nations Convention of the
Rights of the Child (1989), Section 12. This provides the right for the child to express his/her
views about matters relevant to him/her. The issue is not about whether young people should be

included in research, but how this can be done effectively.

In the healthcare situation, the policy regarding consultation of young people g stated in

the Department of Health (2003, p. @hey should be encouraged to be active partners in
decisions about their health and care and, where possible, be able to exercis§lti®ice

aspiration appears to be that young people will be consulted and informed about the specifics of
their treatment and be given options. However this seems to rarely happen in practice. Alderson

(2007) identifies that the legal position regarding healthcare treatment in the UiK,athdr
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countries inthe worldLQFOXGHV WKH FRQFHS @D 2008 HTheFRPSHWHQ
philosophy is that children should be provided with appropriate information about their treatment
and involved in decision-making. The young people in this research appeared to have had a
passive role in establishing their needs, despite their obvious capacity to effectively contribute.
Daisy, Stewie and Russell had opinions about their healthcare but appeared to have been omitte

from the consultation process by both healthcare professionals and their mothers.

There has been increasing recognition since the implementation of the UN Convention on the
Rights of the Child (1989) that young people should be involved in the decision-making about
the support they need in schools (Shevlin and Rose, 2008); but this may not always happen. In
the educational context McPhilligs al. (2012) demonstrate that young people have the
competence and confidence to reflect on their own needs and identify appropriate support to
enhance their learning. Young people with Glue Ear may not have had their views listened to in
the educational context as the condition is not constructed as a special need. However, the
literature and the comments from their mothers and the young people in this study suggest that
adaptations and adjustments in the classroom would be of benefit to them. Those young people
who have repeated ear infections and accompanying hearing loss associated with the condition
are most at risk of developing language processing difficulties, such as slower processing speed
related to difficulties with working memory capacity and the ability to understand complex
sentences (Capewell, 2014c). This may mean that they may require some minor adjustments in
the classroom environment if they are to achieve their full potential (Capewell, 2014a). The
results of this research clearly demonstrated that young people have insightful comments to
make, if professionals provide them with the opportunity to express their views and make the

time to listen to them.

Even though young people may be willing to participate in consultation with professionals and

researchers, they may not either have the opportunities or encouragement to do so. The issues
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around this are briefly explored in this chapter, particularly when parents act as gatekeepers.
They may consider that participation would not be in the best interests of their child and that

their innocence needs protecting (Lowe, 2012).

7.1.1 Parents as Gatekeepers

In this research, access to the young people was through their parents. When talking about the
research with the mothers, | explained that | would like to involve their son/daughter. In four
cases the parents agreed that this would be acceptable, however, one felt that her child may fee
uncomfortable talking to me. In another instance the young person agreed to take part, but then
did not produce a photomontage or respond to further communications. Three of the mothers
said that they would ask their child about being involved, but despite reminders, this did not
happen. Those mothers chose to meet me at a neutral location away from their home. In future
research | would be more aware of this issue and try to develop strategies for overcoming

SDUHQWVY SRWHQWLDO EDUULHUVY WR SHUPLWWLQJ WKHL

Murray (2011) in her critical review of gaining access to young children explained that adult
have control over whether or not their children can become involved, with the final decision
remaining in parental hands. Research evidence suggests (Savage and McCarron 2009; Rodigu
et al, 2006) that some parents are likely to not even discuss the research with their child,
preferring to make the decision for them. For some parents this view is likely to have resulted
from a desire to protect their child from a potentially upsetting experience (Lowe, 2012). Some
of the parents in this research perceived their experience of parenting a child with long-term
Glue Ear as upsetting so may have projected those feelings onto their child thus wishing to avoic

their child feeling upset.

161



Prout (2005) identified that the slow rate of physical development of children and dependency or
their parents is sometimes equated with an equal lack of emotional and psychological maturity.
7KLV DSSURDFK VHHVY FKLOGUHQ DV pKXPDQ EHFRPLQJVT
decisions or providing insight into their experience. The mothers in this study could have
adopted this view as their children had a physical condition which required them to provide more
support than mothers of similarly aged children. The recurring ear infections and hospital visits

may have led the mothers to see their children as more vulnerable so needing extra protection.

However, in some cases dealing with an ongoing health condition can lead to an increase in
PDWXULW\ DQG LQVLJKW LQWR D FKLOGYV FLUFXHaMawWDQFH
those parents of children with ongoing health issues, the parent does not want to relinquish
control over the decision-making process to the child. It could be that the mothers in this
research felt that it was their responsibility to make decisions for their children, such as whether
the child should have grommet surgery or a hearing aid. Both those decisions may lead to the
child being upset and it could be that avoiding involvement in this research was an extension of

that thinking.

Savage and McCarron (2009) suggest that making direct contad¢bffaz with young people

may be the most effective way to recruit participants, however there remains the legal position
whereby parents must be the first point of contact. While the need to protect young people must
remain a key concern, their rights to express their views and be involved also needs
consideration (Murray, 2011). In this research the young people provided valuable insight as to
what it is like to live with long-term Glue Ear. This suggests that continued efforts need to be
made to involve more young people as well as recognise their need for protection, including

acknowledgemenR| WKH SDUHQWVY OHJDO UHVSRQVLELOLWLHV
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7.2 Discussion of the Super-Ordinate Themes

To my knowledge, this research is the first in which young people with long term experience of
the condition have themselves described their emotional responses, rather than their answers
being filtered by a parent, or limited to topics chosen by researchers. Previous research has
mostly focused on improvemertts \RXQJ SHRSOHYV DELOLW\ WR KHDU PF
grommet surgery, measured through questionnaires completed by parental proxiest @ube

2011; Timmermart al, 2007). Those results are based on the perceptions and interpretations of
adults, usually mothers. This research provided young people with the opportunity to explore anc
express their feelings about the impact the condition had on them froto-day- They

highlighted the actions that they, and atheould take to minimise the affects of the condition.
Additionally they identified situations when they would have benefited from others having
greater understanding of the condition and they way in which it impacted them. Two super-

ordinate themes p1HYHU OL Q G fwBri@entifedv/as Blnarising their issues.

7TDEOH <RXQJ BHRSOHYV 7KHPHV
H1IHYHU OLQGT
1.1. The Stres§ 1.2. The Gapf 1.3. The Feaff
2. Stuck
2.1. Sidelined 2.2. In between
7DEOH <R XQJ 3HR S O Hanh\bverkiehroHtNe tvlsEpEriolidate themes and

their accompanying sub-themes identified from the analysis. The first super-ordinate theme

concerned emotional issues, regarding how the three young people tried to make sense of their
own emotions in response to both the situations they faced and their treatment by others; adults
DQG \RXQJ SHRSOH 7KH plHYHU ®td&dthénieEdh@ fidrlanW KH | L
image produced by Daisy (Figure 7.The second super-otdQDWH WKHPH up6WXFNY

WKH \RXQJ SHRSOHYV VLWXDWLRQ ZKHUHE\ WKH\ DUH FRQ
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which is usually regarded as temporary combined with the way in which adults do not always

make efforts to include them.

Figure 7.1 'DLVifiage u1HYHU OLQGT

NCVERTIND

721 pu1HYHU OLQGY

This super-ordinate theme was developed from the way in which the young people attempted to
minimise their emotional response, of feeling dismissed by others, resulting from their inability
to hear It has three sub-themes. An overview is provided here followed by a more detailed
exploration later in the chapter:
X M7KH 6WUHVV RI OLYLQ hdeyoDndriRefhet Muffed o RUOG Z
overwhelming; with the need to have things repeated, which does not always happen
X UW7KH *DSY EHWZHHQ ZKDW WKH\ FDQ GHFLSKHU LV JRI
whether or not to disclose their hearing loss
X W7KH )dflapérations along with the lack of consultation of their wishes by the adults,

leaving them feeling passive and objectified.

'DLVN\ XVHG WKH LPDJH DQG SKUDVH plHYHU OLQGY )LJIXUI
in a lot of conversations with others, leading her to wonder whether she was being deliberately
excluced it says, flever Mindf pFRVY SHRSOH OLNH VD\ VRPHWKLQJ WF

MVhatfand they say it again, and | sagyhat?fDQG WKH\fUH OLNH pl1HYHU PL
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mindfDQG WKH\TUH Mérgavabowt @G RXW ,fiP OLNH SDUDQRLG DE
saying(Daisy, 1: 7-10). It is unclear whether Daisy was talking about her friends as she used the
collective nounpeople She emphasised that she needed things repeated a number of times and

that sometimes others did not always do so. There was a suggestion that she felt dismissed whe
they used the phradéever mind Potentially this situation could be avoided if her classmates had

a greater awareness of Glue Ear and its consequences.

7KH SKUDVH pl1HYHU OLQGY VXrbd wWovthvad@yingy Eoouty that ik wadwnetl Q J
important or that no extra consideration was required of the issue. In this case, the impression
was that there was little consideration by others of the individual upset felt by Daisy, Russell and
Stewiein the situations they described. To some extent this was compounded by the constructior
of Glue Ear as a trivial condition. Overall therd dot seem to be any provision made in the
classroom to enhance their hearing, or even an acknowledgement that anything was required.
Generally the young people avoiding bringing attention to themselves, but tried to integrate with
their classmates. The conflict between what they could hear, why they needed to have things

repeated and the construction of the condition led to emotional repercussions for them.

p7KH 6WUHVVY

The focus of this sub-themeas the emotional impact on the young people of never fully

following what was being said by othetsdeveORSHG IURP 6WHZLHYV p6WUHV
7.2). Daisy and Russell both shared the emotion of frustration. Baér(2006) propose that

young people are those best placed to explore and provide insight into their social worlds. The
three young people in this research articulated their emotions and the situations in which they

had difficulty.
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Figure 7.2 6 W H Zin&b§ Btressed (Reconstructed)

==
\
‘\

6WHZLH ODEHOOHG KLV LPDJH RI D ER\ VLWWLQAsA& WK KL
explained:There are things | get stressed about, like annoyed about, stressed about like when |
FDQTW KHDU DOO RI WKH WLPH DQG OLNH HUP , KDYH WR
DOzD\V KDYH WR JR XS FORVHU WR WKH GHVN DV , MXVW
hear at times, so like, yeah, so | just get stressed abou(&tawie, 2: 11-15}e recognised

that his need to have things repeated causedtingss However this was onlgt timesso

underlining the intermittent nature of his hearing loss. By repestiagsedhree times, he

highlighted the extent of his emotional upset. He wanted to hear and understand-HDitGngisV

being disabled in his efforts to interact with others. He seemed to be controlled by his ears with
them compelling him to behave in a way not necessarily of his choice, as suggested by the
imperatives] have tq andl always havePerhaps part of hstressresults from feeling a lack of

control.

/IRZH LGHQWLILHVY WKH FRQFHSW RI WKH pXQDXWKRUI
as subordinate to the control of adults. This resonated®MhH ZLH TV H[ §@QiBgQddd/ L R Q
things. In addition to being subject to the requirements of the adults in the classroom, as are all
children, his ears imposed extra requirements upon him because they were unable to process

sound effectively. According to Olit al. (2012) the child in the classroom has limited latitude
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to achieve a sense of agenydeciding on a course of action and taking the consequences for
thH GHFLVLRQ +RZHYHU ZLWKRXW D VHQVH RI DJHQF\ DQC
feel that they are not valued. Stewie, and the othersedéedeel that theyvere part of the

school community, even if tireneedswvere different to most of their peers. Equally, if thegre

to co-operate with healthcare professionals, it was important that they felt that their opinions

were listened to and valued by adults.

Figure 7.3 Dais\ { ivhage Shouting person

Daisy used an image afshouting person (Figure 7.3) to discuss what triggered her:drygr
UHDOO\ DQJU\ « DQG XSVHW « OLNH , ZDQW WR« SXQFK
EHFDXVH , FDQYW KHDU ZKDW SHRSOH VD\ VRPHWE&HYV , |
that to youf$ Q G , D@ you?fand then they yell at me and thelR K \RXJYH JRW EDG
KDY HQ 1 iaisR ¥:3%2-26). For Daisy, there was a two-way interaction; she became angry,
to the extent that she wanted¢o S X Q F K V BU? étjWal/loer people were frustrated so
thatthey yell at meThere was a hint that she saw her friends as mocking her when they yelled
Ph\RXYYH JRW EDG KH DShe @ant&ddi¢id @ $peak Bodienough for her to

hear them, but did not want themytell. UsingOh implied that others were almost belittling her

as it is an expression that can mean either surprise or dismissal. She recognised that in part her
anger was because gmessed outSayingsometimeslemonstrated the intermittent nature of her

hearing impairment and was similar@W HZLH TV G\taybe She 3$&ngR Qecause her
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hearing loss did not elicit a positive response from her peers. As with Stélid. \eafsV

appeared to dictate what she could and could not do.

The physical repercussions of the condition were demonstrated by Russell. His ear drum had
burst just prior to his participation in this research. The fluid from the middle ear then discharged
from his ear canaMy ears have been gunky recently. And you have to keep having to clear out
yRXU HDUV DQG LWV KRUULEOH %DE\ ZLSHV DQG WKH\ JF
KHDULQJ KD VaQ §oMSE [dst @t thdthgreat really and | hate havdagl ears,(Russell,

Gunky ears: 3- 5 XV V H O fséemddl tb\control him. He used the continuous imperative
keep having tethus emphasising his lack of choice. He talked about his actions usirfj the 2
person singulayou, rather than referring to himself using tiépkerson), potentially distancing
himself from the need to clean his ears. Describingdiggy baby wipesighlighted the

unpleasant nature of the discharge. Although he did not mention the response of his classmates
to his ear cleaning, they would be unlikely to show sympathy for him. He seemed to share Daisy
DQG 6WHZLHTV | khe® helpinghdsised WHhdte/Ndvingbad ears Russell had no

choice but to clean his ears thus he was set apart from others.

The difficulties in the school environment for Daisy, Stewie and Russell are threefold. Firstly, as
OLOHYV K LMdst@hilddieviwio gxperience difficulties in school cannot easily

be identifedasuGLITHUHQWY IURP WKHLU SHHUV EHFDXVH WKHLL
visible.f 7 K leSpdcidlly the case with hearing loss. Secondly, Angelides and Aravi (2006-
2007) explain that even when young people in mainstream schools need support this is not
always forthcoming either by the teachers or other students. Thirdly, Glue Ear is not regarded as

a special need in most schools.

However, for the three young people in this research, their inability to lieseghrate them

from their peers. Mitchell and Karchmer (2006), in their demographic study of deaf education in
168



the USA, found that there was only likely to be one hearing impaired student in mainstream
schools. So both teachers and students are probably unfamiliar with the implications of hearing
impairment and likely to lack effective strategies for dealing with such students. This could lead
to a situation where young people, like Stewie, Daisy and Russell, feel isolated and have to
develop their own strategies to manage their hearing difficulties. Not receiving the support they
need could increase their stress levels as they may not fully understand their emotions or have
the means to master them. Not being able to clearly decipher what people were saying and
lacking extra help, resulted in emotional issues related to stress, anger and frustration for the
\RXQJ SHRSOH LQ WKLV VWXG\ 7KHLU WHDFKHUVY OLPLWI
in the classroom could potentially result in disengagement or even mental health issues for some

children with this ongoing condition.

The continued effort of failing to fully understand what is going on around them coupled with
WKHLU SHH U at fiabnQ © BonistgnByHepeat themselves could lead to difficulties for
young people with ongoing Glue Ear. Such a situation led to Daisy feeling rejected by her
friends:, UHPHPEHU WKHUH ZDV VRPH LQYLWH RU VRPHWKLQJ
and they saidu 2K \RXJYH JRW EDG KHDULQJ WK HjustHgpMu@ddl SRLQ
GRZQ «IRU LW DQG « , ZDV OLNH XPPPK WK(DasN¥: \HDK
37-40). Daisy felt angry, perhaps because her friends were not prepared to make the extra effort
required to make sure that she could participate in the activity. The link that her friends made
betweerbad hearingandno point in you cominguggested that they may not believe that she
needed things repeated (Zhezigl, 2003) or that they were not prepared to make the effort
required to ensure her inclusion. In either case, Daisy may have developed a negative self-imag

potentially reinforced by seeing herself as not good enough for her friends.
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Figure 7.4 Hogan (2014) Tri-Level Reaction and Fusion Model

Lots of Physical Reactions

« Pupils dilate
. « Saliva flow inhibited
Emotions « Heart beats faster
« Shame, sadness or grief = Blood pressure may increase
« Fear of failure/rejection/stupidity + Bronchi dilates
« Flight/fight - Adrenal gland secretes
+ Anger, Impatience or hate + Digestion slows
« Embarrassment & Isolation % « Liver puts sugar into the system
+ Personal Invalidation * More sweat
+ Stigma/prejudice + Kidneys inhibited
« Worry & anxiety - what's my future? = Peripheral blood vessels constrict

+ Increased strength to muscles

Incompetency
= Failure
Nothing works
anymore

I just can't
face people
They'll think
I'm stupid
I have
no future

Reproduced with the kind permission of Professor Anthony Hddaiversity of Canberra.

Hogan (2014) summarises the potential outcomes for individuals with hearing loss in a Tri-Level
reaction model which he proposes becomes a Fusion of emotions, physical reactions and
negative self-talk (Figure 7.4). This model can be applied to the young people in this research,
whereby the fight-or-flight response (Jansemnal, 1995)was likely to be frequently activated,
negative emotions could occur along with the type of self-talk potentially resulting in low self-
esteem. In this section, Daisy, Stewie and Russell have identified experiences arising from their

hearing loss which refleetlthe elements of the model.

Their fight-or-l OLJKW UHVSRQVH ZKLFK +RJDQ ODEHOOHG |
was very likely to result from their feelings of anger and upset. Russell emphasised that he hatec
havingbad ears Stewie focused on tratresshe frequently felt in the classroom environment

and Daisy explained how she became very angry and wanpeeh¢b somethingrhese

negative emotions potentially raised blood pressure, increased heart rate aadireadtenalin
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being released into their blood stream. If repeated often enough it could lead to long-term health

issues.

Interms of +RIJDQ TV (PRWLRQDO GRPDLQ )Lexprésskd negatméKH \R X Q
feelings. Daisy felt rejeetiwhen she perceived that her friends pather dowrwith the
accompanying emotion of anger. Stewie repeated how heriedisechnd potentially

embarrassed & DYLQJ WR JR FORVH \Riss¥ll Wat [ReN © Ravel éxfievielcd&lE O H
some stigma because of having to clean ougtnikyears resulting isoggy baby wipe$eer
friendships and support are particularly important during adolescence as young people develop
their sense of personal identity. Garcia (2010) suggests that there is limited understanding of ho
adolescents manage situations which they find stressful or what longer-term impact this has on
them. The young people expressed emotions that belie the description of Glue Ear as being
trivial and without long-term implications. This may be because there has been limited research
into the psycho-social implications of the condition for young people and they have not

previously been directly consulted.

7KH WKLUG HOHPHQW RI +RJDQYV PRGHO JLIXUH

talk. Being the only person in the class with hearing loss could perhaps lead to feelings of
isolation (Mitchell and Karchmer, 2006). It is likely that having to have things repeated could
UHVXOW LQ EHLQJ ODEHOOHG DV pvVWXSLGYT E\ FODVVPDW
et al. (2008) identified that young people with mild-moderate hearing loss or unilateral hearing
loss reported that they were depressed and were bullied by their fellow students. The young
people in this research did not discuss bullying issues, but they did identify themselves as feeling
apart from their classmates. This could lead to feelings of inadequacy maybe leading to negative
se-f-WDON DERXW QRW ILWWLQJ LQ ZLWK RWKHUYV DV FRXOC

by her friends.
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ML/KH *DSY

There are two aspects to this sub-theme. The first relates to Russell and Stewie not disclosing
their hearing difficulties to their classmates. The second elemearheaesponse of their

teachers who eithelidinot know or @ not take into account potential difficulties linked to the
hearing loss associated with the long-term condi@msy was in secondary school so had a
number of teachers. Without effective communication with all of her teachers then her inability
to hear clearly could have éeidentified as a behavioural problem within her. These situations
were likelyto resultinau*DSY EHWZHHQ ZKDW WKH \R ¥0QId d8dtpRe O H L C

going on around them and their ability to perform on an equal footing with their peers.

J)LIXUH 6WHZLHYV LPDJH p$QJU\T 5HFRQVWUXFWHG

When explaining his Angry image (Figure 7.5), Stewie recounted how he became upset in
school:, ZDV OLNH GRLQJ WKLV FRPSUHKHQVLRQ [B@we,2FRX0O
23-24). Because he was unable to keep up with the teacher and check whether his answers wel
right or wrong, he felt ang, perhaps blaming his ears for his difficulties. Nittrouer and Burton
(2005) suggest that repeated episodes of Glue Ear from an early age lead to young people havir
difficulty processing information at the same rate as their normal-hearing peers. Btéewé H D F K |
did not seem to be aware of what was happening to him but he did not appeardachave

anything, perhap® GRSWLQJ WKH plHYHU OLQGY D& Ribrraiisikgl UHF

his feelings, it was likely that his blood pressure elevated and his heart rate increased] Btewie
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image depicted high levels of rage and was perhaps chosen to demonstrate the physical and

emotional impact of his anger on him.

Guardino and Antia (2012) explain that for children with a mild degree of hearing loss, the
background noise in classrooms results in them being difficult listening environments. This is
likely to apply to the young people in this research. Stewie was probably trying to concentrate on
WKH W H D F &WH higjdlasgrRaltes Fhay have been paying attention. However, in the normal
classroom environment there are high levels of ambient noise resulting from students moving
their chairs, rustling papers or talking quietly to each other (Capewell, 2014a). It was likely that
blocking out such noises would be difficult for Stewie (Manleval.,2001)sodistracting him

and causing him difficulty in following what the teacher was saying. Such conditions could lead
W R D ipWiabtfie young people in this research could understand in the busy classroom
environment and also how they behave. They related becoming upset and frustrated because th
could not follow what was happening, butithieachers probably did not understand the cause of

such emotions as they veaunlikely to understand the impact of the background noise.

Russell had not fully disclosed to his classmates the extent of his hearing protighibe

RWKHU NLGV DW VFKRR O (WRDdH) NtQdRitZo ik DeBdn@nd. thenLthey
spread it to the whole school. (He started to move around the table, still whispéRuog3ell,

Gunky ears: 3-7). His use gireadandto the whole schopbaid in a whisper and his body
language of beginning to move around indicated that he was uncomfortable talking about letting
other people know that he had hearing difficulties. It seemed that his disclosure to one person
had not been kept confidential, perhaps resulting in him feeling that his trust had been misplacec
He ended his discussion with me at this point. Potentially he did not want to stigmatise himself
as being different as maybe he was concerned about the impact of his disclosure on his
interactions with his classmates. However, by not telling others of his hearing difficulties, he

may have disakd himself. [ others @d not understand that he could not always hear then they
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were not given the opportunity to help him. From RUH O O TV SiHAduldoE thay heYdid
not want to highlight any weakness as it could have left him more vulnerable to bullying

(Brunnberget al, 2008).

6WHZLHYV WHDFKHU NQHZ DERXW KLV KHDUugpdrt@RVV DQG
needed. He appreciated the effort she maddEH OLNH DOZD\V DVNV LI ,TP DO
TP 2. DQG VKHTV OLN K5téwib), B:PB29K A udteRamdin the context of

when he was explaining the difference between what actions he perceived as attribgiadde to

and bad teachersStewie believed that a key characteristic gbad teacherwas that she

checked his needs and demonstrated her understanddgg ® VLW XDWLRQgMWMXIXV FO
but not requiring Stewie speak up for himself. Russell appeared to be uncomfortable in
acknowledging his hearing loss, so he may not have had the confidence to explain to his teache
what help he needi or the teacher may not have been receptive to his efforts of asking for
support. It may be that Russell and Stewie either did not want to adopt the role of being their
own self-advocatby identifying their needs then asking their teachers for specific help or lacked

understanding as to what impeded their hearing in a classroom (Toe, 2009).

*RRGOH\ HISORUHG WXGI RHD R\YQJ KR IFidnierihcikdRsyatt U D
the individual and the collective level. An example of the latter was SfeWieH [ S O D QdwW L R C
he worked with his teacher to ensure that when his hearing was not at its optimum level she
could support him. In contrast some of his other teachers expected him to perform at the
individual level and specify himself what help he needed and the actions required from teachers
for him to perform at his best. Goodley (2000) noted that high levels of self-confidence are
required if an individual is to take the initiative about what is helpful for tiHeachers are in

charge in schools and students are expected to conform to classroom expectations of behaviour
so may lack the confidence to state their needs. Lowe (2012) observed that even very young

children know that the teacher has control and children are expected to follow the adult rules. As
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+RJD Q TV Tri-level Reaction and Fusion model (Figure 7.4) suggests, young people with
hearing loss may have developed a negative self-image so may not wish to highlight any
difficulties or differences they have and could lack self-confidence. It would appear to be better
if teacherswer RUH YLIJLODQW DERXW DQ LQGLYLGXDO VWXGHQC

conversations as to how they could be best supported.

Although DaisyV FO DV V P D W H VWWebBd helaribgsliedid nBt lappear to have discussed

it with her teachers. She related an incident in the classithenteacher came up to me and was
WDONLQJ WR PH DQG WU\LQJ WR KHOS PH « $QaBkWHHQ , «
and | did my work and whatever and he was still stood there staring at me and he mouthed it anc
, FRXOGQTW XQGHUVWDQG DQ\ RI ZKDW « DQG ,1G VDLG
GHWHQWLRQ DQG P O KDkisy, 5: 6-D1Q Rath&r thBrisayRg(te the teacher

that she could not hear, Daisy followed the social conventions of the classroom and the
behaviours of a good student, by sayiimgnk youto the teacher when she thought he had

finished talking. From her perspecteH PRXWKHG LW DQG , DFRUXBIGZAAIDIWN X«
indicated her inability to hear him. However, the teacher misinterpreted her behajiasiso

rude to ignore mef] The resulting misinterpretation was that Daisy had a detention accompanied
by feelings of injustice whereas the teacher probably labelled medas7 KH wJDSY ZDV
between what Daisy was prepared to disclose and what the teacher should know, but led to a

poor teacher-pupil relationships.

Daisy did not appear to want to be different to her classm@tgEsi\ GRQIW WUHDW \R X
My mum and dad are always likgit at the front of the classroofio XW , GRQITW UHDOC
EHFDXVH PRVW RI WKH WLPH WKH WHDFKHU ZULWHYV GRZQ
RXW D ORW EXW P DFWXHP @QRWR W &D W {WRVYYRWWALRBEW M
UHDOO\ XQGHUVWDQG VWXIlI 0\ SDUHQWY WKLQN LWV WHF

L V (Daisy, 1: 44-49). Daisy seemed to believe that teachers were used to pupils with poor
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hearing, although this is unlikely to be the case (Mitchell and Karchmer, 2006). As Miles (2011)
indicated hearing loss is invisible which is compounded for Glue Ear as it is not seen as a specia
need therefore the teache®R Q TW W U H D ViDaidy Xitrib@édl herpaCacademic
performance to shortcomings within herselff P QRW W&DW ORWURN WLPH , MX®
really understand stufft seemed that Daisy was participating in the negative self-talk identified

by Hogan (2014).

However, it is the responsibility of the school and teachers to ensbrdthWKH pJDSY ZKLF
experienced was closed (Murray, 2006) rather than requiring her to identify and specify what
actions they needed to take. Daisy was 14 years of age at the time of the research so acceptanc
by her peer group and being like them was important (Garcia, 2010). She appeared to attribute
her poor school performance as something lacking in herself rather than being pogentially

failure by her teachers to support her.

Russell appeared to experience school in a similar way to Daisy. There had been a change in
classroom practice becaus#F KRROTV QR Z VR UW kRdwKikhdy®hdpgh Q& oy W K H
KHDULQJYY GURSSHG EHFDXVH pFRV ,fP JHWWLQJug KHDL
QRZ WKH\YfYH PRYHG PH LQ GLIITHUHQW V StbeéRtéhvhey 8ndW KD W
WKLQJV« VR LQ WKH he@ KW W F\D & COSFSHQRLQO\LQVWHDG RI F
(Russell, School: 1-5)5 X V V HeEWvGefavin the classroom meant that he could be part of the
lesson as hean actuallyhear ZKDW{fV KDSSHQLQJ LQVWHDBI& RI PLVVLQ.
demonstrated that he kmehat he had previously beemssing out thingswvhich was likely to

have led to feelings of isolation, activated his stress response and potentially self-talk about
being personally inadequate (Hogan, 2014). It seemed that there were limits to the improvement
as they wersort of helping The school seemed to be responding because Russegiéitiag a

hearing aidwhich signified a sensory loss.
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Part of the difficulty for young people with ongoing Glue Ear in the school context is that the
condition is often seen as trivial and temporary. It is expected to spontaneously resolve for most
children by seven to nine years of age (Bluestone and Klein, 2007). The implications for Stewie,
Russell and Daisy, and young people like them, were that their teachers did not expect them to
have any associated difficulties thus did not routinely make adjustments for them. This resulted
in a pap fbetween what they needand the support provided. In addition to impeding their
academic performance, the lack of understandinyw@ LNHO\ WR LPSDFW WKH \R
psycho-emotional wellbeing through potentially viewing themselves in a negative way. The
frequent triggering of their fight or flight response could develop into long-term health

implications unless effective coping strategies are developed (Canhabk2001).

Thomas (2004) discusses how a biologically-based impairment, in this case hearing loss, results
LQ GLVDELOLW\ ZKHQ D SHUVRQYV DFWLYLWLHY UHVXOW I
situation, the young people in this study were less able to perform at their optimum level becaust
small adjustments, which would have enabled them to interact with their peers and to follow
what the teacher was saying, were not routinely made. Although they had agency to act, young
people are inhibited by classroom behavioural norms and the power differential between student
and teachers (Lowe, 20126 WHZLHYY WHDFKHU GHPRQVWUDWHG WKD
involved him in the decision-making about what adjustments would be helpful. RUSseM FK R R C
took action on being told he needed a hearing aid thus recognising his hearing impairment. The
less informal interaction between parents and teachers in secondary school resulted in Daisy
needing to speak to her teachers. It could be argued that she was old enough to be her own self
advocate, however she seemed to lack the confidence and appeared not to want to draw attentic

to herself.

Georgesoret al.(2014) suggest that young people with disabilities benefit when their teachers

consult them about how to best support their learning. Their self-advocacy skills are developed
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as they communicate their needs and ways to support them. However, educational professionals
need to become adept at listening and responding positively to their students. Learning such
VNLOOV IURP DQ HDUO\ DJH LV OLNHd@hc®¥aRd théréfar¢irelp theld \R
achieve their full potential. The comments by the young people in this research suggest that

although they may know what help they need, they are not always encouraged to express it.

7.2.1.3 [Ihe Feaf|

The young people in this research identified grommet surgery as stressful and caused them
mental anxiety. The hospital systems took precedence over any consultation witlitreem.

Fearfis examined by Daisy and Stievabout their response to having a general anaesthetic.

Much of the experience for those with ongoing Glue Ear relates to regular hospital visits and
operations. Daisy, Stewie and Russell knew what to expect when they had surgery as they have

all had at least two operations.

6WHZLHYV DQ[L Hxven BEeDeXplainéd Bid@reéptions of going into the operating

room: WKH\ VWLFN OLNH WKHVH QHHGOHV LQ P\ KDQG ,WTIV
WKHP DQG , KDYH WR GR LW OLNH ZKLOH ,fP SOD\LQJ WK
sleepaQ G WKHQ , FRPH EDFN DQG ,fYH JRW D VRUH WKURDW
WKHP UHPRYHG DQG WKH)\ U HIe@i6,V:6X0).\Stei© {Giehthy detailscR U U L
each step, almost as though he was separated from the experience. However, he focused on the
resulting painreally hurtswhich he repeated arsre throat He used the"3person pronoun
theysuggestive that the process was impersonal. Thestiekobjectified his body, but he still

felt pain. Although he was aware that they were no longer physically présentarks

remained as longer term emotional scars in his memory; those made by the needles and the
people who put them in. He ustthave to do indl have to have them removedth the

imperative formhaveindicated compulsion and a lack of choice on his part. Perhaps the medical
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team were trying to distract him ipjaying the gamastheyput the needle into his hand. But his
previous experience of the pain caused him anxiety and knowledgevtioald hurt. Stewie
seemed to feel the procedure was impersonal, as no one appeared to talk to him aeccomfort

him. He wadeft with a fear of operations and needles.

Similady, Daisy recalled her previous grommet operatibhsid a really bad experience with

one when | was really younger and they jabbed me in the wrong place in the back of my hand
DQG LW ZDV UHDOO\ UHDOO\ KRUULEOH DQG HYHQ WKRXJ}
makes me cringaisy, 9:22-24). Daisy usebbedanemotive and somewhat violent

description. She emphasised that the needlesallg, really horrible an almost identical
description to Stewie. Daisy believed that the needle had been insdtiedvrong place in the

back of my handuggesting that the process had not been explained in a way that she
understood, as the back of her hand would be the appropriate place. She too had an ongoing fe:
of needles in any situation. These two young people had never met and lived in different parts of
England, but their experiences and language were very similar, as was the impact of having

injections.

There are written policies in hospitals about consulting with young people and giving them
choices about their treatment (Department of Health, 2004, 2008ams and Noyes (2009)

make the point that although parents generally have the legal responsibility for giving permission
for treatment, there are some decisions that children are regarded as being competent to make
and should be provided with the opportunity to do so. The way in which an anaesthetic is
administered in specifically cited in their work. Despite Williams and N§z&09) comments

about consultation, the young people in this research did not believe that they were given a
choice about the way the anaesthesia was administered. The adult notion of consultation is in
HYLGHQFH LQ WKH 1DWLRQDO '"HDI &KLOGUHQYV 6RFLHW\

to explain to young people the reasons for their grommet surgery. With regard to surgery, it only
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says that Harvey will be put to sleep, with little explanation of the procedure. In contrast, Dooley
LQ KLV FKLOGUHQYV VWRU\ LGHQWLILHG WKH LPSRL
their treatment, therefore less likely to be upset in the long-term. Coyne (2006) makes the point
that when young people are consulted and involved in what is happening then they are less
distressed by even painful procedures. If policies are to be changed then there needs to be grea
awareness among healthcare professionals of how young people feel as well as genuinely giving
them the opportunity to express a choice. This is probably more important for those young
people with the ongoing condition who have had more than one set of grommets as they know
what will happen with potentially additional upset for them. Their fears could be prevented by
talking to them. As inserting grommets is the most common reason for surgery in young people
(Zumachet al, 2010) it may mean that healthcare professionals see it as a straightforward
procedure and routine operation. It may be that the impact on individual young people (and their
parents)s not in the forefront of their thinking. Although there may be large numbers of
operations, as the comments byséngoung people indicated, the individual impact may be

much greater.

There has been increasing awareness of the need to involve young people in their treatment
(Gabeet al, 2004) but this has not necessarily been translated into practice. There was a strong
sense that Daisy and Stewie felt that they had no choice in what happened to them and that the
must comply with the adul®nstructions. If policy and practice are to align then issues need to

be consideHG IURP WKH \RXQJ SHRSOH fadt&lhe lseiwtthéL HZ 7KH\
experience of treatment had been and consulted about what information theg avargeed

It could be that having a single point of contact from whom the young person could seek
information and share their point of view would make the experience of operations far less
distressing. The young people did not describe any attempt to argue so appear to have compliec

with the procedures, even though their feelings about needlesHmenitgje and frightening
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were clear from what they said. It was as though their bodies were the focus of the healthcare

professionals rather than consideration being given to them as people.

Martenson and Fagerskiold (2007: 4 DNH WKH SRLQW WKDW pu+HDOWK S
the child/young person as an individuad&s GHVLJQ LQIRUPDWLRQ VSHFLILF
not be easy within the constraints of the NHS, but is necessaRB/ X Q J S HsReSLard[f¢ar

are to be reduced. If young people are not given the opportunity to openly express how they feel
about the hospital procedures then they are not being treated as an individual. The young people
in thisresearc D\ QRW KDYH VDLG DQ\WKLQJ DW WKH WLPH RI1 V
with it was clear. Their description of being compelled to do things with no recall of the hospital
V Wdnkinfles suggested that thely that therewd D p1HYHU OLQGY DWWLWXGH

the NHS process taking precedence over their individuality.

7.2.2_Stuck

The name of the second superd GLQ D W H W KsHggestiyesotheidyinlwiich the

young people saw themselves as being unable to move forward and that they have had choices
taken away from them. The title came from the interpretation that they were caught in situations
over which they had no control and seetto have to comply with the wishes of the adults

around them. They seemed to believe that they had little choice in the options available to them.
They experienced very little in the way of meaningful consultation. They perhaps felt removed
I[URP pQRUP DO fidridtldesGribatiggniseiwas & having either an iliness, or a disability.
One reason that Daisy complied with actions with which she did notwasrthat she id not

want to go deaf. The young people tended to describe themselves ashaaveaysather than

referring to their hearing difficulties.
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ThissuperRUGLQDWH WKHPH p6WXFNY KLIJKOLJKWV WKH \RXC
constrained by the condition and the responses of others. Wwhashb-themes, which are
summarised as:

X W6 L G H ddenfielsGHe way in which tlyeperceived healthcare professionals as
communicating primarily with their mothers. They suggested that they had limited
information about their condition or involvement in its treatment, positioning themselves
as onlookers

X UM @HWZHHQ T e Hnbb sltudibh\in Which they have contlhearing
difficulties and pain, but are told that they have a condition which is usually regarded as
temporary with no long-term effects. They were thektétd pLQ EHWZHHQ® WKF

impaired so they were not like their peers and the condition had not resolved.

7.2.2.1 Sidelined: Discussions between Healthcare Professionals and Mothers

Just as the young people did not appear to be involved in making decisions about their operatior
or routinely asked about what support would benefit them in an educational context, the same
pattern appeared in their interaction with healthcare professiatthlsir routine hospital visits.

They did not perceive themselves as involved in discussions about how they experienced the
condition or how it impacted their dag-day life (Capewell, 2014e). They did not appear to be
provided with accessible information which would enable them to contribute to consultations
about what options were available to help them improve their situation. The young people in this
UHVHDUFK DSSHDUHG WR EH RQ WKH pVLGHOLQHVTYT RI FRC
that the ENT consultant gathered information from others, such as audiologists and parents, to
make decisions about the best course of action. This follows the traditional paternalistic
approach (Williams and Noyes, 2009) which is increasingly under pressure to change to a more

cdlaborative patient-centred style including the young person taking an active role.
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Daisy explained a typical visit for one of her regular check-upsO O , 100 JHW WKHUH
ZDLWLQJ URRP DQG WKH\TOO FDOO PH LQ 6LW PH GRZQ F
H7KHUHTYV PLQRU LQIHFWLRQ ELW RI DLU WUDSSHG EHKLC
SHUIRUDWLRQ «« PLIJKW QHHG DQ RSHU DM tReFankeRiMg E D F N
every time(Daisy, 3: 42-45). Daisy used imperative verb commasitsall, check to itemise

the procedure she followed. She used the passive voice which emphasised her lack of agency ir
even small things in her interaction with the ENT consultaintme down ' D L \defintion of

abit of air trapped behind the ear drusuggested that sheldhot really have a clear

understanding of her condition. Daisy appeared to be almost observing herself. She did not
demonstrate any emotions giving the impression of her body being processed. In a similar way,
Stewie related the audiology tests, required before seeing the consitamt] normally go

ZHOO , XVXDOO\ KDYH WR KDYH D KHDULQJ WHVW EXW , G
of them(Stewie, 4: 30-31)6 WH Z L H TV iKperatiRehaweKoeontrasted with his view that

he didnfAdally need it Just as with Daisy, Stewie was in a repeated situation which he seemed
not to fully understand. They seedto regard the repeated experience of hospital visitéua$

the same thing every tinfPaisy) and as just part of their livemrmally, usually(Stewie).

Again, Stewie seemed emotionally remote during the hospital visits where his ears were the
focus of attention. This was in the context of a condition which is generally regarded as

temporary.

However for Russell, Stewie and Daisy, their experience meets the definition of having a chronic
condition. Kennedy (2012: 864) identified the criteria as:

x a medical condition

x lasting longer than 3 months

x the child, and family, undergoing repeated involvement with the healthcare system.
The criteria are met through their regular and ongoing visits to hospital over the years and along

with their repeated operations. | would suggest that in this context, their input about the
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condition and how it impacts them provides healthcare professionals with opportunities to gain
valuable insights into it. Garth and Aroni (2003) suggest that young people provide a different
perspective on their condition than that of parents and that active involvement and understanding
Rl RQHYV KHD Oamstes retetasywHoRgcatHaalth. Given the concerns raised earlier
about the potential psychological repercussions of young people with ongoing Glue Ear, their

involvement in medical consultations should be promoted on those grounds alone.

Gabeet al. (2004) recommend that for successful partnerships between physicians and patients,
especially when young people are involved, there needs to be:

x effective communication, using appropriate language

x the doctor needs to listen and involve the young person so that their view is understood

x D EDODQFH EHWZHHQ DFNQRZOHGJL@akingktt aB® UHQ W {"

seeing the child as competent to make decisions.

This model is based on the premise that young people are competent and capable of analysing
and evaluating their experience to offer meaningful insights to others. Examples from the young
SHR S OH Y Viong id i@ résearthSIMstrate why such an approach would be beneficial if

applied in the healthcare context for young people such as Daisy, Stewie and Russell.

The first point is to provide accessible and relevant information as the basis of effective
communication. This was not reflected by the young people in this research. Daisy explored her
understanding of her conditiohjust gettRO G WKDW ,YfYH JRW EDG KHDULQJ
medical terms., fYH JRW EDG KHDULQJ«« , NQRZ ,fYH JRW SHUIR
E X W {Baisy, 3:26-30). The language of the doctugsmedical termédicated that she did

not feel involved, understand the language used or helped to understand her condition. While sh
just get told theyall talk, which suggested that Daisiyddot see herself as part of the

conversation, but rather on the sidelines. Her experience led her to construct an interpretation of
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her condition. It consisted dfd hearingwhich led toperforations in bottof her ears. Thbig

medical termgvere not part of her construction and further removed her from patrticipating.

Daisy thought that the doctors made efforts to communicate with her, explaining thdtaikey:

WR ERWK RI XV EHFDXVH « 7KH\ WDON WR PH DQG WU\ WF
« 7KH\ PRUH WDON WR P\ PXP ZKH QDaigy, £R-B)HAhBugh theyJ J H U
try their efforts did not appear to include clarifying the terms used or checking her
understanding. Daisy seemed to regard her math@nderstanding moréhey more talko her.

As Caz, her mothewas a nurse it maybe that she shared a common language with the doctors
and did not think to check whether Daisy understood. There may have been an assumption on
the part of the adults that sometime in the past Daisy had received an explanation or that she
would ask if she required information. Alternatively they could haes beting from the deficit
model of childhood (Uprichard, 2008) whereby she was initially regarded as too young to
understand without revising their assumptions as she had grown older. As Glue Ear is usually
temporary the need to update information for those young people in whom the condition

continues, could be overlooked.

Co-operation from patients, particularly young people, can be achieved by listening to their point
of view so that greater insight into their experiences and emotional responses about what has
happened in the past can be achieved. Russell clearly articulated his emotional response to his
experience of failed operatiortbey always said to mgph JHW J U RandPtheyhafeever
worked,neverin my life and they just come out with me sbhb goodreally so yeah, not that
great(Russell, Ear Ache: 12-14). However, it seemed unlikely that the adults around him were
aware of his disappointment that grommet surgerynesgrworked.He may have benefited

from other options being explored much earlieK\H FRQVXOWDQWTTV YRLFH GRF
accountthey always saiavith alwayssuggesting a lack of exploration of alternatives to surgery.

The use of the'3person pluralthey, which he repeated three times indicated that there was a
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lack of personal connection between Russell and the healthcare professionals. He emphasised t
futility of going through an operation as he stressexkerand that thegome out with me

Perhaps the use of the first person pronoun suggested that he believed that it was in some way
his fault that the grommets came out perhaps suggesting that he had a negative self-image
(Hogan, 2014). He seemed upset that he continued to have ear aches and hearing difficulties bu
there was not any recognition of his feelings. Daisy and Stewie had similar experiences with
JURPPHWY QRW LPSURYLQJ WKHLU KHDULQJ DQG UHIOHFW
improve their hearing& DSHZHOO H 7KH\ ZHU HleSIR\VOHY WV ILOW K HR
that other childrendd grommets and their condition improved whereas theyu@&WiX F il L Q

ongoing cycle of hospital visits.

Parental decision-making seemed to have prevailed as Russell was to get a hearing aid.
However, e did not have appropriate information or understanding of the rationale behind the
decision:, fP JHWWLQJ D KHDULQJ DLG VR WKDW VKRXOG KHO
\HDK« 6R DW VRPH SRLQW P JHWWLQJ RQH EXW ,TP QR\
(Russell, Ear Ache: 7-9). Everything seemed a bit uncertain tatrshmuld helpout he was not

clear aboutts impact. Perhaps his previous unsuccessful grommet surgery was shaping his
uncertaintyEXW« \RX QHYHU & RearikhrhidOMOUld lead to any improvement in

his hearing. He D V. n 6 W X F N fHavipig Do Wait fbXederythingvaiting for a change in his

circumstances which perhaps made him feel different from his peers.

He did not appear to have been included in the decision-making process about getting a hearing
aid and he seemed to have limited information about how this would happen. He demonstrated
resourcefulness by talking to the only person he knew who had a hearil &idH UHTV RQH V
ZKR KDV D KHDULQJ DLG DW VFKRRO KDV RAlwaysBayihgdtiatD L G
usually get a mould done, then wait about 2 weeks then eugsell, Hearing aid commentary:

11-13). It could be that he wondered whether having the mould done would require another
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operation, as that had been his previous experience with grommet surgery. No one seemed to
have explaiedthings in a meaningful way to him or to haveekim if he had any questions.
+H DSSHDUHG WR KD H peiddi.Q\sjh& le@ $iviete @taBifledby the consultant,

they were more involved in the decision than him.

Parental rights appear to have dominated whether Daisy would have a hearing aid. Her mother
appeared to be the one who made the decigfon:P XP VKH{V SOD\HG LW RXW
KHDULQJ DLG VR ,{P G hediqylait{Baiy: QI0)WThe Bovérigefindely

indicated that there would be no more discussion about hearing &idsV pHirésing indicated

that Caz did not want a hearing aid, therefore Daisy would not have one. ThedithatiDaisy

was not part of the decision-making, as the agreement was between the doctor and Caz. Despit
Daisy beingP XFK ROGHU WKDQ WKH FKLOGUHQ LQ /RZHYV

KL X QD XWKR WheWa6 nét €nti@ed % have an opinion or to voice it. Although Alderson
(2007) identified that by the age of 12 years, young people would be seen as competent to be pz

of the decisionPDNLQJ SURFHVV WKLYV GLG QRW KDSSHQ ZLWK 'D

Greater insight could be gained about the conditioKiHt \R XQJ SHUVRQYY FRPSHW
recognised and they were asked about their experiences. There is recognition that some young
people with chronic Glue Ear will have tinnitus (Gordts and Decreton 2007; Mills and Cherry
1984). For Stewie, tinnitus was another barrier preventing him from functioning like his
classmates. He analysed the impact oLtV fV OLNH SDLQIXO DQG VWXII DQC
, NQRZ LV WKDW LW 1 V(Sdwiebt20Q0).,N¢ ke etRnivig BbHihe pain it caused
him, with thenoisebeing a major factor in his distress. It was as though he could not escape
fromit: LWV OLNH EX]]LQJ LQ P\ ULJKW DQG OLNH D VFUHHF}
ZKDWTV OLNH UHDOO\ UHD O O Stinie)5: 303 Phe vattoHheBRQ TW VW
personit implied that the tinnitus was not part of him, but a separate unwelcome, constant

companion blighting his life. Stewie provided a detail account about how his tinnitus manifested
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itself. However, his doctors did not appear to ask him about this aspect of his condition thus not
UHFRJQLVLQJ KRZ 6WHZLHYV LQVLIJKW LQWR KLV H[SHULH!

knowledge.

Applying the framework suggested by Gatal. (2004) would enable young people to deepen
healthcare professionals understanding of chronic conditions such as ongoing Glue Ear.
LLVWHQLQJ WR \RXQJ $dti 8l<0 igrHwdeHnSgHtlntoHI@ Erdotional impact

that the condition has, thus developing an appreciatiorittisatot purely physiological but

impacted the whole person. If the rights of the child as embodied in the United Nations
declaration (1989) are to be enacted, then young people need to be given appropriate informatio
about their condition and opportunities to pap@te in decision-making regarding their

treatment and care. This research, albeit on a small scale, has demonstrated that when asked,
young people are competent and confident in articulating the consequences of their experience «

long-term Glue Ear.

7.222p,Q EHWZHHQY 6WXFN LQ OLPER

Although 80% of young people under the age of nine years will have at least one episode of Glu
Ear (Bluestone and Klein, 2007), for the vast majority this will be only one or two incidents. It is
therefore easy to understand why the condition is described as temporary and trivial, with no
long-term effects. However, this was not the situation for Daisy, Russell and Stewie or their
parents. From an early age, they experienced repeated ear infections, accompanied by pain, wit!
unsuccessful operations aimed at relieving the symptoms. Being in the minority could have
resulted in them understanding the condition from a majority perspective. This meant that they
waited for the time when it would no longer be part of their lives. As it is constructed as

something temporary this may explain why there are no support groups for the condition.
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This is likely to have a psychological impact on their parents and the young people themselves.
While others grow out of it, these young people continue to have pain and discomfort,
particularly when it is accompanied by tinnitus. For young people, such as those involved in this
research, the early onset and continuing recurrence of the condition, was likely to cause
educational and psychological implications (Testlal, 1990). From these young people there

was the opportunity to understand the long-term implications of the condition in more detail and,
from this research, gain a greater understanding of the psycho-social implications as the young
people were expressing their views. This sub-theme explored the way in which these young
people live with a condition which everyone around them defined as finite. Thisdaauhem
feeling that they idl not have a disability, as that was something that lasts for life; they do not
have a special need, as the educational professionals with whom they came in contact did not
interpret the condition in that way; and the healthcare professionals assured them that this wa

not a chronic iliness but only a temporary condition, which would resolve itself.

The young people reported that they felt ongoing pain, whishdtebeen widely reported in the
literature. Rusself V H D Oavisédni@ pain during the time he was involved in the research. He
explained the impact and how it felly ears have beesmching today, for some odd reason and
WKH\fUH MXVW D ELW D QQhhylLagting/fbra @@ \tine likeRavbud 2 rhiutes
WKDWIV TXLWH D ORQJ I|{RUssBIHES Rch: K B)\\HE\se€niRri\to dintErplay
the impact of the paimot great It may be that low grade pain was something that he
experienced quite regularly and was therefore part of his life. He described his ears usthg the 3
persorntheywhich suggested them being apart from him. Just as with Stewie, Russell too had an
unwelcome companion who accompanied him and over which he had no cortraldibe that

the ongoing pain was more of an issue to them than the adults around them were aware. The
comments from the young people in this research would suggest a need to approach them in a
way that acknowledged their experience as different from that of most young people with the

condition.
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6WHZLHYV H[SORUDWLRQ Rspidliditd grasideld Wsight thatHh S HD W H G
differentiation was made by healthcare professionals regarding the continuum nature of the
condition. His refusal to willingly comply with the hospital process of having a hearing test
needed to include his conteXt HF D XV H ,T1YH G RtQdmh an& Refused to g8tewie,

4: 27). Without acknowledging his long-term experience of the condition, he couldbdeave
labelled asgdifficult JFor Stewie the compulsion to have a hearing test as unnecessarig Q W
need itbecause, Y H G R €900 bfEhemFrom his experience yet another hearing test would
result in yet another failure which could impact negatively on his self-image. He knew what
previous results have been and could only expect the same again. No one provided an

explanation for why he needed to be placed in a position of failure again.

Daisy described a number of hospital visits, but reduced th@netty much the same old thing
Daisy, 4: 4), with the visitevery couple of monti{®aisy, 3: 38). She seemed to have felt that

she received a repeated message and that there was a futility about the isis¥ NLQG R1 D
RI WLPH WR VLW LQ WKH VDPH URRP « IRU ZKDW DQ KRX
WKDW , KHDU HYHU\ WLPH« ,W{fV MXVW D ZDVWH LVQTW L'
QHYHU JRLQJ WR JHW EDFN EHFDXVH , NQR DaisyD&F 39O\ ZKELC
42). Her repetition ofsame roomsame thingevery timgeemphasised that she felt as though she
was reliving the same experience with no benefit to her. There was no acknowledgement of the
potential negative impact on her self esteem resulting from the lack of improvement in her
hearing. She was processed rather than acknowledged as a young person facing a difficult
situation. Potentially she experienced more disappointment and felt that she was the cause of th

failure of the operations.

TKH '"HSDUWPHQW R + HibeO-vardefwarkif@r @hildred 20049 iddntified as a core

principle that healthcare professionfsHHG WR VHHN WR XQGHUVWDQG WK
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They need not onlto ask for their opinion, but to demonstrate that it makes a valuable
contribution in their treatment. However from what the young people have said in this research,
their ears made their contribution to the consultation. There appears to be a need to develop
materials that are accessible to young people, thus avoiding thehigenafrdsy Dr@e@ical
termswhich Daisy described (Martenson and Fagerskiold, 2007). Russell appeared to want more
information about hearing aids such as how they worked and how they would be fitted. Having
to rely on his own resources to gain information could have led him to misinterpret what would
happen, potentially causing him unnecessary upset. Stewie and Daisy identified thatr¢hey
unclear why they need to have repeated visits and tests. There was a sense thawt&iags
EHLQJ HGRQH WR WKHPY{ ZLW KulbVo§riplyH\ighbuE sUbpsintRoQt WK DW V
without being offered explanations of the reasonsatt likely that the clinic situations in which

they were being seen were busy with little time for explanations (&adle 2004). There was

an element in all of them of having lost hope that thiagsld improve and that they had

resigned themselves to having operations which they did not believe workd

7.3 Conclusions

One of the key messages of the National Service Framework for Children, Young People and
Maternity Services (2004: L Giveguchildren, young people and their parents increased
information, power and choice over the support and treatment they receive, and involve
them in planning their care and servifes 7 KLV D Vié hot)dppedr Ro®@e @ reality for
Russell, Stewie and Daisy. Russell identified that he wished that he had been given information
about the options of hearing aids and grommet surgery earlier. Daisy acknowledged that her
PRWKHU T WdslHl préwdiLadr@she did not appear to be consulted by the healthcare

professionals.
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Gabeet al. (2009 explored the context in which consultations take place within the National
Health Service (NHS) where the physical environment is very utilitarian in terms of the building,
furniture and lacking child-friendliness. This is likely to be the case for many children with Glue
Ear as they are usually seen in a general ENT clinic rather than a paediatric setting. Although the
UN Convention of the Rights of the Child (1989), article12 identifies the rights of

children/young people to be consulted and encouraged to give their views, there is a restriction il
terms of chronological and developmental competence, which presumably is a decision that
adults would make. There is the additional pressure to adhere to the time constraints allocated fc
each consultation. Heever, if young people with the chronic condition are to learn to

participate more fully in their treatment then these issues need to be addressed and effective
ways of communicating with them developed. The young people in this research had valuable
insights into what it is like to live long term with Glue Ear. If they were listened to more closely,

it could provide ENT consultants with more detailed information as to how it manifests itself in
the extreme form, perhaps suggesting avenues for further research into better and more effectivi

tfreatment.

The young people commented in solution-orientated ways as to how they could be better
supported in the classroom environment. For example Stewie identified actions gaaidis

teacher took which supported him in achieving his full potential. Russell identified that by
moving him to a position where he could hear meant that he was less likely to miss out on what
was going on around him. In contrast Daisy seemed to have to rely on her own resources to
identify what was important but did not appear to be performing very well academically. She
then attributed this to herself rather that her learning environment. Some research has indicated
(Byrnes and Richards, 2011; Leveisal, 2007) that involving and encouraging young people to
identify how they can be better supported leads to improved educational outcomes than relying

only on suggestions by teachers or parents.
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Russell, Stewie and Daisy raised issues around the need for better communication between
themselves, their parents and healthcare and educational professionals as a way of understandi
the issues which they faced. Prior to this research, young people have not provided their
perceptions as to the potential impact on the emotional repercussiorssoofidition. It may be

that Daisy and Stewie not wanting to comply with audiology tests may ham@b&motional
response to their feelings of continual failure of the treatments that they have received. They
clearly expressed how distressing they found the experience of operations. In the school
environment, they could find interactions with their peers problematic and their learning needs
seemed to be generally overlooked by teachers. The issues which they raised around their
frequent experience of pain and discomfort have not previously been identified in the literature.
If young people are encouraged to identify issues which are important to them, then adults are
likely to gain greater insight into the lived experience of the condition, rathemitiang

assumptions about what it is like for young people. The next chapter explores how young people

mothers and a small group of professionals integeplitsie experience of ongoing Glue Ear.
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Chapter 8

Comparison of Mothers, Young People and Professionals Views: 360°

8.1 Introduction

This research was set in the context of national and international policies which suggest that
young people and their parents should be central to making choices in their treatment
(Department of Health, 2004) and have a greater say than previously may have been the case ir
their education and healthcare (UNICEF, 1989). The passing of the Children and Families Act
2014 and the publication of the new guidelines for special needs provision (Department for
Education and Department of Health, 2014) has widened the definition of special needs so that
HORWMHUPY UHIHUV WR D FRQGLWLRQ ODVWLQJ PRUH WKDQ
reinforces the message that young people and their parents should take an active role in decisio
making. The prime focus of this research was to gain insight into how a small sample of young
people with ongoing Glue Ear, and their mothers, experienced and perceived the impact the
condition had on them. Therefore the voices of professionals, with whom mothers and young

people interacted about the condition, were not included in the original design.

+RZHYHU IURP WKH D Q DgpexdnvesR Chepteib) AtRppéaret) tidf they did not
always perceive the professionals with whom they interacted as supportive or that they
acknowledged the®> R W K H U | ValbbbiShdrithild aneiway Glue Ear impacted him/her.
Similarly, the young people (Chaptéridicated that the professionals did not always include
them in discussions about their condition or in the choices and decisions made abiaubésiv
support them. It seemed reasonable therefore to access some of those professionals in order to
understand their perspective and knowledge of the condition and the role that they thought that

mothers and young people had in dealing with the long-term condition.
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A range of views from different perspectives is not usually included in Glue Ear research. |
believe that adding the views from a small sample of professionals to those of the mothers and
young people provides a broader perspective (360°) than is present in the wider literature. The
professionals represented in this chapter are: an ENT consultant (Otto), an Audiologist (Annie), ¢
Reception/Year 1 Teacher (Rachel), a secondary teacher (Terry) and an Educational
Psychologist (Brian). All names are pseudonyms and their use emphasises that these are
individual voices and not representatives of their professions. The professionals came from
locations across England so their knowledge is likely to be more reflective of general levels of
understanding of the condition rather than linked to a specific place. Not all professionals who
interact with the young people with the condition and their mothers are represented because suc
an inclusive list is outside the scope of this research. Within this chapter, the views of the
professionals are compared and contrasted with those of each other and with the mothers and

young people who patrticipated in this research.

Increasingly there is acknowledgement of the importance of consulting young people (Fleming,
2013; Alderson, 2008), rather than relying on the views of parental proxies. However in most
research the young people are not directly consulted so there is no information about their
perceptions as to how the condition affects them. In this research, young people used their own
voice to explain their experiences. Examples of the same situation discussed by a mother and
her child are used to illustrate how a more complete view can be gained by including the views

of young people directly rather than adults filtering their perceptions.
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8.2 The value of taking a 360° Perspective

The 360° Feedback system is based on the involvemantidé range of roles so that there can

be increased understanding of different perspectives and enhanced learning to effect change (T¢
and Ahmed, 2013). If young people are to obtain a more central role in contributing to their
healthcare and educati&rexperience of the condition, then ways need to be found to include
them and to understand the valuable contribution they have to make. Coyne (2008), from a
healthcare perspective, and Shevlin and Rose (2008), from the educational context, identify that
although children often want to participate they are not always encouraged to do so. In this
chapter | argue that including their views potentially leads to more effective practice, in both
healthcare and educational settings, and increased understanding for professionals of what it is

like to live with long-term Glue Ear.

The balance of power will remain with professionals, unless all parties have access to and can
understand available information as well as having the opportunity to contribute their views.
These existing differences in knowledge about Glue Ear were demonstrated in research by
Higson and Haggard (2005). They used a multiple-choice questionnaire to review the way in
which teachers, parents and ENT surgeons viewed and understood the condition. They found th
teachers had a very low level of knowledge about how they could improve the listening
environment for young people with the condition. Their findings identified that parents were
considered the main communication channel between medical and educational professionals bu
may lack the confidence and knowledge to fully undertake such a role. ENT consultants had the
most knowledge about the condition but had little time in the clinical setting to explore with
parents the behavioural implications of the condition and the treatment options available for Glue
Ear. The research questionnaire (Higson and Haggard, 2005) did not include all relevant issues.
For example there were few questions about social skills. There was no opportunity provided, in

that research, for the young people to express their views.
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7TKH ILQGLQJYV IURP +LJVRQ DQG +DJJDUGYV UHVHDUF
findings from the qualitative, semi-structured interviews with professionals in this research. This
chapter applies the data gathered in my research to compare and contrast the different
perspectives of the various groups involved in supporting those with the condition. The aim is to
illustrate how the perspective of individuals having various roles impacts the young person with
the ongoing condition and to identify where there is a need for further research or changes in

practice to achieve better support for those young people.

8.3_A common condition but limited knowledge

Higson and Haggard (2005) highlighted that ENT consultants have the most knowledge about
the condition. Otto, the ENT consultantthis research, constructed a photomontage in the form

of aPowerPoint presentation using a series of images. He explored his understanding of the
condition through this. In addition to his clinical knowledge, he identified a number of
implications for potential behavioural issues in the classroom. His photo of a girl at school
(Figure 8.1) provided the stimulus for the following comments. | have related these to the
existing literature (shown in bracketf)they GRQ YW KHDU HIIHFWLYHO\ WKH\
little world (Manloveet al,2001) ,I1 WKH\ GRQTW KHDU RU WKH{KEGRQIW 1
2000) WKH\ GRQTW KH D@eZskt BI\YIPY), WRAUHQ IGR@ TW LQWHUDFW Z
(Pakulski and Kaderavek, 200&)d thé family(Yontet al, 2001) TheyGRQ YW SD\ DWWH
school(Hogan and Moore, 20030 younger children it affects tliespeech{Bellussiet al,

20060) EHFDXVH WKH\ GRQ TW IKWPHHF K RGRIR\NOQMRNIBIHSHDIR S L Q
WKHQ ZKHQ WKH\fUH DW VFK RBRG®aVHI0) BRI W KH DIW 5 UDR\S
WKH\fUH G D \n@&értowAittl®world(Otto, 1: 11-17). Ott§ Mhderstanding of the

condition reflects findings from the literature about its potential behalionpact in classroom

performance.
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Figure 8.1 2WWRYV LPDJH *[RecondrWwted)F KRR O

Jane, Caz, Wendy, Lois and Marian, mothers in this study, all identified that their child had
developed a tendency to day dream. They variously described tffsrath the fairieqLois),

in her own bubble worl@Marian) andaway on her owiiCaz). The link between the behaviour

and the condition was not always made by the mothers who tended to view it as something abot
their child. They did not perceive it as a coping strategy to provide respite from the high level of
concentration needed to process what was being said or to filter out sounds to which they did no

wish to attend.

2WWR TV NappedrédHdoé Irhuch greater than that of the educational professionals with
whom parents are likely to look to for understanding the problematic behaviours he explained.
Brian, the educational psychologist in this reseaadknowledged his limited understanding of

the conditionJusW WKURXJK ZKDW ,fYH SLFNHG XS RYHU WKH \HI
,I9YH FRPH DFURVV D IHZ FKLOGUHQ ZKRe&& pRSAHtiIKih&' H VD
past(Brian, 1: 15-17). However, he was in the role from which schools migletesypport for

a child who was not paying attention or with poor social interaction skills. As Jan¢VVHO O {V
mother, related (in Chapter 5, Table 5.2) the SENCO had been concernedabdly HO O {V
tendency to withdraw from others, so had asked an educational psychologist for an assessment.
The educational psychologist decided that Russelbna#ly social skillsHowever, this vague
description could lead some parents to make their own diagnosis and labelling their child with

other conditions which may share similar observable behaviButBrian explaiedthat he

198



ZRXOG QRW QHFHVVDULO\ FKD Of@atept3 dreWwddvincedthbH@ Wa§ VvV DV
$6' LWTV YHU\ IRROLVK RI PH (Bfigh, 8 B-2) AlthoKgH Re kvay BotwviBhH K |
to argue with parents, it could be suggested that if he had appropriate knowledge about Glue Ea
then he might be in a position to reassure them that intermittent hearing loss could lead to social
withdrawal in young people, such as Russell, who have the condition long-term or in those who

have moderate hearing loss.

7KH PRWKHUV LQ WKLV VWXG\ HISUHVVHG FRQFHUQ DERX\
looked for explanations excluding Glue Ear. This may have been because, based on the
information that they had been provided, they tended to construct the condition in medical terms,
therefore not including any potential behavioural implications. However, there was a strong
overlap between the mothdexplanation oW KHLU FKL O G {éhs\aRoRheDi€d of |l H U D

behaviours, based on reading the literature, provided by Otto.

Figure 8.2 -D Q H 1V Bdy bnlthe edge of the playground (Reconstructed)

Most of the mothers raised the issue of the way their child appeared to be a bysttreler
interactions with others, particularly in unstructured group situations. When exploring the image
of the boy standing on the edge of the playground (Figure 8.2), Jane §idded.L FD OO\ KH L\
UHDOO\ ERWKHUHG DERXW RWpsthtang KriRiSaDd] 2: 1H203. BtV Q W (
noted that although Russell had friends, he preferred to be on his own. Wendy described similar

behaviours in her son, Petée had friends but he never wanted to engage with them. Even from
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a very young agé/VNendy, 1: 13-14). Marian explored how her daughter, Poppy, spsciator
6KHYOO ZDWFK VR LI XKPP WKH\fUH HUP LI WKH\fUH SOI
IULHQGYV URXQG DQG LI HUP XKP« RQH RI WKHP«LI RQH RI
ZRQMXYWJIJHVW WKH JDPHV 2U WKH\fOO VWDUW SOD\LQJ D J
ZRQYIYW VD\ DQ\WKLQJ WRriahkKieflehghalsis( & \\2-o)J In [V almbbt

identical home situation, Miranda expladghow Helen, her daughtesometimes when she had
IULHQGY KRPH VKHYG SOD\ ZLWK WKHP IRU D OLWWOH ZK
VKH GLGQYW ZDQW WR SOD\ ZLWK WKHP DQ\PRUH 6KH OLI
(Miranda, 8: 31-33). For Caz, her 14 year old daughterl V,\dekaviour continued to the time

of the researchVKH GRHVQTW GR H\H FRQWDFW WKDW ZHOO GR
chooses to and then she can be absolutely({@ee, 5: 1, 6: 2). Caz identified Daisy as socially
competentabsolutely finehowever in the same way as the other mothers related, the key was

that their child did not really appear to want to engage in social interactions.

7KH PRWKHUVY DFFRXQWYV RI WKHLU FKLOGUHG@®V VRFLDO
preference for being on their own and tolerating other people for a limited amount of time. Lois
explored such a pattern in her son, Stewie. The exception was in his relationship with his friend,
J;+HYV WZR \HDUV ROGHU %XW KH KDV D VSHHFK LPSDLUP
XVHG WR EH JUHDW IRU HDFK RWKHU \RX NQRZ WKDW KHTY:
DQG « KHYG VD\ M3HRSOH G R Qfidétuf Dikde WalaauG vdwlo/RWaw EhatVv R
6WHZLH FRXOGQTW DOZD\V KHDU WKL Q JNisyR35-89).408/ JUHD
explained that the two boys seemed to understand what the other one neededrentship

was perhaps built on mutual respect. From the way the mothers describethed G UH Q TV
behaviour, it suggested that the young people had difficulties with social interaction so it was

perhaps easier to withdraw.
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Similarly, Daisy, Stewie and Russell highlighted that they recognised for themselves that their
relationships with others had an element of distrust (Chapter 7). Daisy had friends who knew
about her hearing problems but she felt that they did not always make sufficient effort to
accommodate her needs or take the time to include her. Russell perhaps did not wish to make
himself different and therefore potentially vulnerable, by confiding about his hearing difficulties.
Stewie, in contrast, had a close friend who was a great support to him. Whetkgotkatially
distant relationships were a result of choice or circumstance was not explored. However, this
may well be an area for further research to develop a greater understanding, from the young

SHRSOHYVY SHUVSHFWLYH KRZ WKHLU KHDULQJ GLIILFXOW

Angelides and Aravi (2006) explored the experiences of students with hearing difficulties when
attending specialist and mainstream schools in Cyprus. They found that the hearing-impaired
students tended not to mix in socially with other students in mainstream schools. The students
explained that they felt that others did not understand their needs or the ways they had difficulty
communicating with them. However, it seems that when someone understands the specific neec
and makes adjustments, as Stewie and J did for each other, then the social interaction is much
smoother, potentially leading to better skills development. If teachers do not have knowledge of
the potential impact of Glue Ear on social skills then they could perceive the situation as

something within the child, the home environment or due to another cause.

This lack of awareness of the behavioural implications of the condition among teachers became
apparent when | met Rachel, a Reception/Year 1 teacher. Although initially she did not believe
that she had very much knowledge of the condition, she was able to use her experience to
identify some common characteristics that children with Glue Ear appeared td théaviethat

LW PDNHV WKHP YHU\ GLVWUDFWHG 6R WKH\ ILQG LW UHL
difficultthat ZKHQ WKH\ FRPH LQ LWV UHDO @uridBndeasdliir WKLQN

GLVWUDFWLEOH ZKHUHDV WKDWfV QRW ZKDW LW UHDOO\
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WKH\ GRQYW VHHP WR PDNH PXFK SURJUHYV VultyQurihi§ RQ L FV
WKH VRXQGV 6R ZH VRPHWLPHYV SLFN LW XS WKDW ZD\ E>
EHHQ SLFNHG XS E\ WKH VFKRRO QXUVH DQG W(R&h&/YId P D (
13-23). Otto, the ENT consultant identified, that young people with the condaidreaming,

in their own little world Rachel reflected this behaviour as tnoting in perhaps attributing it to
something within the child rather than a result of the condition, perhaps because she lacked
knowledge about. Her main focus was on their academic performance, where behaviours such

as beingegasily distractibleresulted in the child nahaking much progress in phonics

Rachel explained that for those children who mgaled progress in phonica was the school

nurse who tended to identify a hearing problem as part of the health checks with the Reception
children. Annie, the audiologist, explained that often this focus on the performance of the

p DY H dhilddddy impede an individual child reaching his/her full potentialare only
DVVHVVLQJ YHUEDO ODQJXDJH , GRQYW FDUH LI \RX WKLC
top 10" percentile, then they should be 3 years ah@amhie, 4: 10-12). The importance of
considering what constituteppropriate progresseeds to be related to the individual child

rather than accepting performance against the norms of age group average. If teachers had broz
knowledge of the potential impacts of Glue Ear in behavioural and functional hearing
implications then it is likely that they would be able to better support each such student to
DFKLHYH KLV KHU IXOO SRWHQWLDO (DUO\ \HDUVY SUDFW
children affected by the condition, are likely to benefit from increasing their knowledge about

the broader aspects of the condition. There is a strong case to be made for sharing the research
findings from the healthcareefd (speech and language therapists, ENT consultants and
audidogists) with educational professionals. The latter are in the position of seeing ttze day-

day impact of the condition and, with knowledge of it, could pertaPsSURYH \RXQJ SHR

performance by making minor adjustments in the classroom.
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Higson and Haggard (2005) in their comparison of the understanding of the impact of Glue Ear
found that generally teachers were more concerned with language skills than parents or ENT
consultants. Rachel demonstrated such bias when recounting her expereegickvaio was in

Year 3, when we spoke. She had a history of Glue Ear, but the staff did not link that to her
behavioural issuesshe had had 2 sets of grommets and her speech was quite difficult when she
FDPH WR XV 6KHYfV LPSURYHG QRZ EXW ZH WKRXJKW WKL
issues(Rachel, 3: 39-41). Rachel made the expected associated between poor speech and
hearing loss. However, sheDV UHWLFHQW W RelraRaprQvHdn\8hetlkhe L U O TV
school to the conditiarShe was a nightmare, an absolute nightmare. She was incredibly
aJJUHVVLYHWRKHHW WXW WKH EXLOGLQJ ZH Qe Eef,wheNKLQN
was the middle one of 5 children so we thought there was a lot of middle-child syndrome
(Rachel, 3:46-48). Interpretingd KH JLUOYV EHKDY LR XttheddaditRXddy NQR Z C
have provided a different explanation. Not being able to hear or make herself understood could
lead to the girl feeling frustration with this potentially developing into aggression (Bitlad

2008). Sensitivity to noise and not being able to block out sounds is common in children with
Glue Ear (Suret al.,2011). Possibly the girl found the noise of other children and the
reverberation of sound upon her entrance into the school building of a morning overwhelming
thus leading to her wanting to escape by getting out of the building (Toe, 2009). However, in this
case the staff considered that her behaviour was more likely to be related to issues within the
family, middle-child syndromeDespite two years of speech and language therapy leading to
improved speeclb QG SRWHQWLDOO\ WKH JLUOYfV *OXH (DU UHVR(
condition, Rachel continued to attribute the change in her behaviour solely to the schools efforts:
ZHYYH ZRUNHG UHDOO\(Radhel,@: ZLWK LWKFDMOWHO\Q ZDV UHPL
situation (Chapter 5, Section 5.3.2 Initial Analysig KHQ WKH 6(1&2 VXJJHVWHG

behaviour pattern might be linked to poor parenting skills.
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Perhaps further research could investigate if there is a widespread tendency by teachers to assi
V W X GorbQlémh§t\é behaviours to issues in the home rather than check in the first instance if

the child has a history of an illness which needs to be taken into account. In the last few years,

quite rightly, there has been greater emphasis on child protection issues so this may have raised
WHDFKHUVY DZDUHQHVYVY RI WKDW DV Waeormémaby mdthddd EHKL
and young people in this research suggested that there may be a case to be made for increasing
WHDFKHUVY NQRZOHGJH RI PHGLF 8@ WwaR & @duding e lkeliNoXd- K [

of behavioural difficulties developing.

Rachel explained that there was no formal system for collecting and sharing health information
about for exampleFKLOGUHQ fV * OhsHed © the \sahdoIMekiNg upon parents,

usually the mother, to inform the class teacher. She discussed a student whom she described as
flitty through her Reception year at school, who maolved out of my class now, but I still have
KHU IRU SKRQLFV DQG ,fYH QRZ KHDUG RQ WKH JUDSHYLQ
something else.

C: Did she get referred to ENT?

5 , GRQIW KRQHVWO\ NQRZ , WKLQN VKH KDV EHHQ UHIH
MFRV P QRW KHU WHDFKHU DQ\PRUH EXW ,fP VXUH WKH
KRVSLWDO YLVLW DQG WKH\ ZHUH L QY H&HKdrl(Réckel. 26-WR VH
43). Rachel demonstrated her perception that the condition is not sdribusW V PRUH WKI
Glue Ear The use ojustsuggests that the condition itself can not cause problems. Additionally,
Rachel currently received her information throdlgh grapevineOne drawback of such an

informal situation is that the relevant staff may not receive appropriate information which could
help them in supporting the child to reach his/her full potential or be able to take account of
specific support which may be needed. rElig also an ethical issue of respecting the privdcy o

the child and family to prevent such information becoming part of staffroom gossip. If there

were a formal system for recording information and passing it along to all of the relevant staff
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WKHQ W Kekeds kKduld Befcléarly understood and lessons planned appropriately. The
information could be treated with due respect for confidentiality.

Although the Reception children have a routine health check, this is carried out by the school
nurse andois separate to what teachers may see as their remit in supporting a child
academically or needing to have any knowledge of common medical conditions that they may
have. Unless there was a problem with phonics, Rachel explained that it was seen as the role of
the school nurse to pick up any hearing problems. Although Glue Ear is common up to the age o
7 years of age, Rachel explained that her knowledge about the condition had come through
experience, in a similar way to how Brian, the educational psychologist, had described. She did
not appear to actively seek out relevant research or information about the condition. She had
received no formal training in it as either part of her initial teacher training or in-service

provision. Rachel had recently taken on the role of SENCO, so her lack of understanding of th
condition could potentially impact the whole school. This suggests that there is a need to provide
all teachers with easily accessible information on this condition along with its behavioural

implications and strategies to be used in the classtoonmimise its potential impact.

Terry, the secondary school teacher, had received some training in his initial teacher training
about visual and hearing impairments because one of the other students organised it as she was
going to be teaching in a school for students with visual impairment. This was not part of the
usual initial teacher training undergraduate course, but resulted from the personal interest and
initiative of one of the students. As Glue Ear is a condition that continues on for some young
people into secondary school, as demonstrated by Daisy in this research, there is a need for
training teachers in all stages of education about its possible repercussions. They need to know

not only about the condition but also how to best support the individual student.

The lack of formal systems whereby a teacher is informed of any additional needs that a student

may havewd DOVR DEVHQW th@reddho §)5n, thd-ikfétrRabon is out there
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and the assumption is that people go and find(deitry, 2: 4-6). As he went on to explain, a

further difficulty was that individual teachers have to be proactive and access information:
WKURXJK WKH 6(1&2 \RX FDQ JHW LQIRUPDWLRQ EXW LI L
VFKRRO KDV @drvatigrHrgvbdwirkelydu@vould struggle with that as well. So we had

an issue with a primary school that did not send their folders in good time, so what that meant
was that it was people were working on instinct or calling the pa(@metsy, 2: 12-16). As Glue

Ear is not regarded as something of high priority then the information might take longer to be
passed on. Terry explained that in the secondary environment students often move between
schools, some students come from overseas and so the information may either not be passed or
or not available. The situation of teachers not being given information was reflected in what
Jane, Lois and Caz had to say (Chapter 6). An alternative to a formal system through the SENC(
might be for the teacher to take the initiative and ask a student who was struggling if they had

any difficulties which may impact their work.

The lack of readily available information can lead to situations in which the student is aware of
his/her condition, but the teacher does not know leading to a mismatch in interpretation and
expectation. Daisy demonstrated such an interaction with her teacher (Chapter 7) who was tryin
to help her but gave her a detention as he interpreted her behaviour as rude as he did not know
her hearing loss. Terry had experienced a similar situation with one of his current students. He
used the third person, plural, when referring to the studéety could hear from one ear but had
SUREOHPY DQG , GLGQIYW UHDOLVH WKDW oDoQkactds&the HW W |
wall, and they kept trying to turn their chair in a place that could get them within my voice
projection or within a place that they could hear what | was saying. And | kept thinking, you
know, can you sit properly, can you face the fr¢herry, 1: 41-45). The student tried to

improve his chances of participating in the lesson by turning his chair around; however, Terry
assumed he was distracted in some way because he wasingtthe frontlt could be argued

that secondary school students potentially have the maturity to explain their hearing difficulties
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to the teacher and ask for adjustments. Daisy explained (Chapter 7) that although her parents
wanted her to take such action, she did not want to. The difficulties encountered by parents and
young people in explaining to teachers the hearing implications associated with Glue Ear were

explored in Chapters 6 and 7.

Terry discussed his understanding of how a student may not wish to bring attention to himself,
but still need extra support. Terry explored the situation of a student who was no longer in hi
class but he had found out, through staffroom conversations, that the student had been in hospit
for treatment for Glue EaHe was in a sort of bottom group, but he was quite bright, seemed
OLNH D QLFH ODG , VKRXOG VD\ EXW KH KDG EHKDYLRXUD
DFFHVVLQJ HYHU\WKLQJ WKDW ZDV JRLQJ RQ LQ WKH OHV
secondary school there is stigmatisation and kids will hide their problems and not come forth
DQG VD\ u,fP KDYLQJ WURXEOH KHDU L(@eiry,23840).HBBH D Q C
assessed the student as so# of bottom grouget he waguite bright, seemed like a nice Jad
howeverhe had behavioural issues$n retrospect Terry considered that perhaps this was because
KH zDVQTW DFFHVVLQJ HYHU\WKLQJ WKDW ZDV JRLQJ RQ |
everything. Terry lacled formal training in how best to support students with health problems
which could impact their performance and behaviour. His lack of knowledge about Glue Ear
could be part of the reason, with his colleagues likely to be in the same situation,kvhig R\  V

aggressive behaviour had escalated over time.

This situation vassimilar to the way in which Rachel described her young pupil. It seemed that
perhaps teachers interpgdibehavioural issues as a problem within the student rather than
thinking about what it must be like not to be able to hear everythingvisagoing on so perhaps
having problems with processing all the available information. Such difficulties are likely to
impact not only academic performance, but also potentially lead to frustration and poor peer

relationships (Bennedt al, 2001). It was unclear whether Terry thought he should have been
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WROG DERXW WKH VWXGH Q WhaveRGtdhiEnLovwhe RhQuldWaéinofidedXitG H Q
The words of Annie, the audiologist, are reflected in this situation whereby the student wa
making progress, but perhaps not at the same rate as would happen if everyone knew about his

condition and adopted appropriate strategies to support him.

Behavioural issues due to the frustrationPoD\EH KH ZDVQfYW DFFHVVLQJ HYH
on in the lesson maybe DV Q TW KH D U TedryHY 36)Unareexp@edsed by

participants in this research. Stewie (Chapter 7) explained hastréssappeared when he

could not follow his teach€ ®planation of answers to a comprehension exercise. Jane,
5XVVHOOTV PRWKHU KLIJKOLJKWHG WKDW 5XVVHOOYV WHI
confusion and disengageme8b he gives all these instructions and Rus€éeRHV QW NQRZ
KHYV GRLQJ SOXV WKH IDFW WKDW KHfV G\VOH[LF VR KLV
stand a chance, sothenBeHWV FURVV DQG KHTOO MXpdtMimagmary: KD W |
pencil down and sat back)ane, 2: 33-35). This type of situation could be overcome if all parties
shared information about the condition to provide students with a better opportunity to achieve

their potential and stay engaged with school.

There are a number of issues which would benefit further exploration of this situation in future
research. As the condition is often associated with fluctuating hearing loss, it poses additional
difficulties in explaining that sometimes there is no need for any adjustments to be made, while
at other times there will be. Zheergal. (2003) suggest that teachers and peers do not understand
how different environments can alter whether someone with hearing difficulties can hear and
often underestimate the need to make allowances for them. In this research, neither the mothers
QRU WKH \RXQJ SHRSOH ZLWK WKH FRQGLWLR®aGHVFULEH
expectation that the condition would resolve so there would not be a long-term problem. They
are therefore in a situation of potentially not wanting to draw attention to themselves or being

regarded as overly demanding. Developing the skills of self-advocacy takes confidence and
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support (Goodley, 2000) which suggests that perhaps teachers need to provide the environment
in which this is encouraged. However, teachers too need self-confidence to encourage self-
advocacy skills in their students. If they do not have the appropriate training in developing
strategies which encourage young people to express themselves or a good understanding of the

condition then this is unlikely to happen.

When discussions do not take place and teachers are not equipped with the skills to take the
initiative in encouraging students and parents to explain the impact of ongoing frustration and
under-achievement, the WXGHQW TV EHKDY LRXyWidexSe®GIdaN & dikwaRdn D W H
with one of his students whose behaviour was such that he was accompanied full time by a
teaching assistant. However, Glue Ear may not be identified as the underlying reason for the
behaviour, perhaps because it is perceived as a medical condition. Despite his awareness of the
hearing implications, Terry did not appear to have made the link between the condition, potential
frustration and behavioural issuegsfP QRW DZDUH RI ZKHWKHU MIRE&# R QH
would have a learning support but in this case he has other things, like behavigwaXiHV |, P
not sure if thereis@ O LQN EHWZHHQ WKH EHKDYLRXUDO LVVXHV DQ
listed as having behavioural issue (6 REYLRXVO\ WKH\YYH JRW WKDW D
C: So what sort of behavioural issues?

7 ,WTV PRU kgRnd\inked &% Jnlgbaction and if something is not going quite right, or
WKH\ I[IHHO OLNH WKH\ KDYHQfW EHHQ WUHDWHG IDLUO\ R
YHU\ DJJUHVVLYH LQ VRPH FDVHV RU SXW R\t they INdkeGV L
someone to calm them down should that hapfJesry, 3: 22-30). Although Terry seemed

aware that someone may become frustrated if they can not hear, in the case of this student he w
not sure if there is a link between the behavioural issues and the hearing issaemed that

he regarddthe behavioural issues as being caused by BESD (Behavioural, Emotional and Socia
Difficulties). Silvaet al.(1982) identified that children with the long-term condition can become

aggressive and Benmiet al.(2001) highlighted that aggressive, anti-social and neurotic
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behaviour can continue into teenage years. The student appeared to have difficulty in social
interactions perhaps because he could not follow the conversation and missed information so he
interpreted this as not havibhgen treated fairlyThere was a similarity in this description with

the way in which Daisy felt that her friends sometimes did not make allowance for her hearing
difficulties and she wondered if they were mocking her by not speaking loudly enough for her to
follow the conversation or talked over each other so that she could not follow the thread of what

was being said.

| explored with Terry whether he had spoken to the boy to find out more about his condition:
Nowel EHFDXVH DJDLQ LWV TXLWH D VHQVLWLYH LVVXH EI
accommodate it you try to be as normal as any student with any learning or any if they are
VWUXJJOLQJ LWV EHWWHU WR EH DV QR Utfephaveaspsdety VL E
difficulty or any other defect, so | try and not to address issues and try and treat them as normal
as possible(Terry, 4: 13-15). Shevlin and Rose (2008) summarise the legislation which
emphasises how students should be active participants in identifying how they can best be helpe
to access the curriculum. They underline that if students are to make a positive contribution to
society then they need to learn how to develop those dKkillsis section, Terry emphasised that

he considered WV EHWWHU WR E Had\tha) iRy/ARIh@Q tdadde s \sSue & dddH

try and treat them as normal as possible. | try not to técry did not address the issue directly

with the student as he thought tHaww TV T XLWH D Hélst@taalthgtlhg ehosél V X H
specifically totalk tothe young persorMarshallet al. (2002) identified that sometimes it is the
WHDFKHUYY SHUVRQDO GLVFRPIRUW DERXW GLVFEFXVVLQJ (

to talk about their condition as to what help would benefit him/her.

As Shevlin and Rose (2008) point out, there is a mismatch between legislation and classroom
practice in directly consulting students about their needs. Daisy (Chapter 7) explained that she

was open with her classmates about her hearing loss, but her teacher did not appear to know
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about it or encourage her to identify what would help her. By not talking to the young person
directly teachers are potentially missing out on ways to keep students engaged in school thus
potentially improving their educational performance and reducing their stress levels. As Stewie
relatHG &KDSWHU ZKHQ KLV pJRRGY WHDFKHU DVNHG KLP
calmer and able to perform more effectively in the classroom which was, for him, a very
confusing environmentf OWKR XJK 7HUU\V LOQWHQWLRQ ZDV SRWHQ

V W X GspeQi&l/rfe¥ds, by not taking them into account, he was disabling him (Murray, 2006).

Rachel, Terry, and potentially many more of their colleagues, need training in understanding tha
the condition has wider implications than just affecting phonic development and may lead to a
young person developing behavioural issues if they are not appropriately supported. It would
seem worthwhile to help teachers in developing strategies and frameworks to encourage their
students to explain how the condition impacts on their participation in the classroom. The
intention would be for the teacher and student to collaborate to identify the optimum ways for
the student to engage with the learning. It may be that teachers need support in exploring their

personal responses to interacting with students with special needs (Metrsthall002).

A similar lack of consultation with parents also seemed to be occurring. When discussing the
student with Glue Ear and behavioural issues, Terry clarified that he would approach other
adults:maybe speaking with his form tutor or maybe with other stakeholders, yes or parents at
parentsfevening,

C: So have you seen his parents at all?

7 , WKLQN WKDW ZH KDYH« , GLG VHH WKHP ODVW \HDU E
got to discuss anything with the condition it was more about how he was gett{igowy, 4:

17-19). RDWKHU WKDQ F RLp¥r#nds\ahd @skingy ieHhdir Rldpgestions as to how their
son could be best supported the conversationmezas about how he was getting. dénseemed

WKDW KH WKHUHIRUH PLVVHG DQRWKHU RSSRUWXQLW\ WF
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The reticence of teachers to acknowledge parental expertise in their children was highlighted by
the mothers in this research. Teachers often dismissed them when they offered additional
information, such as happened to Lois and Jane (Chapter 6). Miranda identified a situation when
she went into school to talk about the wider implications of her daughtdtDHQ TV KHDULQ
went in and said to the teacher that | was worried about her self esteem and | can remember the
UHVSRQVH HY HIfFWRWWHKHP/ LG/M\fW VRPHWKLQJ WKDWTV DIIt
WKH\fUH ERUQRXLNWNKRE ZKDW DW WKDW , WKRXJKW \RX N
for her.(Miranda, 8: 6-9). Miranda chose to move her daughter, but not all parents have the
opportunity to do so. Cervett al (2014) highlighted that when parents and teachers work

together then the student has a more positive outcome.

Rachel and Terry both identified that they had limited knowledge or training in Glue Ear so their
understanding of the wider implications of the condition would be likely to be limited. It does
appear that part of the problem was that they did not believe that their stfjlebtsmatic

behaviour was linked to Glue Ear and it seemed that it was not perceived as a special need.
Teachers regularly receive training in child protection issues. It may be that, as the numbers of
children for whom adjustments need to be made increases in mainstream schools, then regular
reminders about the responsibility of teachers to consult with both young people and their
parents about the specific supporttt@HHG ZRXOG EH EHQHILFLDO ,W PD\
confidence in discussing such needs would increase as it becomes incorporated into their
practice. Consultation with young people and parents is a requiremeniSpfebial educational
needs and disability code of practi¢)14). If discussing specific needs with individual students
EHFRPHY SDUW RI WKH VFKRR O faMikBlyit®lgad tbtarirceedge nXe W X U

prioritisation for such training.

Brian, the educational psychologist, recruited as part of the professional group had a backgroun

as a teacher and had worked as an educational psychologist since the early 1990s. As stated
212



earlier, Brian had not been trained to understand the condition. His assessment iviss that
diagnosed by medics and you need equipment and you need expertise in hearing in order to
identify it (Brian, 1: 26-27). The medicalisation of the condition may lead to focusing on its
physiological aspects rather than educational and behavioural implications. It seemed therefore
that educational professionals are likely not to develop their understanding of this condition

because they primarily perceive it in medical terms.

Brian speculated that child can have difficulties with language development as a result of it just
QRW KHDULQJ ZKBoan V23 E3). i3 eRplanation of the condition focused on
language difficulties. He identified that if a child had a history of colds, he would include in a
report that Glue Ear could be investigated. Similarly, when | asked what knowledge of the
condition did he think there was in schools he explaindgdG tdéa is very little in fact. They

might complain that the child is not respoi@) RU GRHVQTW KDYH D JRRG OH"
, TP QRW VXUH WKDW WKH WHDFKHU ZRXOG FRAKBSE ZLWK
(Brian, 2: 14-18). He seemed to associate the condition primarily with cognitive issues. This
suggests that there is a need for training and increased understanding of the condition among a

breadth of educational professionals.

Because it does not have a high profile among educational professionals, or the public at large,
and the behavioural and social aspects of the condition are not widely understood, this may lead
WR LWV UHSHUFXVVLRQV LQ \RXQJ SHRSOH EHIsédolRtaf’ D W V
and parents are quite likely to label a child with behavioural issues as being on the autistic
spectrum or showing the characteristics of ADHD because information about those conditions is
frequently in the press or on television. He explained that such conditios®ciedty

constructed, and two professionals, even two psychologists could see the same child and come
up with different conclusions. We have to be very cautious in how we approach matters, and ver

VHQVLWLYH RQHV DQG LI SDUHQWY DUH FRQYLQFHG WKD
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WKDW K Briah) ¥V @I, 2: 1-2). It seemed that the lack of agreement among
professionals undermine® U L BO@it§ Y6 dispute parental assumptions. The parental opinion

in this case took precedence over the professional view. A further complication that he
highlighted was that because of budget cuts and changes in governmentpealpig: have

become more careful about their area of expertise and far less joined up thinking than there uset
WR EH EHFDXVH SHRSOH DUH IHDUIXO RI WKHLU MREV $0O
(3:10-12). ) URP %ULDQYV UHYLHZ RI WKH VLWXDWLRQ LW VHH
lack of consistency in diagnosis and territoriality, when working in multi-agency teams,
diminished the value of their professional expertise and opinion. Although policies emphasise
OLVWHQLQ JiewsRabsud thdir QHildxefi, it is important to set this within the context of
SURIHVVLRQDO NQRZOHGJH WR HLWKHU LQYHVWLJDWH WK
knowledge of their child. It seemed that Brian sometimes acquiesced to parental opinion, which
may not be backed by a professional diagh®@ G SRWHQWLDOO\ QRW LQ WKFE

interest.

Many of the mothers and the young people in this research discussed their interaction with
audiologists who conduct the hearing tests as part of the regular hospital check-up process. Ottc
identified that the results of the audiogram are one of the key elemdrgsdecision-making as

to whether he would put a young person forward for surgery. Annie was recruited to explore the
YLHZ RI *OXH (DU IURP DQ DX&weR &sRrlproiasEigned ekpeveheeknV LY H
that role, her current position was in a university where she educated and supervised both traine

audiologists and teachers of the deaf.

Annie identified that pragmatic language skillsiél LPSRUWDQW QRW RQO\ IRU
understanding of language but also for their social integration. She highlighted the potential
problems:, | \RX DUH WKH SHUVRQ ZKR G &hrsiaQly MokTaxyodv H JHW L

neighbour or has to constantly sayu & D Q \R X U H 8 HaD'W hat Kdes\Hef do to you as
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a person when you constantly have to have things repeated and constantly trying to understand
things(Annie, 1: 48-50, 2: 1). She emphasised the repetitive nature of this situation by repeating
constantly Annie could empathise that it would be highly likely that this could lead to young
people with the condition developing low self-esteem or being rejected by their peers. The need
for repetition and the impactithad Q DQ LQGLY LG XD Odtvgnsed byHStewieO HY H O
(Chapter 7) as leading to him feeling fed up and increasing his stress levels. Similarly, in Daisy

(Chapter 7) it arouse@elings of exclusion and extreme anger.

Annie put into context the potential issues associated with constructing Glue Ear as a temporary
condition resulting in mild hearing loss. Firstly, because it was not well understood in
educational contexts then the hearing loss is attributed to a shortcoming within thi¢ gbid:

DUH D TXLHW FKLOG RU WKH QDXJKW\ FKLOG RU WKH FKL
put down to that. And so what we do is there are intrinsic features of children and there are
extrinsic features of children and what we do is we manipulate the extrinsic features to disable
the children.(Annie, 2: 2-6). Rachel demonstrated this when she described one of her female
students aa nightmareandaggressive $SSO\LQJ $Q QL H fh¢inBiRkfQakureS WV R |
hearing loss and personality, were reinterprastie extrinsic featureof poor behaviour
resulting fromfamily issuegRachel). Jane experienced this situation (in Chapter 5) when the
6(1&2 LQWHUSUHWHG 5XVVHOOYV WHQGHQ Fobf Ve AkingK G U D
poor parenting skills5 XVVHOO TV KHD UL Q dtegypi/sdcial QitadiarRabrie@deéd\oN U
be interpreted in the environmental context of a very noisy classroom in which he could not
block out the sounds to which he did not wish to attemtdHU U\ LQWHUSUHWHG KLV
aggressive behaviour as a factor of his behavioural difficulties rather than reinterpreting it as
frustration at not being sure what was going on in the classroom or being able to interact
effectively with his peers, which had led to aggressive behaviour. In all these situations, if the
condition was better understood by educational professionals then the environmental factors

disabling the child could be changed for more positive outcomes (Goodley, 2011).
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Annie clealy understood the condition and where it was located in terms of funding, which
related W R % lEddsBs@nifevit. Some parents identified their child as having a condition with a
high profile which was likely to attract greater support for their child with the diagnosis being
hard to dispute as the behavioural attributes can result in differences of opinion in professionals
(Bruchmulleret al, 2012). Because the wider behavioural implications of Glue Ear are not

widely known among professionals or parents, a repeated history of it was not considered
important bugoes in the reporgBrian, 1: 30). This was compounded because of funding cuts,
leading to limited availability from specialist support teach€esichers of deaf will pick up

children with conductive hearing loss in some areas and talk to the parents, give support in
schools. But as services contract and are cut then they will be the first(dnme, 4: 5-8).

Annie identified that not only are there inconsistencies across the UK as to whether young
people with conductive hearing loss (Glue Ear) are supported in schools but, as Brian also notec
funding cuts mean that services are being contracted. This suggests that it is unlikely that suppo
for the condition will increase in the near future. If young people with the condition are to
achieve their full potential, then there needs to be greater understanding of the wider implication:
of it among class teachers. This again supports the need for the development of appropriate

training material.

Annie highlighted the continuum nature of the conditibis recognised that it has an effect, but
LWV HSLVRGLF DQG IRU RQH FKLOG LW ZLOO UHVROYH E\
VRPH FKLOGUHQ LW ZRQYW UHYV R edlidtatemefitg addaiiiAnki® 8:G W R
1-4). She explained the way in which it could impact individuals differently and how the
description could trivialise its impacBHRSOH VD\ p:HOO MekHENDRYEBE RYOV IR
PLOG ORVYV 1 $0Q G igtkabrild W ietdrringRdJalridimber, but not to an individual. So
mild may be massive in terms of effé&nnie, 2:46- $ Q Q L H Tanlyay &h deljective to
describe the condition explained how it was dismissed. However, as previously demonstrated

(Chapter 2) by Winskel (2006) even in those children in whom the condition resolved by 7 years
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of age, if they have had repeated episodes from an early age, their reading skills remain

significantly less developed than those of their unaffected peers.

Annie explained that describing hearing loss in terms of decibels may not fully explain how the
condition impacted each person with the same decibel loss resulting in different perceptions as t:
what they could hear. This is in part explained by the continuum nature of the condition and also
variationsinaFKLOGTV HQYLURQPHQW SK\VLFDO VR pdtdntallylDP L
resulting in a variety of outcomes. The results of this mild hearing loss canliks, the effects

are insomeways moH SHUYDVLYH EHFDXVH \RX GRQYfYW VHH LW 7
indicate a hearing losgAnnie, 3: 1-2). Hearing impairment is by its nature invisible. For Glue

Ear the intermittent nature of this loss means that most children are not offered the ogtion of
hearing aid so there is no visible presence to their hearing loss and there are times when they ce

hear at the same level as their peers.

The educational professionals, Brian, Rachel and Terry, who participated in this research
explained that they had no formal training in Glue Ear and had limited understanding of its
impact on educational performance, primarily identifying its impact in terms of not developing
phonetic skills at the same rate as other children and having difficulty hearing in class. The ENT
consultant, Otto, had wider knowledge about the behavioural aspects of the condition, but these
were not communicated to parents. Annie, the audiologist, demonstrated a clear understanding «
the physiological implications of the condition as well as the behavioural and social implications.
However most audiologists play a subsidiary role in interacting with parents and young people
with the results of audiograms either being presented in specialised technical terms or

communicated by the ENT consultant.

In the educational context, Glue Ear seemed to be viewed as a temporary and trivial condition.

Teachers would perhaps benefit from taking a pro-active appbyeatking about hearing
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difficulties and discussing the implications of these with parents and young people to identify
ways in which the student can be best supported. If the policy of involving young people in
discussing what adjustments they need is to become integrated into classroom practice then it
needs to become part of the procedures by which teachers are measured, in the same way as
WHDFKHUVY FRQWULEXWLRQ WR VW X GsHi@ youhf ge¢pdePn s U IR U
research indicated, they may not have the confidence to be their own self-advocate and look to

the adult to take the initiative in talking about their needs.

The mothers in this research identified that they were quite isolated from other mothers who had
a child with Glue Ear. This suggests that they would benefit from the opportunity to participate
LQ D VXSSRUW JURXS IRU WKLY FRQGLWLRQ WR JDLQ LQIF
behavioural and social consequences and strategies for dealing with them. Glue Ear is far more
than fluid rather than air being present in the middle ear and that is a message that needs to be
spread far more widely among educational professionals and parents. This is an area where
shared knowledge and working in partnership is likely to support the child in achieving his/her

full potential.

The educational professionals identified Glue Ear as a medical condition. Brian explained the
process for dealing with the condition in his local aregashrough the school doctor and then

the doctor would route on. We do actually in fact here have a hearing impaired team but they
GRQYW GR WKH HDUO\ DVVHVVPHQWYV W KBHankRD2{EA3WMhe JR W
school doctoandthe hospitalare identified as the way for diagnosis with tiearing impaired
teamnot being involved irarly assessment$his positions the condition within the medical

rather than educational field.

6LPLODUO\ 5DFKHO H[SODLQHG KRZ RQH PRWKHU ZKR ZDV

early in the school yeaBhe went to the doctor, she went to the health visitor and they said the
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school nurse will be coming in. So | actually waiitR WKH VFKRRO QXWX PO G V
really quite concerned. We would really like to have her tesfedth€mit dragged on,

presumably because there was some hold up, somebody was off sick, so it did take quite a few
months. The school nurse was quite late coming in last ¢ieachel, 2:1- 5DFKHO(Y{V
description of the mother trying to get help for her child is similar to the experience of some of
the mothers in this research (Chapter 6). For the child described by Rachel the situation
continued for approximately eighteen months, which could potentially have impacted her
academic progress. However, the expertise in this condition is perceived as residing in the

healthcare system and until the child is assessed in that context, schools seem reluctant to act.

In contrast to the passive role which educational professionals see themselves as having, Otto,
the ENT consultant, considered they have an essential part to play in diagnosis. He explained:
think that teachers do have a very important role to play because they will be able to pick up
which children are having a problem hearing, which children are paying attention, which
FKLOGUHQ DUH GD\ GUHDPLQJ DQG WKH\TOO EBtd 2@3H WR
26). FURP 2WWR 1V téathery@dbiest/dlaced to identify the relevant behaviours in the
classroom thus recognising those young people most likely to benefit from referral. As Annie,
the audiologist, observed, beh&X U LQ WKH \RXQJ SHUVRQYV KHDULQJ |
indication of the impact of hearing loss than the decibel range indicated by an audiogram.
However, until teachers are aware and have confidence in undertaking this role, it is unlikely that

they will become more proactive.

Otto also pointed out that post-diagnosis, the teacher needed to be taking the initistiey V LW\
WKH FKLOG LQ VXFK D zD\ WKDW WKH WHDFKHU FDQ WDON
that teachers know about hearing loss so that they can actively manage the child and do active
rehabilitation kinds of thing(Otto, 5: 45-47). He emphasised thatv |V dtXdather®

understand both the impact of hearing loss and the strategies they can adopt to support their
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studentsa teacher who taps them on the shoulder and checks that they are paying attention
(Otto, 5: 49-50). However, from what the educational professionals in this research said, they
appeagedto lack understanding of the implications of the condition in the classroom or what they

can do to support their students.

Rather than a subsidiary role, Otto explained ithabme circumstances where the child has a
teacher who is interested in hearing loss and who is interested in support then the child can
avoid having grommets because the mild hearing impairment can be overcome by the teacher
working with the child in a slightly different w@@tto, 6: 5-9). At the present time, however,
teachers do not appear to be aware of the central part they have to play or the amount of
difference they could make for a young person with the condition. Stewie (Chapter 7) explained
how the support from higood teacheenabled him to participate more fully and achiéve

grades on his report cardvhich resulted in Lois, his mother, feeling proud.

It seems that there is a very strong case to be made for including knowledge of the condition as
well as strategies for how young people can be supported in initial teacher training and as part o
continuing professional development (CPD) activities for early yipasstitioners, teaching
assistants, teachers and educational psychologists. This would help to reposition the condition a
being relevant in the educational context and develop a much greater understanding of its
LPSOLFDWLRQV IRU \RXQJ SHRSOHYTV ®atiettigah @@deriph@& LD O
exercise, | would suggest that all educational professionals need ongoing access to relevant
material about Glue Ear and their role in minimising its imgacbould be of value to

investigate the development of online training materials as a cost-effective and practical means

of providing relevant training and development.
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8.4 Medical professionals have knowledge, but no time to explain it

The medical construction of the condition was demonstrated by the mothers in this research
(Chapter 6) who describetdin such terms but appeared to have less understanding of its
implications for social and behavioural outcomes. They had experience of regular hospital visits
and the young people in this research had at least two grommet operations. This next section
explores the experience of interactions between professionals, mothers and young people within

the healthcare context.

The lack of involvement of young people in their treatment and how mothers and young people
can have different views was illustrated by Caz and Daisy. Although Caz was aware that Daisy
was amenable to the idea of hearing afdsd then we walké LQWR WKH GRPWRU DQ
you know, you RXOG DOZD\V KDY AnKIthbughtQ 2 KIKL GHHIRYY LW KDGQ !
RFFXUUHG WR PH WKDW V Kisywas BIHoE0az, H BR-33). KCa2appared
WR KDYH QRW FRQVLGHUHG 'D bad\éndugdier baating did®. REhYUgWh X 1 1L F
VKH DFNQRZOHGJH Gwds alMoffivCad tnas EBs@ntiisiastic. Hearing aids were
offered again on a subsequent visit, but Caz explairedk W LW ZRXOGQTW UHDOO\
just make all noises louder and that would just distract (@az, 4: 33-36). It seemed that Caz
based her decision on her beliefs. Even though Daigy quite acceptable to wearing hearing
aids.(Caz, 4: 36-37), and despite policies about young people being active participants in

decisions abouwW KHLU WUHDWPHQW LQ WKLV UHVHDUEFK PRWKH

'DLV\IV XQGHUVWDQGLQJ Rl ZKDW D KH DURR)I ,DG& B QARH ¥ D\
hearing aid because part of that dims your hearing, if you have a hearing aid it works for you
EXW WKHQ \RX DSSDUHQWO\ KDYH WR GHFLGH «« 8PKK«
KHDULQJ JHWV VR XVHG WR LW WKDW ZKHQ \RX WDNH LW

XS \RXU KHDULQJ VR , GRQTW UbtRY D 2-&.[Daisy hphlight@laL QJ D
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number of times throughout the participant-led discussion that retaining her current level of

hearing was very important to her.

Annie, the audiologist, discussed hearing aids as a treatment for GlufeyBarsimply make it

louder, appropriately and you guard against over-amplification then what you could do is to

take a child from hearing (mumble) to hearing normally and they would have normal speech
perception(Annie, 2: 33-36). Even though they may be helpful, there was an issuewerth
amplification Although an alternative existed WV TXLWH XQXV XID&EdrRoU D FKL
have aradiohe® LQJ DLG EHFDXVH SHRSOH We EanD g G a WX\WH O PH
O R YANNR, 2: 44-46). Anni& Yescription obnly gottrivialised the condition. The result

being that although the technology was available, it probably would not be offered due to the

condition$ portral.

Gabeet al (2004) suggested that there are likely to be different coalitions in a triadic discussion
when young people are encouraged to participate in deciding their treatment options, particularly
where parents retain the right to consent to treatment. However, it seemed that the necessary tir
for these relationships was not provided. For young people with ongoing Glue Ear it could be
argued that the mother and young person already have experience of the condition and are more
aware of the impact that it has than others with the less mild form. However their specific needs
appeaedto be overlooked and there seemed to be little differentiation in the treatment of those
with the most extreme form of the condition. Otto, the ENT consultant, potentially provided an
insight into the lack of information provision and discussion on the part of the ENT consultants:

, VXVSHFW WKDW WR D ODUJH HIWHQW WKH SDUHQWY DOL
got no problem with that because to some extent there are three reasonable options and if they
have chosen one of those options tWerR VRPH H[WHQW ,fP KDSS\ WR JR D¢
chosen a reasonable optig®©tto, 4: 20-24). Théhree reasonable optiorese to wait and do

nothing; put in a set of grommets; or have a hearing aid.
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However there are two issues worth considering. Firstly, it was not clear where and how Otto
expected the parents to have gained appropriate and sufficient information on which, along with
the young people, they could base their decision. Secondly, the consultant may well retain
control rather than develop collaborative discussions to activelyegEkH \RXQJ SHUVRQFT
Otto recognised thaparents are very much influenced by the setting and what the person tells
WKHP , DP DQ (17 VXUJHRQ VR ,TP JRLQJ WR e&tingaaid WKHP
GLVSHQVHU WKHQ ,1G W D O NONR3:\W8F0P TheEmROes K thi3 tése@rdh D L
V K D U H sviewthatRnky tended to be guided by the advice of the ENT consultant. As Kate,
one of the mothers, suggested when discussing her image in Figure 6.11 of a young girl waiting,
the experts tend to control the resources and the mothers and young people can feel compelled

comply.

Annie, the audiologistDb SSHDUHG WR VXS SR dsd¥o Whkri h&dRN dekidioi Y L H -
making powerit might be incredibly clearly appareitQ DQ (17V PLQG DQG WKH
providers and the hierarchies of power. You know the surgeon is at the top of (@oures 2:

21-23). In her point of view the ENT consultant reatisde the choiceSo there is an issue with

Glue Ear, how do you treat it? You can watch and wait, you can have hearing aids, you can
antibiotics, you can have grommets, but actually in all the outcomes are more or less the same.
So where you live will depend upon what you get. If you are in nominally Xshire, then the ENT
FRQVXOWDQWY ZLOO VD\ p7KHUHTV QR SRLgM ini@avik YLQJ
anaesthetics that compromises the health of the child give them a hearing aid and they will use i
ZKHQ W KH\§edr JRWe,*2: 11-17). Equally, as she identifigdu might be in
DOQRWKHU DUHD ZKHUH WKH\ VD\ pu2K JURPPHWY IRU HYHU
going, because the evideneeDVH GRHVQTW WAMADIE® 2X19-22K Brile ah& OGAR
agreed on the possible treatment options. Despite the NICE guidelines (2008) identifying the
conditions required for surgery, they agreed that there was no uniform practice across England.

Their shared perception seemed to be that parentsdembe e OLD QW RQ WKH (17 FR:
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knowledge and his/her preference about the best course of action. This left parents and young
people with the illusion of choice but actually they have limited information on which to make

an informed decision. This is compounded as the material that they can readily access is written
from a medical perspective with a concentration on grommet surgery, or descriptions of the

impact on the middle ear.

Otto explained that although Glue Ear may be a very common condition, not all ENT consultants
considered it importantWKHUH DUH SHRSOH ZKR DUH LQWHUHVWHG
interested in that and whether the person will live or die and if they see a child with Glue Ear
WKH\fUH QRW JRLQJ WRttE& B: 3032 Budidisikterest arth&\perDoithe
consultant in the condition might explain why some of the mothers felt that there was not a lot of
discussion. Additionally this could perhaps mean that not all consultants have the rast up-

date information abouts social and educational implications. They may perceive the condition
would resolve by the time the young person was 7 years of age, so potentially not understanding
its continuum nature. The mothers and young people in this research esgxtttencondition

in its extreme form.

Kate highlighted the treatment implications for a young person which can result when the ENT
consultant has limited information about the condition. She had been attending a clinic in a large
town with her daughter, Pippa, until she was offered an appointment at a closer hospital. She ha
not considered that there would be any difference in the level of care that Pippa would receive.
However, as she relatedKDW WKH\ GLGQTW WHOO XV ZDWad/KDW WK
throat specialist not an ear specialist, this went on for about 3 or 4 yKate, 4: 3-5). It was

only after she changed an appointment and returned to the main hospital that she understood th
effects of not seeing a specialist with an interest in GlueAfat we went to the town and had a
FRPSOHWHO\ GLITHUHQW H[SHULHQFH DQG WKH SHUVRQ V

$QG , ZDV XQDZDUH RI WKH KROH JHWWLQJ ODUJHU DQG ,
224



WKH\TYH ORRNHG DW 3LSSDYV HDUV DQG VDLG WKDW LWTY
VHHLQJ"Y DQG ZH JDYH WKHP WKH QDPH DQG WKH\ ZHQW«
(Kate, 4: 10-15). Although Kate had trusted in the system and believed that her daughter was

getting specialist treatment, by default she found this was not the case.

Perhaps because Pippd dot have a life threatening condition or one in which the consultant

had a specific interest, clinically there was very little that could be done about@helha Q 3LS S
eardrum,soitwaP RQLWRUHG DQG GRFXPHQWHG 3RWHQWLDOO\
MFRPPRQY PHDQW WKDW WKH FRQGLWLRQ ZDV WDNHQ OH\
hearing loss, mayb®/ KH FR QV X O W DviaS\tHeYVhes kewaS mbEidanger. Although
.DWH ZDV D FKLOGUHQTV QXUVH DQG KDG P H d@fteFeDt GNW U D L (
consultants had different interests. In their grounded theory study, Wuest and Stern (1990) founc
that mothers of children with ongoing Glue Ear initially wanted to trust the knowledge of

medical professionals. A breakdownEHOLHI LQ WKH PHGLFDPaOIad RIHVVLR
mothers to both identify actions which return their sense of agency for protecting their child
(Gunnarsson et al, 2013) but also safegyf HLU RZQ LPDJH RI EHLQtdob pJIR
action to find another professional whom she regarded as having appropriate knowledge and

WXUQHG WR KHU IRU VXSSRUW LQ 3LSSDYV FDUH

As Otto explained, ENT Consultants are in a vulnerable position. They lack understanding about
what causes Glue Ear and are unable to specify which child will have long-term damage as a
result of it (Bluestone and Klein, 2007). In the clinical context, patients are unlikely to want to
hear the healthcare professional, whom they are likely to look for answers, say that he/she does
not know what caused it; when an individual child would grow out of it; or if it would result in
long-term and permanent hearing loss. Otto emphasised that the grommets are not a cure, but
their function is to relieve pain by reducing the associated ear infections until the condition

resolves. However, his explanation to pareves deliberately vaguen my practice | would
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specifically say that there are some children who will have to have grommets again, which is a
URXQGDERXW zZD\ RI VD\LQJ WKDW JURPPHWY ZRQfW FXUF
ZR QW lked&drtbetause there are some childi2iK R Z Raetdvhave grommets again

(Otto, 3: 26-29). Although he was not being clear in saying that he could not predict the outcome
of surgery in a particular child, Le(DFHG WKH GLOHPPD RI QRW ZDQWLQJ

his expertise.

Although ENT consultants may have the most knowledge about the potential implications of
Glue Ear (Higson and Haggard, 2005), they lack the time in the clinical setting to discuss and
explain these to parents and young people. Otto explained that the condition is multi-faceted anc
in the context of the busy clinical setting there was not time to fully discuss with parents and
young people its complexity or to encourage and respond to questions. However, the Departmer
of Health (2004) highlights that young people should take an active role in decisions about their
treatment. If they are to do this then they need information which is understandable and
appropriate for them. Martenson and Fagerskiold (2007) found in their study of the interaction
between parents, young people and healthcare professionals in an outpatient clinic that nurses
played a key role in supporting young people to understand their condition better and to answer
their questions. With the current economic restrictions and the way in which ENT clinics are
organised with a mix of different ages of patients, the resources are unlikely to be available for
such support. However, well set up support groups for young people and their parents, could
provide an alternative means through which such issues could be explored in a more appropriate
setting. This may apply equally to those who experience the condition as temporary through to

those with the recurring condition experienced by young people into adulthood.

Another area in the treatment of Glue Ear where the voices of young people appear to be
marginalised is in their preparation for grommet surgery. From the perspective of the young

people and the mothers in this research the procedures of the hospital seemed to dominate over
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active consultation and choice. The most stressful part of the whole situation for the young
people and their mothers was the administration of the anaesthetic by injection. Stewie and Dais
detailed their fear of the needle associated with having an anaesthetic and their resultant high
level of anxiety (Chapter 7). In this section the focus is from the perspective of some of the

mothers in this research, supplemented2dy/ WiB§pWdint.

WendyrelaHG KHU PHPRU\ R Keadpon$seRddhe adhvisttatipy of the anaesthetic

for his first grommet surgery. She used three images to explore her reactions: Figure 8.4 a
picture of a large needle, Figure 8.5 of a boy using an inhalation mask and Figure 8.6 of a boy
with a blood shot eye. The number of images she used was perhaps an indication of the extent
that the experience impacted her emotionally. She felt that she was neither prepared for what to

expect nor given sufficient information to minimise Peter responding negatively.

*HQG\TV LPDJHV

Figure 8.3 Figure 8.4 Figure 8.5 Boy with a
Needle Boy with an bloodshot eye
inhalation mask (Reconstructed)

Redacted Image

She explained that initially the anaesthetist had attempted to put a catUR IBHWHU YV KD
he had not co-operated. TRQDHVWKHWLVW VDLG p5LIJKW ZHYJUH QRW
route,ZHJfUH JRLQJ WR KDYH WR JDV Hie®rdbm, &/Ratéver iZzi$d Bdd sbQ V
they put the gas mask on him and he was he was hysterical, hysterical, absolutely hysterical. Bu
WKH\ VDLG Mu/RRN WKLV LV JRLQJ WR EH XQFRPIRUWDEOH
this boy knocked out is to mask hfwendy, 4: 28-33). In this situation, Wendy was a bystander

to what was happening to her son. From her account, the anaesthetist was in control and his
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IRFXV DSSHDUHG WR EH RQ KLV WDVN UDWKHU kKB FRQ
language objectified PetBave to gas higthis boy knocked o@ndmask himlIt seemed that no

one was responding to Peter as a petsisnboyand no one appeared to tabkhim to try to

calm him down.: HQ G\ V U H ShystéicalihdregiedRHow she perceived his level of

distress, but she remained on the outside of caring for her son. The anaesthetist demonstrated

VRPH XQGHUVWDQGLQJ RI : H@&kfortabIRfo bW thid SeethetMBS R Q V |
underplay her likely feelings.H Q G\ VvV O bhiidvityRulith the environment was captured in

how she labelled the roopre-med room, whatever it.isler experience seemed similar to how

the Daisy and Stewie (Chapter 7) explained the procedure. Both Daisy and Stewie emphasised

that they were not given a choice as to how the anaesthetic was administered. It seemed that in
alO FDVHV W Kiddiesiwet rodd<34p\with the healthcare professionals in control but no

account being taken of their emotions.

Otto used Figure 8.6, Preparing for an operation, to acknowledge that children could find surgery
frightening. Although the young person in his picture was being given the initial anaesthetic by
the mother, and there was a sibling present, this did not repréd&ri Zexpefiance. He had to
choose my Mum or my Dad to come, then | have to go into this(&temie, 4: 4-6). His

language, repetition dfaveto L Q GL FD W H G falv ¢cOD M| led\o ldatriphy.§ V

Figure 8.6 2 W W R § VYduRdp&ikson preparing for surgery

Redacted image copyright issue

Otto recognised that perhaps healthcare professionals do not consciously involve the young

person or their family in selecting the method for the anaestf@tisome children they end up
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coming back time and time again and that is also important as if they have a bad experience the
first time, or maybe the second time then they remember the needle from before and get anxiou:s
(Otto, 1: 31-34). Otto recognised that the needle would @usetyin most children. Stewie

and Daisy found the situation very distressing, maybe more so as they are in the group of
children who have had recurring operations. However, the hospital procedure appeared to take
priority over offering the young person achoicéld QG\fV GHVFULSWLRQ RI 3HW!
highlighted that the whole situation was emotionally fraught for both mother andAltiidugh

it seems that there was clarity on the part of all concerned as to what would be a less stressful

way to deal with the situation, there appeared to be a lack of impetus for change.

Aguileraet al. (2003) found that in the USA the inhalation method is preferred as it is perceived
to be less distressing for young people. However, in the UK inserting a cannula is the more likely
method. In a comparison study of administering the anaesthetic by needle or through a mask,
Aguileraet al (2003), in their UK research, found that there was less anxiety in young people
who used the mask than in those young people who had a needle. Perhaps more research is
needed on the practices and choice offered to young people and their parents as is suggested b
the Department of Health (2004) whereby young people would take a more active role in making
decisions such as the administration of anaesthetic. If a Glue Ear support group existed for both
parents and young people, then it might be the appropriate channel through which this issue
could be discussed so that hospital procedures could be reviewed. A support group could perhaj
enable young people to develop appropriate material for explaining all of the aspects of gromme

surgery and enabling them to play a fully informed part in their treatment.

ENT consultants have more knowledge than either parents or teachers that Glue Ear has more
than health implications for those young people who have repeated episodes (Higson and
Haggard, 2005). Annie demonstrated that other healthcare professionals, such as audiologists,

share this understanding of the potential impact of the condition. However, there seemad to be
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gap between what the healthcare professionals know and what they disseminate. Although there
are policy documents (Department of Health, 2@&partment of Health, 2003) about the
importance of young people and their families being involved in decision-making and having the
information necessary to make informed consent, this does not seem to have translated into

practice.

In the busy hospital environment, from what participants in this research have said, the
healthcare professionals seshmore intent on meeting consultation timescale targets and
patient throughput figures. Perhaps because involvement of young people in their treatment is
not measured, then there is no incentive to explain the different treatment options or to develop
strategies for involving young people in discussions. The culture of the ENT consultant making
the decision as to which treatment option the young person will follow seems to continue to

prevail currently.

,Q 2WWRIV YLHZ DQG KH ZDVwe&iBs Rorked vaysof tpadigylthé W K H |
condition: do nothing and wait to see if the condition resolves itself; take antibiotics for the
recurring ear infections; have grommet surgery, despite a lack of clarity as to which patients are
most likely to benefit; or have a hearing aid. Caz and Jane were the only two mothers who
appeaedto have been offered this last option. However, they were not provided with detailed
information about how they would work and what the benefits and drawbacks might be. Because
the hearing loss associated with Glue Ear was perceived as mild Annie explained that the hearin
aid device most likely to be helpful would not usually be prescribed. This reinforces the message

that it is perceived as a trivial condition.

The perceptions of participants in this research suggested that the power for decision-making is
controlled by the ENT consultants. Although the mothers and young people may want more

relevant information and opportunities to participate in decision-making they do not currently
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appear to have a way of expressing their wishes. This could lead healthcare professionals, in
particular, to believe that no one is asking for it. Although grommet surgery is the most likely
reason for an operation in children there are no Glue Ear support groups, perhaps because the
repeated message is that it is a temporary condition. This means that there is no channel throug!
which young people with Glue Ear, and their parents, can express their collective voices or share
their thoughts, experiences, fears or information. There is no easily definable place from which
to seek information and most of the available literature for parents and young people has a
medical focus. The lack of opportunity to meet others with children who have the same diagnosis
means that each young person and their parents have to rely on their own resources. It could be
that because the condition is perceived as common and temporary then this leads people to thin
that they do not need to explore it further as it will soon resolve. This mindset seems to remain
evenin those mothers for whom the condition has been part of their lives for years. The young
people lack the opportunity to learn about their condition or be able to consider their options as

most of the time they do not appear to be involved in the medical consultation.

8.5 Adults and Younqg People have different voices

Research into Glue Ear across the years has tended to use parental proxies as the main source
information (Barbeet al, 2014; Shaiklet al, 2010; Asmusseet al, 1999). The studies have
focusedon either when the child has an ear infection or the impact of grommet surgery.
However, recent studies using questionnaires have identified that, particularly with regard to
VRFLDO DQG HPRWLRQDO DVSHFWYV RI D \RXQJ SHUVRQTV
the young person (Matsumatb al, 2011; Jokoviet al, 2003). Doctors and fathers seem to

show less agreement between young people and their mothers however the differences are
greatest when rating emotional upset and pain, with young people rating this higher than their
parents (Morrowet al, 2012). The following section explores the value of encouraging young

people to express issues which are of importance to them.
231



In this research, young people were asked directly to explore their experience of Glue Ear, as
were their mothers. This led to situations in which the mother identified one view of a situation
whereas their child had a different perspective. A case study approach was used by Capewell ar
Ralph (2014) to illustrate the importance of asking young people for their views of what support
is helpful in the school setting. They suggest that although mothers may have a good relationshi
with their child, the young person may be best placed to articulate their specific requirements.
Additionally contrasting opinions between the parent and child swegttbsit optimal actions

may notoccurL| WKH PRW Kt SVWHKFRGHYMAMH RYHU WKH \RXQJ SHU"

In this section some examples which occurred spontaneously during the course of this research
are provided to illustrate the benefits of asking young people directly for their views. In some of
the examples, the views of a professional are included as they made comments on the same
issue. Although the professional may understand the condition from a theoretical perspective it is

the lived experience of the mothers and young people that contributes depth to that knowledge.

For Russell it seemed that aching ears was something familiar and in the backijtpeads

have beemching WRGD\ IRU VRPH RGG UHDVRQ DQG W HatgrgatH M X
WKLQN DFKLQJ IRU D ORQJ WLPH OLNH DERXW PLQXWH\
(Russell, Ear Ache:1-3, his emphasis). He timed the aching which wasdor 2 minuteand

had emphasised his discomfadhing. This was a situation which he brought up and focused on

as a key aspect for him. It could be that Russell had leaned to live with low level pain rather than
it not being a more or less ongoing part of his experience. The implications for him in a school
environment are that this would be likely to reduce his ability to concentrate and perhaps

resultingin irritability.
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Pain associated with long-term Glue Ear appears to be under-reported in the literature. Otto
explained thatt_ots of children under 2 get lots of ealQIHFWLRQV EXW RQFH WKH
they tend not to get ear infections and it is the hearing that is a problem. Some children tend to
get eustachian tube dysfunction so they will say that they get popping if they swallow or if
WKH\TUH 104§ét Qainfl & p§EpiegOtto, 8: 33-34). In part his lack of awareness

about pain might be because, as he explained, ear infections tend to be dealt with by general
practitioners or walk-in clinics as they require immediate attention. Thus he missed the acute
experience of the condition as his appointments are scheduled well in advance. His assumption
therefore was that once the children laegond 2 then they tend not to get ear infectidhss

did not align with the views of the mothers or the young people in this study, but did demonstrate
the compartmentalised thinking inherent in the way professionals deal and understand the

condition.

-DQH 5XVVHOOfV PRWKHU VHHPHGHHZDMWWRX XRFN © HYHHOIDK
get, they popandtt@ WKH\ EDQJ DQG WKHIAn&K H 2% Z L-O&deRmLighicen
seemedW R GHPRQVWUDWH WKH SDWW H gudtachitDbé/dysunatisn 2 W W
Jane described Russell@ste roughty toughty with his ear infections. Reallydd@ W« ,1 LW
SHUIRUDWHY DQG KHYV DW VFKRRO WKHQ REYJlameXN Ot KH{"
19). In her interpretation, Russell seemed to cope with the pain and not take very much time off
school. Perhaps he had learned to integrategsgart of his daily life, therefore not

complaining about it. Potentially as no one asked about ear ache, and he was unlikely to have
contributed information about his experience when visiting the consultant, then the adults arounc

him did not fully appreciate some aspects of the condition.

Stewie explained that he had tinnitus. He explored in some detail what this was like. He found it:
OLNH « OLNH « QRW WKH EHVW EHFDXVH LWY{V OLNH SDLC

NQRZ LV WD Wahndy§ MeStewie, 5: 19-20). He repeatpdinful and identified that
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theall the noiseannoys meHe went on to discuss tl@ad stuffiwhich he had repeateld . makes

like a loud buzzing noise or like an nnnnn and you have to bang your ears to €ogwie, 5:

22-23). The only way he could find to stop it wadémg your earsHe clarified thdoud

buzzing noise or like an nnnitwy individualising the different sounds between his right and left
ears:LWYV OLNH EX]]LQJ L&grdeth hlmyHeRStevies: G4) NrHe Doises caused

him distress/LNH \UUUU OLNH WKDW 1RLVHV DUH ZKDWTfV OLNFEF
(Stewie, 5: 36). He emphasised how upsetting he found them and their unremitting nature. His

experience suggested that his tinnitus to some extent dominated his life and controlled him.

/IRLY 6WHZLHYYV PRWKHU ZzZDV DZDUH RI W Kedgessliad\Wwplmth/ V. W
LW VR PXFK D Ql®dpknd $psfffidosaysthat sometimékpis, 12: 16-17). Her own
emotionswere impacted as she felt helpless to improve his situation and impotent in her role of
protecting her son. Lois explained that she did not feel that there was much help for Stewie with
his tinnitus:the last consultanW DLG KH GLGQTW NQRZ DQ\WKLQJ DERXW
QRW GLVFXVVHG« %XW \RX NQRZ , EHOLHYH WKDW LW¢Y{V
WKDWTV WKH LVVXH WKH\(GR Q@3 W NQRZNVIIKDWHBSRIASRAD «
support Stewie was greater because even the doctors did not seem to know much about
childhood tinnitus. Although it may beot often diagnosed in childrdaor Stewie and Lois it wa
something that dominated their lives. In this situation their views were very close and Lois had a

depth of insight Nto6 WHZLHIV VLWXDWLRQ

In contrast to the distress that Stewie felt about his tinnitus and the anxiety that this led to for
Lois, Otto considered that tinnitus was not an issue for childrgou ask them if they have a
ULQJLQJ RU D EX]]LQJ WKHQ WKH\fOO KDYH LW EXW LW GF
hear properly. If you can not hear for any reason then you do tend to get tinnitus, and lots of
children with Glue Ear do have tinnitus butth GRQYfW FRPSODLQ DQG LW GRE

rare for a child to come in and say that the ringing and the buzzing bothéOmhe, 8: 20-24).
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Otto showed awareness of the physical manifestation of the tinnitus and described it in similar
terms to those used by Stewigging or a buzzingOtto linked hearing impairment and tinnitus,

If you can not hear for any reason then you do tend to get tinitusever, he dismissed it as
something minorWKH\ GRQfW FRPSODLQ D QQ&okWpdtedHhisQ@dhtWusioR W K
through quite a simplistic view of childhood, K H\fUH DFWLYH GXULQJ WKH GD
about and they go home and they fall into bed and they go to gdép. 8: 25-26). However

the emotional upset it caused Stewie, and Lois, emphasised the importance of providing young
people with the opportunity to express their experience if healthcare professionals are to gain
greater understanding of the lived experience of the condition, particularly from a young

SHUVRQTVie®RLQW RI

The tripartite nature of young people with health issues is acknowledged in Department of
Health (2003, p. 12). This situation can become more problematic if the parent and the young
person do not agree on the best course of action. Some young people with ongoing Glue Ear ca
require complicated surgery. Increasingly there is acknowledgement that the young person may
be competent to express an opinion, but the parent retains legal permission for surgery until the
young person is aged 18 yearkerefore, the views of both parent and young person need to be
respected. In this research such a situation had developed between Caz and her daughter, Dais
Ongoing Glue Ear had resulted in permanent and serious damabe_ty h§aring. This did

not really seem to be acknowledged by either of them, perhaps because it had not been clearly
explained. Daisy had already had one operation to repair the hole in her right ear drum, and Caz
wanted her to have the left ear drum repaired. This was complicated surgery requiring

reconstruction of the ear bones and a skin graft to repair the ear drum.

Using Figure 8.7, Damaged Middle Ear, Otto summarised the medical situatgh repeated
glue and from repeated surgery then there can be long term problems to the middle ear and a

SHUIRUDWHG HDU GUXP DQG \RX SHUPDQHQWO\ ORVH KHD
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resolve at 10 or 11 years and that then causes permanent hearing impairment and that then
becomes something a huge part of the workload from our point of view and whether its repairing
the ear drum or whether it becomes trying to reconstruct the ear and it becomes much more
complicated surgery and not like grommets which is simple surgery, it becomes much longer
surgery up to several hours and then it has several risks such as facial nerve palsy or losing

hearing completely, problems with tinnitus and problems with balg@d®, 6: 19-26).

Figure 8.7 2 W W R § Wdridhdrily damaged middle ear

Daisy explained that her itsuch operation to repair her ear drum had not wolkesnember

WKH ODVW RSHUDWLRQ WKH ELJ RQH , KDHer keardnig Bhould | W H |
improve, her hearing should have improved by now, you should@a&RéV LFHG D GLIIHUH
Butt GLGQITW DQG ZKHQ , ZHQW EDFN D IHZ ZHHNV ODWHU |
your hearing, it should b6 HUITHFW &€ QRZWMILWTV QRW « WYV MXVW
ZRUVH«« DQG WKHQ WKH\ 8Xushedii B ID/ZDQ PO Gl VWD IDE) [, P
KHUH DQG ,P IHG XS ZLWK \RX SOD\LQJ DURXQQDhRi®,P\ HD
7: 28-35). The operation had left Daisy with additional hearing loss. She had suffered the
disappointment of yet another failed operation. Daisy may have felt judged through the repeated
use ofshouldby the doctors. It seemed that she blamed herself for the lack of improvement in
her hearing. From her explanation of what the doctors sty the %' person singulait,

referring to her hearing loss and her ears, it was as though there was not any apparent recogniti
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of the emotional consequences for her, of her disappointment at having increased hearing loss.

From her perspective, the doctors were talking about her, not to her.

As highlighted in Chapter 7, Daisy had a poor self-image. This interaction with the doctors
seemed to provide her with the potential for more negative self-talk and to blame herself for
things not turning out as expected (Hogan, 2014). She identified that there were repeatad visits,
few weeks later, a couple of months lafiére doctors appeared to be focused on hehegrput

things in my earthus shevas disembodiedsher ear wathe centre of attention with little

recognition of her as a person. The use of the third person proeoumplied that Daisy was

not being spoken to directly. She repeated throughout her participant-led discussion that she wa:
afraid that if she agreed to another operation she would lose the level of hearing that she
currently had. If young people, like Daisy, are sidelined from full participation then they may

well withdraw co-operation and internalise concerns. At fourteen years of age, she met the
'"HSDUWPHQW RI +HDOWK FULWHULD RfesgibriRIB &id WeH@meét | E X'

did not acknowledge her right to consultation or involvement.

Caz wanted Daisy to have the operation to repair her other ear drum and believed that the best

way of achieving this would be by persuading her that, after the operation, she would be able to

swim freely: KHfV OLNH D ILVK VKH FRXOG VZLP DOO GD\ DOO
REYLRXVO\ ZLWK SHUIRUDWHG HDU GUXPV \RX FDQTW GR |
her to have the other ear drum® D LUHG %HFDXVH LI WKDWfV UHSDLUH
VKHY{OO EH DEOH WR VZLP ZLWKRXW KDYLQJ WK4H5KRUU
14-19). Although CazX QGHUVWRRG 'DLV\fV ORYH RI VZLPPLQJ VKH
greater concern of additional hearing loss. Caz focused on the practicalities and cosmetic issues
of not having to weahese horrible ear plugsShe had already convinced Daisy that hearing

aids were not going to help her hearing and part of that might have been linkeddbribesof
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the hearingaidst RZHYHU &D] GLG QRW VHHP WR EH DZDUH RI 'D

feelings of failure regarding unsuccessful operations to improve her hearing.

Includind \RXQJ SHRSOH TV difeeiimsighint® baving &ud Gar long-term and how

they felt about the condition. Their views di#eto those of the adults around them.

Encouraging them to reflect on their experiences provided greater understanding of both the
complexities of the long-term condition and the emotional implications for the young people.
Russell had potentially integrated low-grade, background pain as part of his experience rather
than seeing it as a feature of the condition. Stewie highlighted that perhaps tinnitus in young
people can be as debilitating as in adults and cause equally as much distress. Perhaps the reasc
that pain and tinnitus are not spontaneously reported by young people is that the professionals d
not provide them with the opportunity to raise such issues. Daisy had lived with the condition
longest and displayed emotional distress. It seemed that healthcare professionals do not conside
potential mental health issues that may develop in those young people with the long-term
condition as a result of frustration, disappointment, physical pain and lack of acknowledgement

of the way Glue Ear impacts their daily life.

8.6 Conclusions

By comparing and contrasting the comments of the young people, parents and professionals, a
key issue which emerged from this research is that most professionals lack understanding of the
lived experience of the impact of the hearing loss caused by Glue Ear and its potential emotional
consequences for young people. This research illustrated the valuable contribution that young
people have to play. In the Department for Education and Department of Health (2014, p. 20),
&ODXVH KLIKOLJKWYV WKDW p&KLOGUHQ KDYH D ULJKW
opinion and to have that opinion taken into account in any matters affecting them from the early

\HDUV 1 ,W LV EHFRPLQJ LQFUHDVLQJO\ UHOHYDQW WKDW
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themselves rather than through an adult proxy. Additionally, ways need to be found to encourage
their views in educational and healthcare contexts. The young people in this research
GHPRQVWUDWHG WKHLU FDSDFLW\ WR H[SUHVV WKHLU YLI

interpretation of the situation.

As suggested by the mothers and young people, there is limited knowledge of how Glue Ear can
impact behaviour and its emotional impact even when it is a short term condition. Rachel, the
Reception/Year 1 teacher, appeared to be reticent to assign behavioural attributes to the
condition, particular those of frustration and stress at not being able to hear others or make
oneself understood. However, Daisy, Stewie and Russell explained that these are key elements
their experience and that they want understanding and acknowledgement from their teachers.
Although Terry did not appear to perceive that the boy in his class may have social and
behavioural difficulties linked to Glue Ear, Daisy articulated some of the distress she felt in
interactions with both teachers and her classmates reflecting the degirelosomething

Terry indicated that his student was perceived as a potential danger to otherdMherQ@ JV GLG
go his way with his classmatekhe teachers seemed more willing to locate the basis of
aggressive behaviours in the family or the student, rather than asking the young persorswhat wa

making them angry and listening to their point of view.

Teachers would benefit from training in strategies for discussing the problems that healthcare or
learning difficulties cause young people and working with them to minimise those impacts.
Some teachers may need extra support in initiating conversations about what could be regarded
as sensitive subjects. As Annie, the audiologist, highlighted, even if a student appeared to be
making age appropriate progress, he/she may not actually be achieving his/her full potential. |
recommend including understanding of the condition both within initial training for educational
professionals and in CPD activities so that they have a wider understanding of its potential

behavioural, social and learning implications in both the short and longer term.
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In this research the pathway for decisions about treatment options were made by the healthcare
professionals. It seemed that hospital procedures and usual practice was maintained in such
things as the administration of anaesthetic with little apparent consultation of either the young
person or their mother. Healthcare professionals, such as Otto and Annieedppbare a

good understanding of the wider consequences of the condition. However, there is little time to
provide information in busy clinic conditions where the fosusn meeting targeted consultation
times. However, to become effective in decision-making, both young people and their parents
need access to reliable, relevant information presented in an accessible format. This needs to be
more broadly-based than the medical implications. The availability of such information would
provide parents and young people with the potential to make informed choices. Resources need
to be developed so that young people and their parents have the opportunity to discuss and ask

questions if they are to fully understand the various options available to them.

Information based on well-constructed research does exist. However, the findings are not always
on websites available to the general public. Either access requires affiliation with an academic
institution or the language may be aimed at a specific professional audience, assuming a
technical vocabulary. On-line provision with open access of reputably sourced material written

for a general audience is a high priority and needs to be the focus of research in the near future.

Perhaps one of the reasons that the voices of young people are not heard in healthcare
consultations or that parents are not seen as equal partners is the lack of any type of support
group. There is a lack of opportunity for both parents and young people to share their
experiences of the condition and to identify that many of the issues that they face are common tc
others thus part of the condition, rather than attributable to the quirks of individual personalities.
One role a support group could provide is time for young people to raise questions, be given

adequate time to process the information and to develop strategies to have the confidence to
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explain their experience. They could benefit from highlighting how the condition impacts on
PRUH WKDQ WKHLU HDUV <RXQJ SHRS OQwithi #l pfétdssictha® HH G V
willing to listen with an open mind rather than make assumptions about how young people think

and feel.

Whether it is about treatment options, including how an anaesthetic is to be administered, or the
likely success rate of a surgical procedure, young people need to be included in the discussion.
Alternatives to surgery need to be presented in a comprehensible way so that both parents and
young people can understand the implications. At the present time it seems that the healthcare
professional makes the decision and imparts it to the parent, with the young person on the
sidelines. When there is a selection of options these are often pre-selected by the healthcare
professional so choices are limited. Although paediatric nurses have played a role in imparting
information in other contexts, this may not be either financially or practical viable with regard to

Glue Ear.

The lack of support also applies in educational contexts. To develop the confidence young
people need to express their opinions or experiences they need support in developing self-
advocacy skills. Additionally educational professionals need help in understanding that if young
people are expressing their specific needs then adult pswet being usurped. It may be that
practical activities based on understanding how the young person with Glue Ear experiences the
classroom environments need to be developed. For example a whole class activity which
explores the different barriers resulting from hearing loss and the support required to improve
learning opportunities could be gathered as a way of widening the understanding of all parties as

to what it is like to have the condition.

Policies are in place giving rights to young people to provide their opinions. They are willing and

able to express their views. Their perspective is not always the same as the adults around them
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who may falsely attribute feelings or cognitive abilities which do not reflect their situation or
abilities. However, what is currently lacking is for young people to have access to information
which increases their understanding of their situation so that they are able to make knowledge-
based decisions. They also lack an appropriate forum in which they can compare and contrast
their views with young people in a similar situation to theirs. Excluding voices of young people

in healthcare and educational conteR$HiDQV WKDW SDUW RI WKH pVWRU\Y
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Chapter 9

Answering the research questions: Conclusions and Further Research

9.1 Introduction

The purpose of this chapter is to evaluate the extent to which the research questions have been
answered and the contribution that the findings have made to understanding the experience of
mothers and young people living long-term with Glue Ear. The research findings are drawn
together to develop some conclusions about each of the research questions. | identify the

strengths and limitations of this research and suggest avenues for further research.

The research questions for this study were deliberately broad as the purpose was to gain insight
into what the participants, mothers and young people, regarded as important in living with the
condition. Mothers (Chapter 6) and young people (Chapter 7) explored their experiences, which
were then compared and contrasted, with the views of a small group of professionals with whom
they typically interacted (Chapter 8). Although not in the original design, accessing the views of
this small group of professionals was included to provide an understanding of the knowledge anc
perception of some of those specialists whom parents and young people with Glue Ear typically

encounter.

A review of the literature indicated that there were questionnaire responses from some healthcar
and educational professionals about their understanding of the condition (Higson and Haggard,
2005) but no qualitative investigations. | could not therefore access their views from that data, sc
asked for their opinions and perceptions of the condition. The intention of this research was to
identify actions which could be either implemented or researched to advance awareress of th
social and behavioural implications of Glue Ear. | considered that seeking the views of all

parties, mothers, young people and professionals, was likely to lead to a broader understanding
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of thar current experiences. This is based on the assumption that incorporating more views coulc

lead to an appreciation of the different issues that various groups may have.

The outcomes from this research are intended to illustrate the experience of those with the
ongoing form of the condition. Most previous research into Glue Ear has not taken into account
the continuum nature of the condition nor the particular impact that it has for those young
people, and their families, in whom it does not resolve as expected by the ages of seven-nine
years. Some of the wider effects of this long-term situation for both the young people and their
mothers are discussed in this chapter. The findings of this research may assist the professionals
who deal with these young people, and their mothers, to potentially identify how their practice
could take greater account of how the recurring condition is more complex than is generally

assumed.

This chapter explores the contribution that this research has made to increased understanding o
KRZ PRWKHUVY DQG \RXQJ SHeR. STOdHfiporténcel & dcdessQg EhblseH O L
views is reviewed. This chapter concludes with the identification of potential areas for future
research. The difficulties encountered during this research were identified when discussing the

data analysis aspects of the research methodology in Chapter 4, so are not included here.

9.2 Review of research questions

9.2.1 Research question 1: What is it like to live with ongoing Glue Ear as a young person?

What has been absent from the literature is an exploration of how the young people with on-
going Glue Ear understartd impact on them. Chapter 7 provides details of the analysis of what
the young people, in this research, had to say. Two main themed VBHQWLILHG pl1HY|
DQG u6WXFNY 7KHpsywhoRotid isstey HBRAte&dHoGegative emotions, such as

stress and frustration, a sense of isolation from their peers and fear connected to their surgical
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treatment. This is not in the literature. | would speculate that this is potentially because young
people have not been seercagble of contributing, so their voices were best filtered through

adults answering for them (Haggaetial.,2003).

7KH VHFRQG W Kddused op thevack of fommunication about the condition between
young people and healthcare professionals. The young people tended to be in the role of
providing information about their eaastheir bodies were processed. Explaining the impact of
WKH FRQGLWLRQ LQ WHUPV RI pHDUVY &D bubitpBentidlip) G & D L
reinforces the way in which healthcare professionals objectify young people. The focus becomes
the illness and its physiology. Such an apprasmsnot support healthcare professionals in

moving towards considering the socio-psychological impact on the person (Boatledau

2007). Daisy, Stewie and Russell did not perceive that anyone took the time to find out about

their needs or to always explain their condition in a way which was comprehensible to them.

The context in which the young people in this researchadelaeir condition is of relevance to
understanding some of their comments and behaviours. The three of them described themselve:
as havingpad hearing EXW GLG QRW SHUFHLYH WKHPVHOYHV DV Gl
operation to repair her perforated ear drum was because she did not want to further decrease he
ability to hear. However, Stewie was aware that his hearing fluctuated as sometime he did not
need additional help from his teachers. Russell had been told that he was to get a hearing aid bt

had little information about the detail of what this entailed.

,Q &KDSWHU WKH PDLQ WKHPH RI p1HYHU PLQGY LGHQWL
highlighted the psycho-social implications of living with the condition loRgttP t6 W UHV V|
something that they expressed as beingain feature in their lives. This has potential long-term
implications for their physical and mental health (Hogan, 2014). It seems that they would benefit

from being supported to help find strategies to effectively manage their feelings and the
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situations that result in their stress response being activated. One common trigger that the younc
people identified was not being able to fully follow what was being said in the school situation.
For example, Daisy explained that she sometimegpéettnoidthat perhaps her friends

deliberately did not speak loudly enough for her to hear as a way of excluding her. Russell
became uncomfortable and started to move around when talking about telling other people abou

his ear problems.

The situations that the young people described were a direct result of their ongoing Glue Ear. As
the condition is experienced as temporary for most children, the needs of young people like thos
in this research, who have the long-term condition, appear to hanewsr-looked. However, it

may also be the case that even those children in whom it resolves may have difficulties when
they have hearing loss. In Chapter 8, Rachel, the Reception/Year 1 teacher in this research,
identified the aggressive and frustrated behaviour of one of her pupils. The girl had had two sets
of grommets and initial speech difficulties related to the condition. Although I did not speak
directly to the child, her behaviour appeared to reflect the feelings and behaviours expressed by

the young people in this research.

The general lack of understanding of the condition by teachers compounds the difficulties that
the young people identified. Daisy felt that her teacher had treated her unfairly when she had no
been able to hear what he had said. She had tried to pretend she had followed his comments, bt
her behaviour had been misinterpreted. Similarly Russell explained that things were better for
him as the teacher had moved him so that he could hear what was being said in the classroom,
QRZ WKDW KH NQRZV , 1P Theidymbidl f hebhedrih® aid niay hene Grdicated

WR WKH WHDFKHU WKDW 5XVVHOOYVY KHDULQJ SUREOHP Z|
teacher checked with him whether he could hear, and made adjustments for him, such as movin

him to her desk, then he felt that he could participate equally with his classmates.
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A difficulty that some students may have is whether teachers consider Glue Ear to cause
problems for pupils. If they do not see it as having implications for learning then they may not
take action. As was identified in Chapter 8, there is a lack of awareness among educational
professionals of the impact the condition can have. Mukhetjak (2002) highlight that
tetDFKHUV JHQHUDOO\ GR QRW IHHO WKDW WKH\ KDYH DGHT
conditions. Training about the condition is not included in initial teacher training, despite its
prevalence in children under the age of seven years. Specifically, in the case of Glue Ear,
Danhaueet al (2011) suggest that even though teachers may understand the implications of
repeated ear infections, when asked to make special adjustments for the pupils, the requirement

of classroom processes soon led to them being discontinued.

The young people explained that they did not always disclose their hearing problems to either
their classmates or their teachers. Russell had confided in one of his classmates about his Glue
Ear, who had thespread it across the schodle appeared to not generally disclose his hearing
difficulties. Perhaps concerns about being stigmatised as different (Erlich, 2012), leads young
people not to discuss their hearing loss. By not disclosing his hearing difficulties, Russell may
have felt some shame about his hearing loss; he explained how he had to constantly clean out h
ears as they weteaking As Mitchell and Karchmer (2006) highlight students with hearing
difficulties tend to find that they are the only such person in the school, so they do not have othel
children to whom they can look for support. For young people with Glue Ear this is further
compounded as the condition is not regarded as causing difficulties. Ebgla(®011: 378)n

their research into the emotional and behavioural outcomes of children with hearing problems,
specifically excluded children with Glue Ear becaygs KH FRQGLWLRQV DUH TXL)\
GLIIHULQJ FOLQLFDO.LTh&eappechrga Be@ genétdl laeDaaddpbunt taken that
Glue Ear is a continuum condition and for those young people with the ongoing condition, the
lack of differentiation of their condition, results in a potential dismissal of their needs. | would

argue that the lack of acknowledgement of the permanent level of hearing loss by young people,
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such as those in this research, puts an additional burden on their emotional health. This could be

avoided if there were a different interpretation of the way the condition manifests itself in them.

Although 'DLV\TV | UdnHIQ@iGhe MNa@a hearing problem, she did not appear to reveal it to
KHU WHDFKHUV RU IROORZ KHU SDUHQWVY DGYLFH WKDW
EH FORVHU WR WKH WHDFKHU DQG SRWHQWLDeQulanhacQ RZ Z |
as to why she did not communicate her hearing difficulties to teachers or ask for support, she
said that her poor academic performance was because shetweasy clever (See p.175 for a

fuller discussion of this situation). It seemed that she considered that she was the problem.
Hogan (2014) identified that poor self-image can be an issue for those with hearing difficulties.
If her teachers had made adjustments to minimise the impact of her hearing difficulties, for her
then it may have meant she could have followed what was happening in the classroom more
easily. Daisy demonstrated feelings of mistrust of others, as she explained that she sometimes
felt otherswere deliberately excluding her. This could potentially lead to feelings of isolation

and in the long-term behavioural or mental health issues. Asdghetknow anyone with the

same condition, she had no one with whom to share similar experiences. This could lead her to

conclude that the difficulties she hagre from something within her.

This situation can be compounded for young people such as Russell and Daisy if their teachers
do not regard their condition as causing any problems. Terry, the secondary teacher, identified
that he taught a student with Glue Ear. He explained that rather than initiate a conversation abot
WKH VWXG H Quauipwwal feHh@ gtudkrii to discuss the situation H URgNdf Was that

the student probably would not want to talk about it. However, Stewie highlighted that he
appreciated it when his teacher took action to support him and asked him if he needed help.
(TXDOO\ KH LGHQWLILHG WKDW KH KDG D IULHQG ZKR VXS

ears were hurting him. Classrooms are usually controlled by teachers(Lowe, 2012), so young
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people with the long-term condition, who may already feel isolated or not wish to draw attention

to themselves, perhaps feel that they lack the agency to be their own self-advocates.

Rather than expecting a young person to ask for things that could éelppthachieve their

potential, adults need to support them and provide strategies to develop their ability to express
their difficulties. Kumpulainert al. (2014) suggested that promotikigk L O GpasH\v@ H3xcho-
social well-being is important if they are to avoid feeling isolated and marginalised. They made
the link between poor self-image and low academic success. They argue that if a child develops
sense that their actions can lead to positive outcomes for them then they are likely to become
more confident as well as develop greater resilience if things do not go well for them. Teachers
are highlighted as having an important part to play in encouraging a sense of agency in young

people.

However, as Goodley (2000) pointed out self-advocacy requires self-confidence if someone is to
identify their needs and be assertive in having them met. As Stewie highlighted, heegiregerr
teacher to initiate the discussion about his needs then he could contribute. Although Jane,
5XVVHOOTV PRW K Hskchdd t@achi& B hurher bf Bmés, she had not achieved the
adjustments from which she believed Russell would benefit. Russetharafore unlikely to

believe that he could achieve more than his mother. As identified earlier, he was ambivalent
about disclosing his hearing difficulties to others so would be unlikely to ask his teacher for
additional support. As Shevlin and Rose (2008) explain there may be policies about including
young people in decision-making about their needs but teachers are not always pro-active in

making it happen.

A further potential barrier to the students with long-term Glue Ear achieving appropriate support
is that their condition is not seen as a special need. It is primarily contextualised as a temporary

medical condition. Teachers often regard medical conditions as outside their area of expertise
249



(Mukherjeeet al, 2002). Terry, the secondary teacher, suggested a further difficulty is that the
condition is invisiblesoteachers could not be expected to be able to tell whether or not someone
can hear. Russell indicated that a hearing aid symbolised that action was required on the part of

the teacher as it represented an inability to hear at the level of his peers.

Of the three young people in this study, Stewie appeared to be supported most effectively. He
liked his teacher and she worked in partnership with him to achieve optimal outcomes. However,
he had another teacher two days a week to whom he referredbasl hesacherShe did not

make adjustments for himwhichresdlG LQ KLP IHHOLQJ IUXVWUDWHG -D
explained that at one point Russell had a supportive teacher. When she knew she was not going
to be in class, Jane said that she always reminded Russell to ask for additional help. However,
without the self-confidence to ask and the belief that there would be a positive outcome, young

people are unlikely to act.

As discussed in the Literature Review (Chapter 2), the research evidence exists that reading anc
language can be impacted by Glue Ear, particularly for those children who have repeated
episodes before three years of age. However, this does not seem to be widely known among
educators. For the young people in this study, the lack of clarity about their condition or
understanding of its potential impact on behaviour and social skillséam quite isolated. They

did not appear to feel that they were encouraged to express their needs. This suggests that there
is a strong case for educating the educational professionals about the need for a system
IQFRUSRUDWLQJ VWXGHQWVY YLHZV DV WR thepdteiig’l H\ FD Q

difficulties that can result from the condition are to be avoided.

JURP WKH H[SORUDWLRQ RI WKHLU H[SHULHQFHY UKODWH
research appeared to portray themselves as ears, with limited acknowledgment of the body to

which they were attached. | have interpreted the comments of the young people in this research
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in the context of the policy statements contained in the Department of Health (2003) which
indicates that young people should be provided with clear and comprehensible information abour
their condition. They should be consulted about their wishes and be able to participate in
treatment options and decisions. The message contained in the framework is that the young

people should be treated as people and take an active role in what is happening to them.

However, this is not how the young people described their interactions with healthcare
professionals. It was as though their ears were the focus of attention and they were not involved
as people. Their experience of having the condition long-term did not appear to be taken into
account and their descriptions indicated that they had followed the same process approximately
evely six months with clinic appointments being interspersed with grommet surgery. The young
people understood what was happening to their bodies, but they appeared to consider that there

was a lack of acknowledgement by others of them as people.

6 W H Z Lddunhvofth&ving an anaesthetic (Chapter 7, Section 7.2.1.3) illustrated the way in
which his body became an object to those around him. His description of the situation omitted
any dialogue, but focused on actiotiey stick Although he demonstrated how he perceived it,
horrible, really hurtsandsore throat it was as though he was the only one aware of these things.
Although Otto, the ENT consultant, acknowledged in Chapter 8, that some children will feel
anxiousheddQRW WDNH WKH \spxcivé Eithut ViR€g & &itdide that part of the
process. This seemed to reflect the situation that Daisy and Stewie were relating; that they founc
having anaesthetics distressing, but no one acknowledged it or consulted them about how the
circumstances could be improved to reduce their anxiety. Russell had an opinion and wanted to
make his voice heard. Effectively his mother did not want him to have further surgery, the
consultant made a decision and Russell was left with no information as to what was involved.
The young people wanted to be given sufficient information and then allowed to be part of the

decision-making process.
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Sahlsteret al. (2008) highlight how the language of participation lacks clarity. The terms
MFRQVXPHUY DQG |eNaddesblyphdy Heakthcatr&prof@sdionals but their meanings
are very different. Although the language of policies is about options, which is reflected in the
LGHD RI D pFRQVXPHUY ZKLFK KDV FKRLFH LPSOLFLW ZLW
with the experience of the young people in this research whereby they were recipients of the
services of the NHS. The latter term reflects the passive role that Stewie, Daisy and Russell
explained. There was certainly no evidence that tieg involved in collaboration with the
healthcare professionals, which implied an element of choice with alternatives and joint
decision-making. Additionally, the young people explained that their mothers had not included
them in the decision-making process. This potentibllidA | OHFW V 3, |p.BX) \W$itfon that
WKH PRGHUQ FRQFHSW RI DQ pLGHDOY FKLOGKRRG LV ED

having opinions or that their mothers are more capable of speaking on their behalf.

Even in the regular checkups, the young people pointed out that things were done to them but
they did not seem to be given an explanation or asked for permission. Daisy and Stewie both
explained that there had been times when they refused to co-operate. Daisy emphasised the wa
in which she felt that she was being processed and not treated as an individual when she
emphasisedKHfV QRW PH DQG KH GRHVQITW UHDOO\ NQRZ ZKDYV
making a guess about what he can see. And them constantly reminding me éDaislyit4:

46-49). She highlighted that the consultant was making decisions about her based on looking at
her ears. The emotional upset resulting from problems with her ears was not acknowledged. She
had previously explained that the consultant usganedical wordsvhich meant that she did

not understand what he was saying. Equally, she had knowledge which the consultant was not
asking of her or taking into account. This was reflected in howvshenot allowed to escape

from the burden of her ears in her dayday life.
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Although young people might be generally perceived by both the professionals with whom they
interact and their mothers as naive and in need of protection (Prout, 2005), Daisy, Stewie and
Russell demonstrated sophistication in their thinking. The healthcare professierals

following their usual interpretation of the condition by dealing with it as part of the functioning
hearing system. Hence the consultant looketDn. V\V HDUV WR GrpadtiégheK R Z L
However, as Bullington (2009, p. 102) discu§seV KLV GRHV QRW Whddhh LQWR I
ERG\Y WKDW 'DLV\ LsQhe bddy WhidizcaugddLher td Bave experiences that were
different to her peer group. She knew that she was not able to fully participate in conversations
with her friends; she was excluded from some activities with them as they did not want to make
the effort to repeat or explain things so that she understood. Because of their long-term
experience of the condition, and potentially their understanding of intermittent hearing loss,
whereby they knew what it was like to hear as others do, the young people in this research
perceived their condition as more than just related to their hearing status. Theyadtsitct

the world differently because of the way in which their ears did or did not function.

They were placed in a position of being treated like other young people with Glue Ear, but their
experience was substantially different. For them, the condition had not resolved anal it had
long-term impact. For Stewie it was the ongoing impact of dealing with tinnitus which was with
him every day and from which he tried to escape. For Russell, it was dealing vgtmkysears

and the unpleasant bodily function of having to clean them out as well as having to get rid of the
baby wipes which he used. For Daisy, it was the fear that she would lose what hearing she had
left and being in dispute with her parents about having an operation thad stee @ant. They
experienced the condition differently to those who had it on a temporary basis, but there was no

acknowledgement of this by the professionals around them, or by their parents.

Although there were only three young people who participated in this research and the findings

may not be generalisable to all young people with ongoing Glue Ear, | would suggest that the
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findings do provide an insight into the condition not previously explored. Educational
SURIHVVLRQDOV QHHG WR EH DZDUH W Kébtial dévelagmsim &id/ V. W\
the way in which they develop friendship and their sense of self-esteem. It is far more than a
simple medical condition and does need to be repositioned as a special need for some young
people, particularly those with the long-term condition. Healthcare professionals need to
consider the impact on the whole person and not see it as a short-term condition connected only

to the ears.

9.2.2 Research guestion 2: What is it like to be the mothechifd with ongoing Glue Ear?

The themes from the analysis W KH P R W K H U\&§ dScussiwhbweteSkplpinad in

Chapter 6. The purpose of this section is to review whether Research question 2: What is it like
to be the mother of a child with ongoing Glue Ear? was answered. By using wider psychological
theory about the constructions of motherhood, | explore the way in which the mothers of
children with ongoing Glue Ear evaluated their mothering skills when comparing themselves to
mothers whose children either did ad dot have health/disability issues. | consatktheir

construction of their mothering skills in terms of their psycho-social health.

The mothers in this study were all white, British, middle-class, well-educated, professional
women in full or part-time work. It could be argued that they are not representative of all
mothers of children with chronic Glue Ear. However, | would suggest that if these women faced
some of the issues they did, then the implications for those mothers who do not have the same
privileged backgrounds as them, or whose first language is not English, are likely to encounter

even more difficulties.

2QH RI WKH WKHPHV WKDW GHYHORSHG IURP WKLYV UHVHD

7KLV WKHPH H[SORUHG WKH ZD\ WKDW YHU\ HD&BnO\ LQ WKFE
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XQH[SHFWHG VLWXDWLRQ ZKLFK WKH\ ZHUH WROG E\ KHD(
example, Marion highlighted that she was talldbabies get at least 8 coughs and colds in their

first year, but she soon experienced repeated situations in which her daughter, Poppy, was
hospitalised for respiratory infections and pneumonia; Wendy faced situations in which her son,
Peter, was repeatedly sick during his first five years, but was reassured by her GRvtthat he
JURZ RXW RI LW E\; JareKepwdoPgibackt® Werl GR sayird;l FDQTW KHDU
FDQTWDKHDIRLY ZDV FRQIURQWHG HYHU\, etild @drpie-X SRQ K
schoolwithD SLOH RI EHKDYLRXU VKHHWYV VD\L Q.JANIKdh\WeK H TV
negotiated these obstacles, they were repeatedly re&swWeK DW WKHLU FKwih@ VvV E

WKH pQRUPDOY UDQJH DQG WKH\ PXVW GHDO ZLWK LW

In her exploration of the development of modern motherhood, Hayes (1996) identifies that
mothers are expected to be guided by experts, both during their pregnancy and as their child
develops. This deferral to experts was evidel@ WKH P R W K HUMdreSdarRIR B&3wWe/

any misgivings they might have felt, they explained how they made repeated visits to healthcare
professionals and felt rebuffed in their own mother instincts. Althougie thethers expressed
feelings of loneliness, anxiety and distress (Chapter 6) these emotions were not sanctioned by tt

healthcare professionals with whom they interacted.

Any feelings that they had that their child was difficult or the experience of dealing with a child

who was constantly sick and being a burden was kept to themselves. The cultural messages the
received were that motherhood fulfilled their roles as women and this included ensuring that the
FKLOG VKRXOG EH WKH FHQWUH RI WKHLU XQLYHUVH /XS
PRWKHUY ZKR NHSW KHU FKLOG VDIH DQG GLG QRW FRPSC
research received from the healthcar®@pHVVLRQDOV ZDV WKDW WKHLU EDE

normal and that the problem was them and their anxiety.
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A complication for the mothers in this research was that Glue Ear is positioned as a temporary
condition, with an expectation that it spontaneously resolves in children. The usual expectation
that this happens by seven to nine years of age. It was therefore not something that they would
need to adjust to either in their own position as a mother, or in the way thegdviesir child.
Although there may be some maternal guilt about being responsible for causing it as Marion
expressed, most of the mothers knew that it was very common with approximately 80% of all
children having at least one episode of the condition before the age of nisefymge. They
inhabited a place in which they were dealing with a child with a medical condition, which may
require operations and regular hospital visits, but this was only temporaryrsmitigset could
become one of optimism and looking forward to the future. The regularity of ear infections and
clinic visits meant that the repetition led to a blurring of visits and time, as there was nothing
really distinct about the situation. As Kate identified in Chapter 6, they lived witibhly

clockwhich meant time was experienced differently for them than for other mothers.

Landsman (2005, p. 125) identifies in some conditions, and | would suggest Glue Ear is among
WKHP WKH FKLOG LV SRVLWLRQHG L QTlds goddtricior Hiteksw D W L
from the more usual medical model of disability which has two positions in that the child is

either disabled or not. Landsman (2005) suggests an alternative view whereby the child will be
given appropriate treatment and rehabilitated therefore no longer have the condition and soon
catch up with his/her peers without any long-lasting effects. For the mothers in this research,
their child required only a minor and routine operation, thousands of which are carried out acros:s
the world every day in every year. As Otto, the ENT consultant explained the slageryo

more than 10 minute3 here was the caveat that some children would need another set of
grommets, but this was not often explained or emphasised. In the medical model of disability the
expertise to treat the child remains the remit of the medical professional. The mothers had to

listen to the expert, follow his advice and the problem would be resolved.
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There was therefore, no need for the mothers in this research to position themselves as having ¢
child with a disability. The message that mothers of children with Glue Ear received is that
although the child has a hearing impairment it is both mild and temporary so there will be no
long-term reduction in their hearing abilities nor will they be regarded as deaf. Their hearing loss
is such that they will not require an external sign such as a hearing aid as Caz, Wendy and Lois
from this study explained to their childrenR X ZR QW EH D Vhe&r&p&atBvinésdade W

about Glue Ear is that it is trivial and in the same category as the common cold.

The mothers in this study were in the opposite position to that described by Landsman (2005), in
which mothers have to reposition their future so that it is dominated by having a child with a
permanent disability. Those mothers have to negotiate treatment and support options to achieve
WKH EHVW RXWFRPH IRU WKHLU FKLOG DQG WR RYHUFRPH
unjust society. Neither are they in the position suggdstdtlyan and Runswick-Cole (2008) in

which the mothers of disabled children have to negotiate a world in which their child has a
disability and the mother does not, but there still remains an element whereby she is stigmatised
Nor do they view themselves as being the parent of a child with a chronic illness who often has
difficulties in interacting socially with their peers (Martinetzal,, 2011) and requires daily
medication that needs to be managed. This is despite (as was identified in Chapter 6§ Glue Ea
meeting the criteria for being defined as a chronic iliness. Unlike the situation for the majority of
mothers of children with Glue Ear, the position the mothers in this research found themselves in

was more closely aligned to those mothers of children with disabilities.

This mismatch between the way in which the healthcare professionals position the condition and
the issues raised by the mothers in this research was illustrated through their concerns about the
FKLOGUHQYV EHKRYih Bhaptas 8, pith thé x@eption of Kate, all the mothers

HISUHVVHG FRQFHUQ D E R XWhiy/l&Hd fekelifds louackvaintyRFmd3tf V N L

the mothers. All of the mothers in this research had children who had long-term hearing loss, but
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that did not seem to have been taken into account in their discussions with healthcare
professionals. Rather than acknowledging that potentially the hearing impairment and the
associated pain of recurring ear infections may lead to problematic social skills, the mothers
looked for other explanations. Miranda and Jane explained that their children had been identified
as being dyslexic and Caz explained that Daisy had a diagnosis of ADHD. Lois identified a
number of repetitive behaviours in Stewie and that he had previously been considered as on the
autistic spectrum. The mothers in this research were left with an experience of uncertainty and
confusion. Their children were not disabled but did have hearing impairment which was not
labelled as such. The mothers considered that their children demonstrated behaviours which
potentially made them different from their peers, yet they remained unexplained and perhaps

FRXOG EH VHHQ DV D uTXLUNY RI SHUVRQDOLW\

The mothers in this study placed a high value on socialising their children leading to perhaps
guestioning their skills of being good mothers when they perceived their efforts as being
unsuccessful. This focus on social skills development is reflected in the literature. Phoenix and
Woollett (1991) identified that middle class mothers are seen as the key transmitters of the socia
culture and take this role very seriously. The qualities that constitute being a good mother in
terms of developing social skills in their child appear to have remained constant in Western
European societies for some time (Lupton, 2011; Johnston and Swanson, 2003; Hayes, 1996;
Kaplan, 1992). The mothevgere trying to develop behaviours thvag¢re deemed valuable in

their society, including: encouraging independence and self motivation, expressing their
emotions in a positive manner (avoiding temper tantrums), honesty and good relationships with

others(Bach, 2014, p. 225).

Lupton (2011) highlighted that the mothers in her study were very competitive when assessing
WKHLU RZQ D Q Gildtdd inkKedhhl kby develbpmental milestones and demonstrating

desirable social behaviours. Status Construction Theory (Ridgeway, 2006) provides a framewor}
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for exploring the emotionalwelEHLQJ Rl WKH PRWKHUV LQ WKLVSUHVHCL
EHKDYLRXU (DFK PRWKHUYV SHUFHSWLRQ RI KHU VNLOO
above or below other group members. The mothers in this study were well-educated, white and
middle-class which placed them within a particular social strata. They were likely to see
themselves as more privileged and powerful than others such as young, single mothers living on
benefits. However, within their own social strata a hierarchy develops related to their
performance in achieving group norms. In this case their effectivenés$liD FKLQJ pJRRG

status was based on the extent to which their children demonstrated appropriate behaviours.

Despite their best efforts, some of the mothers in this research felt that their child was not
demonstrating those values. For example, Wendy expressed disappointment when Peter
UHPDLQHG RQ KHU NQHH )LJIXUH ZKHQ WKH\ DWWHQGFH

He was not showing the appropriate level of independence.

)LIXUH ' H Q G \Mpund P J H )LIXUH - D Q AdfileLrRuBid H
RQ PRWKHUYTV /DS 5HFRQV W group (Rétanstructed

Similarly Jane expressed determination in her efforts to encourage Russell to join in at mother
and toddler groups (Figure 9.2) despite him screaming every time they went. He could be
perceived by others as having a temper tantrum thus not controlling his emotions in a positive
manner. If Status Construction Theory (Ridgeway, 2006) agrked to these situations Wendy
and Jane could believe that their position in the social hierarchy would fall. This was because

those mothers whose children do exhibit appropriate social behaviours are able to judge Wendy
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and Jane based on Peterand RV ODFN RI VNLOOV 1RW RQO\ DUH W
judging them, but Wendy and Jane are likeldeem themselves as not demonstrating good

mother skills. If they accepted the medical summary that their child only had Glue Ear then they
would beOLNHO\ WR WDNH SHUVRQDO UHVSRQVLELOLW\ E\ OD

then feeling guilty and anxious (Dudley-Marling, 2001)

It would be likely that even if they regadtheir child as disabled, thenat would lower their

position in the social strata. Landsman (2005) suggests that a mother who has a disabled child i
perceived as having done something wrong during her pregnancy so disability has a stigma
attached to it. Thus a mother in this category has less social capital so is lower in the hierarchy.
Ryan and Runswick-Cole (2008) explore the dilemma that some mothers have between
REWDLQLQJ D GLDJQRVLV RI WKHLU FKLOGYV FRQGLWLRQ
disability is evident to others. On the one hand a diagnosis provides a label which can be used
ZKHQ FRPPXQLFDWLQJ ZLWK RWKHUV DERXW WKHLU FKLOC
personal blame and moving the behaviours away from the specific child to the characteristics of
the condition. However, this potentially moves the mother out of the categorpafnaal |

mother.

Lois explained how she negotiated such a situation whehHZLHYV KHDULQJ LPSDL
WKDW KH VRPHWLPHY GLGQYfW FRQFHQWUDWH RU OLVWHAQ
IRRWEDOO :KHQ DQRWKHU FKLOGTV IDWKHU FRPPHQWHG
his behaviour, she had to decide whether to provide a reason which could then have made Stew
seem different in some way, or keep quiet. Having to make such decisions caused additional
emotional upset to the mothers in this research. The invisible nature of Glue Ear means that ther

is no outward sign that indicates ithstatus to others.
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Because Glue Ear is regarded as both temporary and not leading terfanglications, the
mothers had a further conflict the extent to which they regadithemselves as the parent of a
disabled child. Landsman (2005) explores this conflict within mothers as to whether or not to
accept the diagnosis of their child as having a disability. For the mothers in my research, the
positioning of the condition can mean that they may have felt fraudulent if they did position
themselves as having a child with a disability. There was an expectation that the condition would
resolve and not recur. Additionally the hearing impairmergintarmittent with the children

having times when they could hear clearly thus not needing any adjustment by others. These
dilemmas had implications for the mental well-being of the mothers in this research. As they did
not know other mothers with a child who had a similar experience of the condition, they were
isolated from others with whom they could potentially have discussed their experiences to reach

a shared understanding of their situation.

Ridgeway (2006) identifies that Status Construction Theory enables people to position
themselves in relation to others. To some extent this moves the focus away from the individual
being assegsl by others, perhaps reducing personal guilt and self-blame. Thus with greater
NQRZOHGJH RI WKH SRWHQWLDO LPSDFW RI *OXH (DU RQ \
mothers could have readjasitheir view from seeing themselves as failing to socialise their

child to one of challenging the dominant view of the condition.

Ryan and Runswick-Cole (2009, p. 204) explain how mothers develop their skills in
UHVWUXFWXULQJ WKH zZD\ LQ ZKLFK KHDOWKFDUH DQG HG
condition. Jane and Kate positioned themselves as a tiger and a polar bear in terms of protecting
their children from negative impacts, which provided them with a sense of agency and being able
to take action. On the other hand, Lois felt overwhelmed, uncertain and alone resulting in her

spending nights crying out of frustration, fear and concern for Stewie.
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I would argue that the findings from this research have provided greater insight into the way in
which the mothers of children with long term Glue Ear experience motherhood and their
personal efficacy than was previously known. The mothers in this research provided examples
from a range of situations in whicW KHLU FKLO GV FReghGh&y idéhfied th& D F W H
issues that they have encountered while trying to create collaborative relationships with
educational and healthcare professionals (Chapter 6). It appeared that the mothers were not
provided with appropriate information or understanding regardfbgit U FKLO GV FRQGL
were not best placed to make informed choices about available ogi®tigey lacked sufficient
information on the likely impact of the condition in the school environment they could not be an
effective channel of communication between healthcare and educational professionals. The

psycho-social impacR1 W KH F KL O GnotheRs(h&s IndY heRrpreviously identified.

9.2.3 Research question 3: What is an effective methodology to ensure that the voices of young

people and their parents are at the centre of the research process?

Integral to this research was identifying and assessing the effectiveness of a research method
through which the experiences of mothers and young people with long-term Glue Ear could be
explored and interpreted based on them establishing the topics in a participant-led discussion.
This section reviews the strengths, weaknesses and areas for further investigation of using such
methodology. Providing the means through which young people and parents can express their
views is of relevance in light of current policies (Department of Education and Department for
Health, 2014; Department of Health,20@8E, 2003)which are seeking for young people and

their parents to take a more active involvement in their education and healthcare.

An explanation of how and why the research methodology used in this research was developed
provided in Chapters 3, 4 and 5. The purpose of this section is to assess whether the research

methodology developed enabled young people with ongoing Glue Ear, and their mothers, to
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explore issues that were important to them rather than being directed by myself, as researcher.
ODQ\ RI WKH FRPPHQWY , PDNH LQ WKLV VHFWLRQ DUH VS
undertaking a task in a particular way. It could be beneficial to undertake research into the

motivations of participants to evaluate whether my comments reflect their perspective.

Included in this assessment is whether using the adapted Photovoice methodology produced da
WKDW LGHQWLILHG Sibitsinulate®da@iue/§hichvausiveryd Redearch

Questions 1 and 2. Also examinedfian IPA analysis is grounded in what the participants
regarded as important and whether the interpretation stayed close to their meaning and providec
greater insight into the impact of Glue Ha&rQ S D U W L F L Sac@iWwallPhedy. \ A ikelRew

RI ZKHWKHU WKH LQWHUSUHWDWLRQ RI WKiKa8igBWLFLSDQ

contained in Chapter Five.

My personal experience, as the mother of two children who have ongoing Glue Ear, provided the
impetus for the development of the methodoldgyanted to try to minimise my influence on

the issues that the participants identified or the way in which they discussed them. Early onin
WKH GDWD JDWKHULQJ SURFHVYVY , WULHG WR WnRiat Q pRE|
participants were saying so that the results would have greater validity as they would be value-
free (Maynard, 1995 +RZHYHU , UHDOLVHG WHHIWUEN HQ@ U BKHYWD DY K
had chosen the topic, set the research questions and identified the parameters of thelresearch.
wondeed if my experiences of Glue Ear would be similar to thdsh® mothers and their

children in this research.

Prior to starting participant recruitment, | decided that | would share with participants our similar
experience of Glue Ear. | decided that | wanted them to put my interest in that context rather that

have them assume another reason for why | was undertaking the research. | was aware that the:
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could be more likely to discuss their experiences as there may well be an assumption on their

part that | would have shared similar situations (Berger, 2013).

As the recruitment phrase developed, | became more aware that | shared many similar
characteristics with the participants, in terms of gender, ethnicity, class and educational status.
This was both a benefit, in that | could easily relate to the way they explained their reactions to
the way in which professionals treated them, but | had to be very careful not to project my own
experiences onto them in the way in which | interpreted what they told mke #iewing a
SDUWLFLSDQWYYV WUDQVFULSW ZLWK RQH RI P\ VXSHUYLYV
HOLNHGT W KAsBdidardsedLiSD @&lised that | had judged the participant about the
way in which she had dealt with the dismissive attitude of the ENT consultertt.interpreted

her behaviour in terms of what | had done in similar circumstances. | went back to the transcript
and revieved my interpretation, checking that | focused on her words and the way in which she
related the event. Just because she had not done what | would have done, did not make my way
of doing things better. | think that without having taken the time to understand reflexive practice
then the quality of my analysis could have been compromised. IPA requires the researcher to
EDVH WKHLU LQWHUSUHWDWLRQ LQ WKH SDUWLFLSDQW(IV

making judgements.

7TKH SDUWLFLSDQWVY SKRWRPRQWD JHW oGtheYadlOIRIE HoaE W KU R
indicate a speciid RUPDW EXW KDG DVNHG WKHP WR FUHDWH D pu
requirement for the number of images that they should produce. In the latter stages | asked for

permission to record the first meeting as a way of checking what | said during the briefing. These
recordings were not transcribed or used in the data analysis. | did this as | was surprised that all
participants used images from the internet to create their photomontages and wondered if it was
SOPHWKLQJ , ZDV VD\LQJ LQ WKH EULHILQJ , XVHG WKH ZR

HSKRWRJUD S K Tlt boQI&begitidt Eheé/pattidip@ints decided to use the internet as a source
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of their images because they often used it as a source of information or in their professional

lives.

At the start of the participant-led discussion, some of the mothers identified that they chose a
time to sit down and create their photomontages. From a shared culture perspective, | believe
that as most of the women were in professional jobs, producing PowerPoint presentaions wa
very familiar for them. | am speculating that this was a familiar activity and that was why it was
chosen. An early concern was whether creating images would be too time-consuming. This coult
have been the case if personal photographs were taken. It may be that looking on the internet fo
specific images which represented a particular phrase that they wanted to portray was a more
effective way of doing the task for them. It was likely to be quicker than working out how to
portray an image anddinot require good photographic skills. Using the internet meant that the
task could be completed at any time of day. Some of the women talked about sitting down in the
evening so doing the task, using the internet, could have meant that it could be combined with

other responsibilities.

Using images from the internet provided the opportunity to add another layer of anonymity for
participants (Capewell, 2014d). In some cases the participants were being critical of educational
and healthcare professionals with whom they came in contact. It may be that using images mear
that the individuals could not be identified so their comments could be more candid. Of the sever
mothers only one professional was named. Wendy, one of the mothers, used the ENT
FRQVXOWDQWYV QDPH Lhad bV ISIR \FIRMDIMYHH[ W [RHK DN Q®HB DV KH
(DU $IWHU WKH RSHUDWLRQ 3HWHUYV VLFNQHVY UHGXFH!

as herangel because he gave her the normality that she had craved.

Although I had constructed my own photomontage, | had not really thought about what others

would include in theirs. Both the young people and the mothers included images which related tc
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their emotional well-being, either positively or negatively. Although during the construction of

my own photomontage (discussed in Chapter 5), my memories triggered many emotional
responses | had not assumed that others would do the same. | would suggest that this shows th:
the methodology helped participants to reflect about what was significant in their experiences of

the condition and to identify issues that they wished to disclose.

Participation by young people can be problematic as to whether they are doing so because they
ZDQW WR RU ZKHWKHU WKH\ KDYH EHHQ pnFRHUFHGY E\ DG
participants were asked to create their photomontage separately. They then talked through the
meaning of the images with me. | would suggest that the creation of photomontages provided
evidence that the young people were consenting to participate in the research. If they did not
create a photomontage then their involvement in the research would have stbpjsbdot

prepare a back-up interview schedule just in case that situation arose. Although there were only
three young people who took part, and only two produced photomontages, the method did lead
them to be very reflective in what the images meant. Russell was given a choice of options and
did not produce a photomontage. This is discussed in Chapter 5. It would be worthwhile to use
the method again with a group of young people to discuss their experiences as a way of verifying

the research method.

In summary, | would suggest that the methodology worked effectively in gaining insight into
SDUWLFLSDQWVY H[SttunlwitlQEle ERat. Créating@heir@wn@ndages meant that
they set the agenda for the participant-led discussion. Rather than in a semi-structured interview
in which the researcher sets the agenda, in this research participants had time to reflect not only
on what they wished to share, but also to identify relevant examples to clarify their intended

meaning for the images.
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IPA is a methodology which has been used extensively in health research in particular to gain
insight into what it is like to live long-term with a particular condition (Shinebourne and Smith,
2011; Glasscoe and Smith, 2011; Breetal.,2007). Using IPA as the means of analysing the
data provided detailetl QVLIJKW L QW R Wdfgret&ibrnbWHek eXp&iendeVApplying
psychological theory to their explanation of their experiences added another layer to the
interpretation of their meaning. Interpretation on different levels is a key elemenit.d&Rer

and Wang (2006) explained that in their use of Photovoice with individuals there was a lack of
depth to the analysisft KH GHWDLOHG H[DPLQDWLRQ RI WKH SDUWLF
Data Analysis section (Chapter 5). | believe that applying IPA during the analysis phase, as in
this research, provides the interpretative elenfemt S D U W L F L Sth@Wd&/Elop$iD J H V

Photovoice through group discussion as to the meaning of the photographs

| was aware at the outset that asking participants to create photomontages as the main method f
data gathering was a risk. If they had not done the task, it would have been unlikely that | could
have then asked them if they would participate in an interview. It would have been more likely
that they would have not returned my phone calls or emails. As participants were extremely
difficult to identify and recruit this could have meant that | would not have had any data to

analyse.

However, the participants did produce photomontages. The issues that they raised, particularly t
do with the emotional responses to living with Glue Ear is not something | believe | would have
included in an interview schedule, particularly not with young people as | would have been
concerned about potential ethical issues. Participants were able to provide detailed examples to
explain some of the situations they identified in general terms. This is probably because they hac
time to reflect on what they believed to be important issues for them in their experience and then
had to find an image which reflected this. | think that if participants have reflection time then it

DYRLGV ZKDW , WHUP DV WKH pFURVVLQJ WKH FDU SDUN F
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has been at an interview then leaves the room and later identifies what they consider to be a

better answer and more representative of their experience.

Asking young people to create a photomontage and then being led by them as to which order
they wanédto discuss the images helped to break down some of the adult-young person power
differentials. They had chosen the images and could not only tell me about something that | had
not seen until they showed it to me, but were also controlling the order and content of the

discussion.

9.3 Conclusions

9.3.1 Limitations

The following were identified as limitations of this research. They have been discussed in more
detail in various chapters of the thesis so are summarised here to identify points for further

consideration when designing future research.

x The very small sample of young people may mean that the issues identified in this
research are specific to those individuals

X The young people werg Y RO X Q W HH U H G fwiich MhKeld thoseSiyavdd) Tidé/
parents acted as gatekeepers so there could be something different about this group of
young people, and their parents

X In the early meetings with participants | found that | was being overly cautious and not
probing in detail when the issue raised was something about which | was uncomfortable

x 1 did not involve the young people, in particular, as to what would be an acceptable
method for them through which to collect the data. | have since found by attendance at

WKH <RXQJ 3HRSOHTV &RQVXOWDWLYH *URy¥i#g <3%$* D
268



people can provide imaginative and engaging tasks which might be a more attractive task
than one designed by an adult

x In the original design parents and siblings were part of the recruitment strategy. Although
, KDYH DFNQRZOHGJHG WKLV E\ UHIHUUL Qhe MsRarpi? R W K
greater depth could have been achieved by having other family members involved

X The qualitative literature is dated and related to the North American context so may not
be relevant to UK experience

X The participants were a homogenous group of white, middle-class, educated participants
so their experience may not be the same as that of other groups

x | was in control of the research process and there may be more effective ways of
answering the research questions or deciding if those questions are of importance to
participants. In future research, | would like to provide participants with a more active

role in controlling all aspects of the research process from the outset.

9.3.2_Strengths

This research does have a number of strengths, particularly in terms of exploring the
development of participant involvement and innovation in the methodology:
X Young people were involved in this research and expressed their views without having
them filtered through a researcher-constructed interview schedule
x Participants set the agenda for the data gathering and were in control of the location and
place for the discussion. They had greater control than in interview situations. They
spontaneously identified the issues rather than being asked about them directly
x Although this research has only used a small number of participants they did not know
each other and came from different parts of England sodkperiences may be more

typical than if they were all recruited from one location
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x Involving a small sample of professionals did provide insight into how the professionals
perceived their knowledge and understanding of Glue Ear. The views of those
professionals in this research did reflect what participants had related were their
experiences of interacting with them

x The difficulties that the mothers in this research related provide insight into the
difficulties of parents and professionals establishing collaborative partnerships. This is
particularly important in the context of current government policies of increasing the

active role of young people and parents in decision-making.

9.3.3 Recommendations for further research

X Young Peopld] Xdvisory Group (YPAG)

Evidence from this research suggests that young people need to be given the opportunity and
means to participate in their treatment. Perhaps meeting others with the condition would help
themWR UHGXFH WKHLU VHQVH RI LVRODWLRQIliZé6ukdibéi E\ WK F
valuable to set up a YPAG type group to inform practice and provide young people with a forum
to express their opinions. This could perhaps form the basis of developing a skills package for

self-advocacy skills to enable them to have their voice heard.

There is currentlittle information that is provided in a format that is easily-accessible for

young people about the condition. It may be useful investigating what information young people
would find useful to have about the condition, health-related, treatment options and educational-
related. This would include identifying the media most appropriate for the material and how it

can be accessed.
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x Developing materials for Healthcare and Educational Professionals

The experiences of the participants in this research suggest that the condition is more complex
than healthcare and educational professionals may believe. Although the healthcare professiona
seemed to have a good understanding of previous research into the condition, responding to the
\RXQJ SHRSOH DQG WKHLU PRWKHUVY HREAWwALEY GLG QRW
professionals appear to lack informatiod aW R KRZ WKH FRQGLWLRQ FRXOG
academic performance and emotional well-being, so are likely to benefit from easily accessible

materials to increase their knowledge.

Currently young people have very limited opportunities to provide information to healthcare and
educational professionals about how the condition impacts them. Healthcare professionals rely
XSRQ SDUHQWDO SUR[LHV WR DVVHVV D \RXQJ SHUVRQTV
developing a tool through which young people can communicate with both groups of
professionals about how their hearing loss impacts them in lessons and the school environment.
It could include issues such as the impact of tinnitus, pain, frequency and extent of hearing loss

and optimum and disabling hearing environments.

x Parental Support Groups

In the current climate of support groups, it is surprising that no such group exists for
parents/carers of young people with the condition. It is likely that parents of children who have
the condition in its different forms and at different ages may have different needs. It would be
worthwhile investigating what those needs are and the most effective way of meeting them. The
findings from this research and my discussions with other parents informally suggest that there i

a need for emotional support for mothers of young people with Glue Ear. Their concerns may be
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different at different ages but seem to apply in all situations where their child has recurring ear

infections.

If parents are to fully participate in the decision-making process then they need more informatior
than is currently available. This seems particularly to be the case for understanding the range of
treatment options available and the positive features and drawbacks of each. This relates to the

behavioural and educational implications of the condition as well as the treatment options.

x Development of the methodology

This methodology appeared to encourage the participation of young people in identifying issues
of importance to them. It may be worthwhile applying it to a wider range of participants with
Glue Ear to see if similar issues arise. Equally it may be useful to iapplyoung people with

other chronic conditions to see if it helps promote their insight into the way the condition
impacts their lives and how they could take greater control in dealing with the condition and

developing positive mental health.

Equally its use could be explored with adults who have other health conditions asfa way o
encouraging them to explore their experiences and identify what support would be useful to

them.

The methodology could return to its group use in the more traditional Photovoice approach to
develop shared understanding of health conditions and reducing a personal sense of isolation. |
would recommend continuing to combine Photovoice with IPA but perhaps involving the

participants far more, than was the case in this research, in analysing and interpreting the data.
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9.3.4 Recommendations for practice

The young people and their parents in this research identified that they would like to have more
information about Glue Ear and their treatment options. Russell explained in Chapter Six that he
would have liked to have had a choice between grommets and a hearing aid. Daisy appeared
uncertain as to how a hearing aid would benefit her and had been disappointed with the results ¢
the operation to repair her ear drum. Stewie had very little respite from the tinnitus which
accompanied his Glue Ear. Although the mothers in this research had a good understanding of
how the condition impacted their child, their expertise was not always recognised. The
healthcare professionals appeared to have a good understanding of the implications of the

condition but did not always have the time to fully explain them.

Within the healthcare context it seems that it would be beneficial to provide leaflets in language
and formats accessible to both parents and young people. These could cover a range of aspects
from the potential behavioural implications of the condition through to different treatment

options and the benefits and drawbacks of each. It may be of value to train all healthcare
professionals involved in treating a young person with Glue Ear in appropriate ways to interact
with them. This could include how they give information, the importance of giving the young
person time to process what is being said and ways to encourage them to ask questions and
participate in decision-making. It seems that parental expertise in the condition in their child
could be acknowledged more widely. It may mean that changes in the way in which
effectiveness of treatment is measured such as a greater focus on patient satisfaction and less ¢

complying with consultation visit length.

Similarly, educational professionals would benefit from being provided with information about
the possible repercussions of Glue Ear in the classroom and the types of actions that individual

teachers can take to improve the situation for such students. Encouraging young people with the
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condition to explain what actions they find helpful and working in partnership with parents could
provid educational professionals with greater insight about the condition. Teachers would benefit
from thinking about some of the possible sources of distraction for students with hearing loss an
what individual action they could take to minimise the impact of these. For example, checking
that chairs have rubber tips on the end of the legs to reduce scraping, considering the number of
hard surfaces within the room which cause the sound to deteriorate and remembering to stand ir
a position in which students can see their mouth (Capewell, 2014a). Educational professionals
would benefit from gaining a better understanding of the potential behavioural issues that can
arise from ongoing Glue Ear such as the frustration of not always being able to hear clearly and
the implications of this for young people when interacting with their peers. This would help to

position Glue Ear as more than a common, temporary, medical condition.

9.3.5._The contribution of this thesis to knowledge

20H RI WKH DLPV RI WKLY UHVHDUFK ZDV WR UDLVH HGXF
implications of Glue Ear in the classroom and on the possible impact on the social skills of
students with this condition. To achieve this, | have participated in a range of conferences and
written articles for practitioner and academic journals. Initially | published in student conference
proceedings and have progressed to highly regarded peer reviewed journals, having recently ha
a paper accepted by JORSEN. | have presented at national and international conferences to a
range of audiences (psychologists, teachers, educational academics and healthcare specialists).
Appendix Eight provides details as does the section on Publications arising from this thesis. In
this section, | summarise some of the comments and feedback | have received which has helpec
to raise greater awareness in professionals about the implications of Glue Ear which is often

perceived as a trivial condition.
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$IWHU P\ SUHVHQWDWLRQ DW WKH %36 'LYLVLRQ RI &KLOC
in January, 2014, one of the Educational Psychologists present said to me that he would in future
consider that Glue Ear may be the cause of problematic behaviour such as students being
disorganised or inattentive. He explained that previously he may have noted a history of the
condition, but not considered its consequences. Another delegate identified that although she
would expect inattention in students identified as ADHD, it may mean that the temporary
hearing loss for those young people who also have Glue Ear may compound the difficulties and
warrant consideration. As a result of the conference, | was asked to write an article for the
(GXFDWLRQDO 3V\FKRORJLVWVY SUDFWLWLRQHU MRXUQDC
implications for attachment and parent-child interaction based on research by speech and
language therapists and audiologists. | was approached by the editor of another practitioner
journal, Assessment and Development Matters, to write an article. To avoid duplication |
highlighted the implications of repeated episodes of Glue Ear on language and reading

development (Capewell, 2014c).

Attendance at the Cambridge University School of Education Post-Graduate Student Conference
in 2013 provided me with the opportunity to write a peer-reviewed article (Capewell, 2014d) in
which | explained my research methodology and raised the profile of the impact that Glue Ear
FDQ KDYH LQ WKH FODVVURRP 2QH RI WKH U Ha&skdichétdUV FFR
area in the context of education and made a valuable contribution to raising awareness of its
SRWHQWLDO LPSDFW RQ Wail{ FiK hréséntdtiQrcat el DveQity@J ] 6LPL
Organisations, Communities and Nations Conference in Vienna, 2014 provided me with the
opportunity to meet educational professionals from Canada and Australia who discussed how
Glue Ear can be overlooked as potentially causing difficulties in reading and social skills for
some students. This led to writing an article (Capewell and Ralph, 2014) for their peer reviewed
journal, The International Journal of Diverse Identities. This has been accepted and is at the

typesetting stage. The article uses the case study of Lois and Stewie, with information taken
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from Chapters Six and Seven of this thesis. It highlights the importance of teachers talking to
young people with the condition, directly about how to improve their opportunities to participate

in school by making minor adjustments.

| have been a guest lecturer for students within The University of Northampton and Bishop
Grosseteste, Lincoln undertaking courses related to psychology, special educational needs and
ealy years studies. Students have commented that it has raised the importance of knowing abou
the condition, particularly for those involved with children under the age of seven years.

Through their own participation in simulation activities, they recognised that the condition can
impact on learning and development as well as have potential behavioural implications
(Appendix 12). A presentation at a conference in Poland on the theme of parenting children with
special educational needs and disabilities led to the inclusion of a chapter in a book (Ralph and
Capewell, 2014). The subject of the chapter used the case study information from Jane, Chapter
6L Rl WKH WKHVLV UHJDUGLQJ KHU GLIILFXOWLHYV LQ FRI
was to highlight the benefits of teachers and parents working in partnership to help students with
special needs which may otherwise go unrecognised. Glue Ear is a condition which is often

overlooked.

In June 2014, | presented at the bi-annual conference of European Pediatric Otorhinolaryngolog
Congress (Capewell, 2014e) in which | explained the perceptions of mothers and young people
regarding how Glue Ear has social and emotional consequences. One of the delegates who spol
to me discussed the need for more active listening by ENT consultants to how young people
experience the condition. This conference led to an invitation to submit an article for a peer
reviewed ENT journal and an invitation to speak to parents of girls with Turner Syndrome at
their annual conference. A high percentage of girls with Turner Syndrome also have Glue Ear
and parents welcomed the opportunity to understand the potential impact it has on learning and

behaviour.
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| have been awarded a small research grant to develop a process for ways in which young
children (aged between two to seven years) can communicate to their parents and educators
about environments in which they find it easy and difficult to hear. This is an extension of the
findings from this thesis that consulting young people can be beneficial in understanding their
needs. As part of a participant recruitment strategy | publicised the research on the SENCO on-
line forum and at a recent seminar to teachers and early years practitioners. This resulted in a
number of SENCOs showing interest in knowing more about the impact of Glue Ear. This has
been a change from when | started my research in 2011 when SENCOs did not see the conditiol

as part of their concern as it was perceived as being a medical condition so outside of their remit

To develop the methodology of combing Photovoice and IPA, | have been successful in bidding
with a colleague from the School of Health at the university to explore the experience of women
with a recent diagnosis of breast cancer. The aim is to gain insight into the emotional impact on

them of such a diagnosis then develop this into teaching materials for healthcare professionals.

9.3.6 Summary of the Research

The lived experience of Glue Ear has not previously been explored in the literature. There has
been no previous research into this condition in which participants and researchers have the san
level f RSSRUWXQLW\ WR HVWDEOLVK ZKDW LV WR EH GLVFX
from previous research into the condition. Perhaps because participants with Glue Ear are
difficult to locate, previous research has been primarithe clinical or healthcare context,

ZKLFK PD\ KDYH VKDSHG SDUWLFLSDQWVY XQGHUVWDQGL(
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This research highlighted the emotional impact of the condition on both young people and their
mothers. It seems that far from being a medical condition with no long term impacts, there is a
need for young people to be better supported by their teachers if they are to achieve their
individual full potential. It is not enough to perceive them as performing around the class
average. The emotional turmoil expressed by the young people, and the mothers, in this researc
has been largely overlooked by healthcare and educational professionals interacting with those
experiencing long-term Glue Ear. There appears to be a need for greater support and more
accessible information about the condition. | believe that Daisy, Stewie and Russell have

demonstrated that young people have a valuable contribution to make to research.
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Chapter 10

My road to a PhD: Thoughts, Reflections and Learning

10.1 Introduction

When applying formy8K' , WKRXJKW LW ZRXOG EH OLNH P\ PDVWHL
,IP QRW VXUH WKDW , IXOO\ XQGH UMadRvBBdZddo WPhDFdst & Q W
number of years and include a brief summary of how | eventually applied to The University of
Northampton in November, 2010. Throughout the week long induction programme | attended in
February, 2011, there were recurring comments thata PAD Wa uMR XU QH\| $ow WKH
understand what that meant. However, | have gained greater clarity as | have progressed on my
RzZzQ YR\DJH )RU PH WKLV KDV EHHQ WKH WULS RI D OLIHV
various forms documenting the changes that have taken place in me as well as providing me wit

examples of how my skills have changed and developed.

| could not cover every aspect of the journey in this chapter, but havedmusvhat | consider

the main changes that have occurred in me. These include the development in my thinking and
practical skills. Perhaps the biggest change for me has been unlearning and changing the way ir
which | understand the world in terms of my ontological and epistemological positions; | now
align myself closely with a social constructionist perspective whereas | definitely started out with
apost-positivist perspective. Reflection and reflexive practice have been key aspects in my
development. | have had to unlearn my previous writing style. This has been personally very
difficult as writing was something | thought | was good at. What | now realise is that | was good
at writing within a commercial context, and need to maintain that skill. Academic writing

requires more precisicard if | am to be successful in an academic setting | need to adopt that

style and learn new skills.
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As with all journeys, the people | have encountered along the way have added to my experience
and given me new insighiisto myself and my work as a researcher. Many of the contacts that |
have made at academic or professional conferences have influenced my thinking and have beer
incorporated with my research as | have been able to quote from their presentations and
published research. Other people have introduced me to writers, theorists or models which have

again influenced my thinking.

A key realisation for me is that a lot of this journey has been about developing my philosophical
understanding KHQFH WKH pu39Y LQ 3K' $W WKKHavdwbohad , NQHZ Z
KN Q R Z OiHGdoHdbly more accurate to say that | thought I did. | have gained much greater
LQVLIJKW LQWR WKH FR Qeohbith tRd sphtlétwaysDnunhicHie rEdershr

can influence the relationship with participants to shape their responses. The more | have read
has led me to realise the less | know. Although the logical part of me acknowledges that there is
simply too much published to allow me to read everything that | might find useful, insightful or

helpful, the learner inside urges me to keep on trying.

At the interview for my PhD, | was asked various questions by the interview panel which made
me pause. For example, my interviewers wanted to know what part | saw young people and theil
parents playing in the research process; what age of children with the condition would I involve;
and what sort of information wouldoe looking to use. | did not have answers to those

questions, nor thankfully was | expected to. However, my mind was introduced to more
possibilities than | had previously considered. At that point, my belief was that | would need to
undertake a quantitative study to ensure that | kept my personal experience out of the research
therefore not influencing the results. Although blissfully unaware at the time, my PhD journey

had begun.
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10.2 My aspirations to start a PhD

| had been determined not to start my PhD until | could devote what | saw as adequate time. |
suppose like many people it remained on my wish list for a number of years. | have always
enjoyed learning and increasing my academic performance. Across the years there have been
various topics that have gone through my mind. In my early investigations as to how | would

DFKLHYH D 3K'" , LQLWLDOO\ EHOLHY H G aveddvam sulfeRtXO G QH

At that time | wanted to do a psychology-based research project. Therefore, | began by
converting my B.A., in English Literature and Modern European History, into B.Sc in

Psychology through a conversion course at the Open University. This was followed by an MSc
in Occupational Psychology. My vague idea was that | would undertake a PhD investigating the
psychological impact of survivor syndrome in UK companies. This was in the context of massive
redundancies during the late 1990s when a number of large organisations in the UK had reducec
their workforce by significant numbers. | wanted to investigate the impact of remaining

employed in an organisation in which many colleagues, doing a similaiWd®e WKH pVvV XUYL
were made redundantt W WKH WLPH , ZDV ZRahdgeQeht Edirel colegen prithiv

to leaving and starting my own consultancy company. It seemed that in many large
organisations, such as BT, there was a reduction in productivity, an aversion to risk-taking and
an over-reliance on procedures in problem-solving and decision-making in those who remained
in the organisation. Although | was enthusiastic to start and passionate about the topic, my
family and work circumstances at the time were not conducive to the level of commitment | felt

were required for a PhD.

In the intervening period between then and beginning my PhD at The University of Northampton
in 2011, | became more and more interested in the impact that long-term Glue Ear has on

F KL O G UH xhalal 8avelpntent. This interest developed from seeing the condition in my
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nieces and nephews and then in my own children, both of whom have had the condition from
when they were babies and continue to have recurring episodes to the present time. Although it
the most common reason for children seeing their general practitioner and having surgery in
developed countries, there has been little investigation into its implications in the educational

field, and even less regarding how it potentially impacts social development and self-esteem.

| had some reservations about my ability to undertake a PhD and considered a number of
alternatives. My son prompted me into action when he asked if | was ever going to get on and dc
the PhD | had talked about all his life. After a telephone conversation with Richard Rose, |
applied to The University of Northampton in November 2010. | attended an interview in
December 2010 and was given an offer to undertake a self-funded PhD. | was allocated two
supervisors, one from the School of Health and the other from the School of Education. | had
some reservations about this choice as | had read enough to see that for the greater part Glue E
was perceived as a common, temporary, trivial medical condition which affected most children
to varying degrees. However, | was not interested in its medical construction or origins, but
rather how it impacted on the lives of young people with the condition and repercussions on
family life. As I felt lucky to have been given an offer, | kept sile@&@ FRQVLGHUHG WK
probably knew better than me. However, | did feel that | wanted to use the training and
development | had gained from my psychology degrees. It was a situation of feeling happy but

apprehensive.

On the five day induction programme in February 2011, all students were asked to make a short
presentation about their ideas for their research project. My PowerPoint for that presentation is ir
Appendix 7,An investigation into the social and educational effects of GlueNBaprevious

research experience was quantitative therefore my first thoughts were to undertake an
investigative study using psychometric and sociometric profiling comparing the friendship

groups of children with and without a history of Glue Ear. My main reservatite time was
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whether there | would reach statistically significant results, which led me to question whether it
would actually make a contribution to knowledge as required for the award of a PhD. However, |
considered that as there was a huge gap in knowledge in the psycho-social impact of the
condition, even no clear results would make a contribution. From my reading of previous
research into the condition, a lack of clear cut results was a common occurrence; therefore the

results could still add to knowledge.

During the induction programme all the students were asked to identify a skill or quality that we
could offer to our peers. | thought that my ability to be enthusiastic would be useful as | am
interested in everything so willing to listen and discuss any topic. Equally | am always interested
in moving forward with a project which | decided would be useful when someone felt their work
was not progressing. Some people thought | was joking; | was not. | hope that | have supported
others by being enthusiastThis trait has certainly kept me focused on achieving my

submission date. Thinking, reflecting, being open to new ideas and learning are key skills in
achieving a PhD. However, probably the most important skill is to action plan how the next step
is going to be accomplished. | believe the most important personal quality is self-discipline. |

think | have demonstrated my commitment to my goal during the last 3 ¥ years.

| have been goal orientated but not single minded. The result has been that | have taken the
opportunities available to explore what | did not know and to gain insight into how academia
operates. This has resulted in becoming involved in a wide range of learning activities. These
have included attendance at training courses, within and external to the university. My
Participation Record, Appendix 8, documents the range of workshops, courses and seminars the
| have attended as well as the conferences, involvement in committees, publications and researc
activities with which | have engaged. It was through listening to the advice and information

from these events, that | have developed my skills and knowledge. | iéletas improved

my research. For example, at the outset | was fairly sure that a quantitative project would be the
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best way forward. However, attendance at a seminar on qualitative methods resulted in a
complete change of mind about the research question | wanted to answer as well as the most

effective way to accomplish it.

10.3 From Quantitative to Qualitative Researcher

The thing that has remained constant throughout my PhD journey is the topic area, Glue Ear,
with a specific focus on its impact on psycho-social development. In May 2012, | made a
presentation at The University of Northampton School of Educatiotdi®el FK 6 WX GHQW YV
Conference, Appendix 9. This summarised how my thinking had changed between February
2011 and May 2012 and what | had learned in the first year of my PhD about my research
question. Early on my enthusiasm for getting on with things was in evidence and | was keen to
start writing out my proposal. My supervisor at the time, Sarah Neill, kept urging me to think
about my ontological and epistemological positions. Although I felt frustrated by this delay, |

kept to the spirit of being open-minded, and attended a seminar on qualitative methods.

During that seminar, run by Jane Callaghan, | had a revelation that | had been blindly following a
post-SRVLWLYLVW WUDGLWLRQ O R RshidaQdéveRpmamKIHiswed &8 WV { D
major change in my thinking and it is not an exaggeration to say that | felt like the rug had been
pulled from underneath me; it was a complete paradigm shift. | realised that actually what |
wanted to know about was the experience of living with long-term Glue Ear from the point of
view of a young person and their parents. | acknowledged that | had previously not given any
credence to the insight that individuals can provide about their own lives through consciously
reflecting on their experience. | recognised that if they would share their thoughts with me, as the
researcher, it would provide much greater insight into the impact of the condition on individuals
than yet another quantitative study using multivariate analysis to assess how different factors

worked in combination. What had been worrying me fragfirst presentation on the induction
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programme was the issue of what if my results did not have statistical significance and the lack
of replication of results in the many studies. Focusing on social skills had not previously been

investigated, particularly in the school context.

As | sat there | recalled an experience the previous year when my son and | had attended an
exhibition at the Wellcome CollectionW ZDV FDOOHG u% R{ketHnDapds FRQVI
bones which had been unearthed during excavations for new buildings in London. It provided
fascinating evidence of the sorts of diseases that the people of the time had suffered. Some of tf
skeletons had been exhumed from deconsecrated churchyards. | was mesmerised but noticed n
VRQ ZDV XQFRPIRUWDEOH , DVNHG ZKDW ZDWMchNeaURXEOLQJ
VFLHQWLVW § ,W ZDV QRW D FRPSOLPHQW +H H[SODLQHG
regarded as hallowed ground and had a set of beliefs that stated that on Judgement Day they
would rise and live again. He also made the point that some of the skeletons were named
individuals which meant that potentially their heirs could unexpectedly come across them if they

visited the exhibition. | had been looking at the bones, he had been thinking about the people.

6LWWLQJ LQ WKDW URRP OLVWHQLQJ WR ZKDW -DQH KDG
again. | was really struck that up until that point | had considered that the researcher was in a
superior role and that | would be observing naive participants. As a researcher | would be apart
from the participants. | felt ashamed of my superior stance. | have always viewed myself as
someone who respects others and believe that people should have equality of opportunity. |
realised that my own children often provide me with insight into their lives and that there was a
high likelihood that other young people could do the sameZzDV ZHOO DZDUH RI P\ |
in understanding the condition, but | had been prepared to silence the views of others. | had beel
trying to keep my experiences separate from my research but insibdimgas taking the life out

of any findings.
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| felt sick and excited at the same time as this would be learning a whole new way of carrying
out research and require a major change in my philosophical thinking about what constitutes
research. But | suddenly had clarity that the questions | wanted to know the answers to were:
What is the lived experience of young people with long term GluelBacdmpanied this with
wanting to understand the impact the condition has on other family members, but in the end the
practicalities of recruitment, focused it on a second questioNIudt is the lived experience of

being the mother of a child with long-term Glue Ear?

The research questions took some time to formulate after quite a lot of reading, thinking and
reiterations. From my initial interview, | remembered those questions about what role parents
and young people would play in the research. | had not understood them then, but was starting t
realise how important those questions were. My reading of the literature identified that there had
been little exploration of how children experience Glue Ear so this seemed to be a key area for
investigation. As far as | could find there was recognition that their opinions mattered, but it was
either too hard to research or no one would fund it. This seemed like an ideal area to explore, an
FHUWDLQO\ VHHPWwWhh @@NHCWEKMHIPHSWKH RSSRUWXQLW\ W
NQRZOHGJHY ,W IHOW OLNH D FKDOOHQJH DQG , KDYH DC(

was funding myself so this looked like an opportunity.

| felt that | was starting to understand the metaphor of a journey because a lot of the experience
is connected to the people whom you meet along the way. With a PhD this is not only the
physical people who have influenced me but also the writers of texts, philosophies and ideas.
Lincoln and Guba (1994) explore the differences between the various paradigms and after a lot
of concentration, | developed awareness that | wanted participants to be at the centre of my
research and that | wanted to work from a constructivist perspective. Silverman (2010) provided

me with a clear framework to help me to identify the most appropriate methodology.

286



As | explored previous research into Glue Ear (Zun&ai, 2010; Winskel, 2006; Vernon-
Feaganet al, 2003; Maw, 1995; Kleiet al, 1992) | understood that the participants had been
passive, with data collected through conditions manipulated by the researcher. There was a
distancing between the participants and the researcher, whereas | believed that the participants
really had valuable insights to share about their experience. | could still see the value of

quantitative research but it was not what | wanted to do.

| became more interested in the way in which people are likely to change and develop as a resul
of experience through reflection and sense-making to actively construct their interpretation of
their situation, with their concerns and issues changing over time (@ohén2007). |

explored the idea of the voice of the participant (Guba and Lincoln, 1994) and how | was
interested in the idea of co-constructing my understanding of what it is like to live with Glue Ear,
or be a parent of a child with the condition. My quantitative paradigm shift from post-positivist

to social constructionist has increased my skill set as a researcher, but also enabled me to ident
the value of considering the findings of quantitative studies in terms of the ideographic
experience thus adding depth and increased understanding of the condition in naturally occurring

situations.

The particular experience of individuals, from their personal worlds, meant that the focus of my
research study took a phenomenological stance (Moustakas, 1994). This led to a constructivist
perspective in which | came to understand that the reality of one person may be very different to
someone else in a similar situation, but it is formed relative to their own experiences, mindset
and general stance of interpreting the world (Guba and Lincoln, 2005). The value of finding out
about the way in which people come to interpret their experience provides a more holistic picture
WKDQ LV DFKLHYHG ZKHQ HYHU\RQHYYVY UHVXOWYV DUH FRP
find a way of valuing the individual voice. After a great deal of reading about phenomenology |

decided that IPA (Smitht al, 2009) would provide me with the structure with which | would
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feel comfortable in my shift from quantitative to qualitative researcher. It would enable me to
apply psychological theory (something | wanted to do) and keep the words of individual

S D UW L F lilte beptvé Hivthéwhole process.

As | explored in the presentation given at the research students conference in 2012 (Appendix 9
, 33 DSSHDUHG WR RIIHU PH D ZzD\ RI IRFXVLQJ RQ HDFK SD
uncomfortable with the semi-structured interview as the method for data gathering as the
researcher seemed to be taking a controlling position which could lead me to diminishing the
role of the participants, ZDV FRQFHUQHG WKDW P\ phyWVFLHQWLVW WKL
reliant on the findings from the previous research. | would prepare an interview schedule which

may mean that the participants may not highlight issues of importance to them.

| stated to explore visual methods then someone mentioned that it would be worthwhileahaving
conversation with Sue Ralph, a visiting professor who had a particular interest in participant
voice and using photographs for participants to explore their situations. This led to another step
change in my thinking. She introduced me to the work of Paulo Freire (1996) then Caroline
:DQJ DQG 0DU\ $QQ %XUULV JUHLUHYV LGHDV DERXW
resonated with me and | adapted his phrase to be¢gpWleK H UHVHDUFKHU EHFRPH\
DQG WKH SDUWLFL S Dkedthe Wail WahgHNebluDagde adtidifiants to create their
own photographs and images. This seemed to provide a way of putting participants at the centre

Rl GDWD JHQHUDWLRQ DQG KRSHIXOO\ DOHUW PH LI P\ pVv

10.4Reflection

From the outset my supervisors have encouraged me to adopt a model of reflection with which |
feel comfortable and emphasised the value of maintaibing U L W W thiQughGut i yJRHD
journey. In addition to reflecting on my own practice, Silverman (2@Edjtified the need for

gualitative researchers in particular to review their own position in relation to their research.
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IPA, my chosen research methodology, underlined the importance of researchers considering
their own position with regard to the topic they are investigating. In this section I identify the
various ways in which | have used reflection throughout my PhD journey and the benefits this

brought to me.

| adopted the Gibbs (1988) reflection model as the basis for how my research practice could be
improved. | find it straightforward and have used it for a number of years. The six stage process
of: description, emotions, evaluation, analysis, conclusion and action planning slows down the
review process. This model has made me think about different aspects in detail then to draw

conclusions and plan for further improvements, thus trying to prevent making the same mistakes

| provide an example of howD SSOLHG *LEEVY PRGHO WR UkithaHZ DQ H
mother during the participant recruitment phase. This was important learning for me as | allowed
P\ uWWFLHQWLVW Wakd @cbfjnigeithat DiddHpeRhdps been too inflexible in applying
participant recruitment criteria. | took every opportunity | could to recruit participants by

meeting people facwm-face as this helped us to establish personal contact. | was aware that | was
asking them to talk about potentially emotional issues so felt that meeting them might help to
establish rapport. | was invited to attend alocdlbQFK RI WKH 1DWLRQDO 'HDI .
(NDCS) group. They do not regard Glue Ear as a central part of their role because it is not
regarded as a permanent hearing loss. However, the organisation recognises that some of the
issues that parents of children with the condition overlap with those of their members, such as
dealing with a child who can not always hear but has to live in a hearing world. As part of their
invitation to attend the event, the organiser had allowed me to include information about my
research and said that | would be present at the event. During the event a mother approached
to say that she would be interested in participating in my research project. Her daughter was

outside of the age range that | was recruiting so | explained that | would be happy to talk to her,
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EXW WKDW WKH\ GLGQTW P H HWdithpKreiseFturokw sebiditiely. FSble S D U W L

VSRNH DW OHQJWK DERXW KHU VLWXDWLRQ 7KH pVFLHQW

My feelings were mixed as | was having difficulty recruiting, and what she told me really
provided good insight into how it can affect children, as well as the emotional impact on
mothers. | felt very sorry for her as she described herself as very isolated and was desperate for
the schoolto be sSpRUWLYH ZKLFK WKH\ ZHUHQfW ,Q WKH HYDO?
realised that she had some excellent things to share, but | had excluded her from the research.
Furthermore | could not use her data as | had not gained informed consent and itevould b
unethical do so. Additionally | had not recorded what she said so the data would not be suitable
IRU ,3$ DQDO\VLY DQG , KDGQYW DVNHG KHU WR FUHDWH |
happened, | identified that | had been too rigid in applying my recruitment criteria and that there
could be a good case to be made for adjusting the participant selection criteria so that parents
FRXOG SDUWLFLSDWH HYHQ LI WKH FKLOG GLG QRW 0\ pVv
recognising the value of the individual voice. From what she said, it was apparent that parents of
younger children might face different, but equally relevant issues which would add to knowledge
and understanding about the condition. My conclusion was that, in future, | would include
an\RQH ZKR ZDQWHG WR SDUWLFLSDWH QR PDWWHU ZKDW
contact her as | had agreed to send her some information and asked her if she would like to
SDUWLFLSDWH TBhsRKitatios @djtavthel iHcBi§ldn of mothers on their own rather

than in the dyad (mother-child) that | had originally planned.

From my first supervision, | was encouraged to find a format for a reflective writing log that |
could use throughout my PhD. Appendix 16 WX GHQW TV 3 U Rrudey/tile StXIEWIRED U \
that | used, which resulted from a Google seavthPhD has been plagued by problems with

my paperwork. There were some issues about missing signatures on my PhD offer which meant

that after an initial meeting in early March, my supervisors would not meet with me these were
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resolved. It also meant that | did not have access to the library facilities. Therefore, my second
supervision meeting did not take place until mid May. Figure 10.1 contains an excerpt from my
progress summary written on 2nd May 200, which | completed as preparation for the supervisory
PHHWLQJ , KDYH IRFXVHG RQ WKH VHFWLRQ uSHUYRQDO
format of recording progress helped me to keep motivated, as | identified my progress and
clarified future actions. Looking at this log now reminds me of the obstacles that | have

overcome.

Figure 10.1 Personal and academic skill development Entry from 2 May 2011 Log
Research skillstworking through the Cohen, Manion and Morrison Research methods book.
Attended 2 day course on How to be an effective researcher.

Completed T critique.

Slowly making progress with Refworks and Metalib.

Have used reflective techniques.
Attending Quantitative workshop off' Bay.

| realised that even though the system was slowing me down | could rely on my own resources.
On the Induction programme | had met other people from the School of Education and they have
provided an extremely strong support network. From them | learned that they had been advised
to read particular key texts about research skills, such as @oblaén $V , GLGQIW K
library, | bought the book and began reading to maximise holiday time away from my full-time

job.

| believe that completing my research study has only been part of my PhD journey. Equally
important have been participating in a range of eventsremting and maintaining contact with
people. Meeting and staying in contact with people has provided me with a support network
which has been extremely beneficial to successfully completing a PhD. For example, rarely is
everyone in the same emotional state at the same time, so sometimes | have listened to problen
and made positive comments or suggestions and at other times others have done the same for r

| have found that the PhD journey is something that only those who have or are experiencing cat
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really understand. My husband and children have been incredibly supportive but sometimes |
have needed to talk things through with my peers. Although | am quite action-orientated by
nature, there have been situations that have needed reflection and probing from someone not

emotionally close to me to enable me to understand the politics of the situation.

Part of the entry in Figure 10.1 stat@bmpleted T critique This U H | H Ohe @vitRalu

Appraisal Skills Programm®CASP) (Appendix 11) consisting of a set of questions used to
evaluate qualitative research. When starting my PhD, | recognised that, as | had been away fron
formal study for some time | would need to renew my skills. One of these would be to
successfully critically evaluate research. The detailed questions in the CASP helped me to focus
on the key aspects of the research. Using this tool helped me to realise that it is not enough to
know what is written about my topic but to evaluate its usefulness in terms of rigour of the
methodology, whether the aims were met, if the methodology selected was appropriate to the
aims and highlighted the importance of considering whether it was ethically-conducted research.
Not only did taking this approach help me in assessing the research of others, but made me
realise that others would be asking those same questions about my work. | therefore needed to

make sure that | clearly communicated what | had done in those specified areas.

The path of my PhD journey has not always been smooth. | have had to develop resilience to
keep going. Adopting reflective practice has helped with practical frustrations such as those
concerned with participant recruitment. Through discussions with others, | havetmina

recurring difficulty for many involved in researching with people. Writing down those

frustrations has helped me to keep things in perspective as is illustrated in the following example
taken from my reflective log written in September 20M2ere were times in the recruitment

process when | felt utter despair that | would ever actually get to talk to anyone. | completely
empathise with Glucksman (1995:164am also now convinced that if | had stood in Salford

precinct or Boston market wearing a sandwich board saying who | wanted to contact | would
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have found as many, or more, suitable interviewees as through the more conventional and

O DERULR X VThshsWeki&trB/\a sfrategy | could adopt in future. It may be that people are
reticent to put themselves forward. Alternatively, it could be that difficulty in recruiting is

glossed over in most research reports or even that recruiting for qualitative projects in which
participants are asked to disclose information about themselves is more difficBlO WK R X JK ,
was perturbed at the time, reading accounts of the difficulties of others, talking to my colleagues
and just thinking about the reasons perhaps why participants were not coming forward develope:
my ability to keep going. It also meant that looking back on the logs when | have analysed all the
data from participants and have had to edit down their comments, made me feel grateful that |
have too much data. This backward/forward reflection kept things in perspective. | am highly

likely to face the same situation in future, so it is good to have a record.

A particularly difficult situation that | faced during my PhD journey was the need to change
supervisors. | undertook my PhD on a part-time basis which meant that | have needed to juggle
my work commitments around those of studying. Non-academic term time is when | have
focused my efforts on my PhD. This proved very problematic in terms of one of my supervisors
who only worked school term time. This was compounded as the other supervisor whom | was
originally allocated felt that the demands on her non-PhD role meant that she did not have the
WLPH WR VSHQG ZLWK PH 8VLQJ *LEEVY PRGHO PHDC
issues of this situation were for me, identify the potential perspective of my supervisors and
prepare for a discussion in which we could rationally discuss the situation to find a productive
way forward. | think that being a mature student helped in these circumstances as | am used to
being self-reliant and have the experience to identify when a situation requires action. | had bee
aware from early on that | saw my work in Education and Psychology and the situation enabled
me to make that move. The result was that after the Registration process was completed, |
changed my supervisory team by approaching two supervisors who have good knowledge of the

methodologies | wanted to use and less formal time constraints. Getting the paperwork sorted ot
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for the change was less smooth, but my tendency to pursue things proved useful. It also taught
me the importance of understanding and monitoring the administrative procedures from the

outset.

Reflection has been important if my research practice is to improve by considering what has
happened and hopefully how it can be improg@ibbs, 1988). However, it usually takes a
retrospective view as the focus is on what has happened and how to improve things in the future
In qualitative research, in particular, there is also a need to develop skills concerned with

reflexivity.

10.5 Reflexivity

Finlay and Gough (2003, jx) H{SSODLQ WKDW pUHIOHFWLRQ FDQ EH GH
SRPHWKLQJ  DIWHW WHIH HYUHHQ @/ [LYLW\Y LV GHVFULEHG DV
aware analysis of the intersubjective dynamics betwg¢hV HDUFKHU DQG WKH UHYV
Undertaking reflexivity has been important in this research because of my personal experience ¢
the topic and my desire to separate my situation from that of the participants. | have learned that
| QHHG WRDEB®D WNHE@N EULQJIJLQJ WR FRQVFLRXVQHVYV P\ FXO
class, education and personality) then considerth@mwvas likely to impact upon the

participant. | came to recognise that we all bring biases to the research process and these could
affect the way in which interacedwith participants. A big learning point for me was the way

that reflexivity required a conscious decision as to how, as the researcher, | pogsadinwith

the participants.

The easy part for me was in deciding that | would disclose that | am the mother of two children
who continue to have Glue Ear into their twenties. However, initially | did not disclose to a

participant when they related a situation that | had faced or did not share any of the findings fromr
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WKH OLWHUDWXUH 7KLV ZDV P\ pV Fhoditys stahee, WiKth®@ JT LQ |
requirement that | remain detached from the participants, not disclose information about myself
and try not to influence their reactions, has remained a voice in my head. The volume level of
that YRLFH FKDQJHG DW GLIIHUHQW SRLQWYV , KDYH KDG W
reality so that | was able to sometimes share similar experiences between us. Sometimss this wi
so that | could gain greater insight into how the condition impacted both mothers and young
people. At other times it was to acknowledge that it may be the condition which was causing the

EHKDYLRXU DQG QRW VRPHWKLQJ pZURQJY ZLWK WKH FKL:

In the early meetings with potential participants my post-positivist voice dominated my thinking
asitwarnedthat  muspRW pFRQWDPLQDWHY SDUWL BLEUDtQeW Y GHVI
between researcher and participant. However, reflexivity led me to reconsider my position. Part
of my reason for adopting the Photovoice methodology was awareness of the power differential
between the researcher and the participant in semi/unstructured interviews. | also considered the
the participants in this research were marginalised voices as they had never been encouraged tc
HISUHVV WKHLU SRLQW RI YLHZ RQ WKHLU H[SHULHQFHYV
responses through the questions they had asked. The question | realised | needed to consider w
thatE\ QRW VKDULQJ DQG GLVFORVLQJ NQRZOHGJH WKHQ ZI
participants? Pondering this issued resulted in changing my practice so that when a particular
issue arose for a participant and, it seemed to cause them diffiagked if they wanted to

know what previous research findings had suggested. Rather than interrupting the flow of the
participant-led discussion, we tended to talk about such things after the images had been
discussed. It also meant that if participants had read something or developed their own theory

then they were more likely to share this.
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SKHQRPHQRORJLVWYV XVH W&prbcessl(Bdeker L 9D) oiNite Vése@QrdieriR U W
keeping a written record of their own thoughts and assumptions about the topic under
investigation, responses to what participants say and what the researcher already knows about
WKH VXEMHFW 7KLV LV XVHG DV D ZzD\ RI NHHSLQJ WKH U
separate from the participants. However, Sreithl. (2009, p. LGHQWLI\ WKLV DV u
RI SUHFRQFHSWLRQVY ZKLFK UHFRJQLVHV WKDW UHVHDU
and need to identify what they know and what they think might happen with interactions with
participants. This was an ongoing situation in which, as the researcher, | needed to constantly
review. | have found that it was helpful to document my own understanding of my maternal

experiences of Glue Ear (which can be found in Chapter 4, Table 4.4).

Through keeping logs and being reflexive about my thoughts and assumptions edtbtalk
participants and analysing what theyds& have been able to monitor and minimise my

influence on participants. As | highlighted in Chapter 4, Table 3, there have been times during
data gathering when my personal experience potentially caused me to close someone down. An
example of this was when Lois explored how her son, Stewie, could disrupt family life with his
outbursts of temper. This led me to include an extra step in the analysisrptiees#A process.

I included a review of my own response to what participants said and became aware of how |
might impose my own feelings on them. Being aware of this has helped me to follow the
participants] O H D G niadle ihvelit B\Wn decisions about what they disclosed. This has
potentially improved the quality of the data. Reflective practices have been a key element to

undertaking my PhD.

10.6_Academic writing

| have found it hard to come to terms with having to redevelop my writing skills while

completing my PhD. This has meant learning to develop a whole new set of skills. | am not
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there, but at leastunderstand to which road signs | need to pay attention. | now realise that
academic writing requires not only the skill of putting ideas together, but making sure that those
ideas have credibility. This has meant learning how to use appropriate research data bases
effectively, to keep good records of the references that | have identified and to use appropriate
referencing as required by the publisher, editor or university. Most importantly | have been glad
that over the years | have developed skills in being open to feedback and that most people do nc

want to destroy me, but are genuinely trying to help me improve my skills and performance.

| have certainly learned that if | want to make a statement, then | need to back it up with well-
constructed research. In the induction week there was a session on the search system that the
library used and another on the referencing software, Metalib and Refworks. | am pleased that |
made myself become familiar with them early on. | also took up the opportunity to sit with one

of the academic librarians and identify which databases would be most likely to be of value to
me. | have kept all my references in Refworks and usddlder system. Whenever | identify a

new reference | enter it. | did fall foul of using the bibliography tool as it does not put the
information into the text as required. There are other referencing systems, such as Mendely, that

| could use but took the decision that | would investigate them after completing my PhD.

Early on in my PhD journey | took time to read about how to do a literature search and write a
literature review. | came to appreciate the value of developing good record keeping systems for
what | had done. Although it felt tiresome at the time | now realise that it has saved me hours
because | do not have to go back and repeat the search. This was a skill | did not previously
have. Being painstakingly precise, | believe is very important if my work is to have credibility

and rigour. | want a career in research and will not achieve that if | am sloppy or imprecise.

Clarity in communication is required no matter what the purpose of writing. However, a major

difference in academic writing is that every word, phrase, clause, sentence can be dissected. In
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my previous writing getting the communication out on time was the priority as the message
would probably be read for overall meaning. | have had to learn to avoid tortuous sentence
structures and imprecise vocabulary. Such language is not acceptable in academic circles, unles
perhaps one is a gifted philosopher. Writing, reviewing, rewriting and restructuring are the
requirements that | am trying to apply. | have learned to consider the number of ideas within a
sentence and whether the message is best communicated through simple, compound or comple
sentences. Being aware of the preferences of people who | want to access my writing has been
important learning point. For some people, starting a sentence with a conjunction will result in

them focusing on that style issue rather than absorbing the argument | wish to make.

The overall structure and development of my argument is something that | am still developing.
There are specific words that have been used in critiquing my work that | have now included into
my vocabularyto consider when rereading what | have written. They have become personal
shorthand for what | need to do with the text to improve it. By remaining open to feedback and
trying to understand what is required of me, | hope that my style more closely approximates the

requirements.

Many people have highlighted during my PhD journey that one of the aims is to become an
expert in your subject. | now appreciate that this has to include gaining the confidgmea Yo

my own work and ideas. In the early stage of the journey, | spent a lot of time critiquing and
assessing what others had written. As | proceeded to transfer, | became increasingly aware that
was not enough to state what | had found, evaluate it in the light of the work of others and
identify what it was contributing. | had to develop a point of view which | think my work

suggests and develop an argument which identifies specific actions as well as persuade others t

the same conclusions.
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10.7 Conclusions

| feel that | have a much better understanding of the concept of the journey of the PhD now than
when | started out. It has been very different to any previous academic study. It has certainly not
been easy, in terms of overcoming practical obstacles and balancing the demands of study with
the other parts of my life. It has been intellectually demanding with regard to the amount of
thinking and mental gymnastics required to understand the concepts, theories and philosophies
that | have encountered. When | set out on this journey | wanted a challenge and | wanted itto b

fun. It has been both.

A key thing that | have learned is the importance of being open to new ways of doing things.
This has particularly been the case with adopting a qualitative methodology and questioning the
usual methods for conducting the study. | am pleased that | adopted two methodologies and
stopped to consider the strengths and weaknesses of each and how they could be modified to
produce a means for me to elicit relevant data and to constantly question the way in which | have
analysed data. This has taught me to be more flexible rather thdw sig#ing to the original

plan. If | could turn the clock back, one thing | would certainly have done was spend more time
thinking about who to include in the research, what their perspective could perhaps provide and
what would be the drawbacks of including them. | appreciate now that, although parents of
younger children may not have the depth of experience of Glue Ear that my original target group
do, there are different concerns at different ages. Those adults who spoke to me about their
childhood experience of the condition would have added another dimension to the complexities

of the condition.

| would say that | have always been a reflective person and have reviewed and learned from whe
| have done to improve my future practice. Prior to beginning this journey, | would have said that

, ZDV DZDUH RI WKH L P SueFbm vihat RikiVity h&s ZaQgli X1©i8\to consider
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that in far more detail. Standing back and examining the wider implications of my actions has
alerted to me to the consequences of doing one thing, but not considering how that impacts in
other ways. This has certainly been the case with regard to the way in which my epistemological
stance has changed. | now belieweK D W- IWMHDHOIXBWHVHDUFK GRHV QRW HJ[LV

for all research and certainly needs thinking about.

| have had to re-evaluate and relearn my writing skills. Academic writing is very different to

other forms of writing and certainly a long way from the business writing required for much of
my career. | am still working to improve this. The need to refer to previous research and to
constantly be alert to the need to be evidence-based is something that I think | have improved.
The need to review, rewrite and reconsider the language | have used and the way in which | hav
constructed sentences is something that | will take into the future. Writing articles about my
research is improving my skills and will remain an area for development as | try to get published

in highly regarded academic journals.

| have had the opportunities to develop my research skills during this journey. Co-authoring
three articles was helpful in developing my writing skills, gaining insight into how others write
and learning how to collaborate. | recognise the importance of publishing my work and am
finding opportunities to do so: this is important both to develop an academic reputation as well

as for disseminating my work.

| worked as a volunteer research assistant to a visiting colleague at the university as | realised
that | needed to demonstrate recent research activity. | have developed my experience by
completing a short paid research project. These activities have enabled me to learn from others
so improving my own skills and also to demonstrate that others see that | have value as a

researcher.
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| have taken every opportunity | could to disseminate my work. As well as presenting at
seminars and conferences within the university | have presented at national and international
conferences. These have been quite diverse in nature. For example | have made presentations ¢
the Irish Association of Teachers in Special Education (IATSE), the British Psychological
6RFLHW\TV 'LYLVLRQ RI (G XFD BRFDECP)QEAMKIR, LCOGer8nts biiiO R .
European Paediatric Otorhinolaryngology Surgeons, as well as ECER and British Psychological
6 R F L KQWalithiwe Methods Section Conference. My presentation at BPSDECP led to being

asked to write two journal articles.

One of the aims of my research has been to raise awareness of the social, behavioural and
educational implications of Glue Ear among healthcare and educational professionals. | believe
that this should be part of initial education of these groups so have presented guest lectures to
XQGHUJUDGXDWH FRXUVHV IRU (DUO\ <HDUVY 3UDFWLWLR
Care, Special Needs Practitioners and Psychology students. The comments by one group of
students (Appendix 12) suggest that there is not widespread understanding of the condition in th

educational context, but that practitioners can see the value of knowledge about it.

My research has highlighted that the educational implications of Glue Ear are under-researched
and that it is not covered in teacher training. To make a difference to the young people who have
this condition and their parents, my next skill development is to learn to bid successfully for

research funding and social enterprise money. Recently | was awarded a small grant to undertak
a pilot project to develop an idea that came from my research. | feel as though | am about to set

out on a new journeythat of an early career researcher.
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Appendix 1: Summary findings of previous research

BEHAVIOUR

Researcher

Date

Issues

Links

Roberts et al

1989

Prospective study looking at cognitive, academic and classro
performance in Year 3 school aged children. Followed up on
prospective study. Behaviour ratings in terms of lack of attent
focus and dependency showed significant findings. Correlatig
study tused classroom behaviour inventory, not Rutter.
Prospective study66 reduced to 41 after 3 years.

North Carolina
Mentions Silva

Bennett & Haggard

1999

Investigate associations between history of middle ear diseas
and psychosocial or cognitive/educational outcomes.
Longitudinal birth cohort study1970 12,000 children at 5 yeat
and 9,000 at 10 years. Cognitive tests were administered at §
l0yearsanEHKDYLRXUDO SUREOHPV UDV
teacher. Rutter A scales were used.

UK

Timmerman et al

2000

Preliminary evaluation of a newly developed questionnaire
concerning the behaviour of young children with COM and
documenting behavioural change after the insertion of t-tubes
parent-child pairs were interviewed using the age-secific
questionnaire pre-op and post-op 6 weeks after surgery.

Netherlands

Silva

2001

47 children with bilateral OM were compared with 355 non-O
5 year old children to determine whether they differed in
background characteristics, speech articulation, language or
motor development and 1Q and behavioural problems. Result
speech articulation ability, verbal comprehension; motor
development, 1Q and behavioural problems. Specific behaviq
issues which resulted in stat sig results were: Observed:
Dependency; short attention span; weak goal orientation.
Reported: restlessness; fidgety; destructive; not liked by othe
children; often disobedient.

Dunedin NZ

Timmermann et al

2007

To review questionnaires which have been developed to des
the effects of COM on the daily functioning of children.
Identified 15 questionnaires developed for children with C@M
2 evaluated the impact of the insertion of t-tubes. The
guestionnaires generally covered 6 impact areas (physical
symptoms, child development, educational performance,
emotional/practical burden and general health status) with
physical symptoms most prominent.

Netherlands

Winterbottom, Hind,
Smith & Haggard

Relates to Smith &
Haggard +Parental
involvement

2008

&RPSDUHVY DQG FRQWUDVWY SDUHQW
FKLOGUHQTV EHKDYLR X Uclinical pagpul&diahU
aged between 3-7. Psychometric questionnaire looking at fac
aggression; anxiety; context-directed activity; social
maturity/communication. Parents and teachers have different
YLHZV RI FKLOGUHQYV EHKDYLRXU L(
for greater communication between teachers and parents.

UK

Timmerman, Meesters,
Anteunic & Chenault

2007

Psychosocial adaptation in young school children with OM

Netherlands

Bennett, Haggard, Silva,
Steward

2001

Behaviour and developmental effects of OME into the teens.
Clear focus on the developmental consequences of COM in €
childhood and the impact on behaviotses the 1970 UK

cohort study. Identifies need to explore in more depth long te
behavioural implications, suggests that some traits still exist.

UK

Refers to
Dunedin

Uses Rutter scalg

Bellussi, Mandala, Passal|
Passali, Lauriello, Passali

2005

Correlational study, State-Trait Anxiety role of anxiety of pare
and impact on behaviour/social skills. Suggests that parental
anxiety has an effect on children. Distraction/need for repetiti
persists into 8 class.

Italy

Haggard, Birkin,
Browining, Gatehouse,
Smith

1994

Questionnaire about frequency of COM and behavioural
characteristics considered to be linked with OM eg: withdraw
bad temperedtGiven to parents, teachers, various medical
groups +Data reported GPs and ENTSs frequency/concern scg

Outcome was desire to develop a questionnaire that could be

UK
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LANGUAGE

Researcher

Date

Issues

Links

Winskel, H

2006

Potential problems of an early history of OM on school-aged
FKLOGUHQTV ODWHU OD @niexDOM Chilgrén O
had lower scores on measures of phonological awareness, rhyr
and non-word reading, semantic skills of expressive vocabulary
word definitions and readings.

Padolsky
(2008)
identifies a
type of ADHD
+ OM which
impacts
reading age.

Vernon-Feagans, L

2003

How and when OM may impact development: (1) speech proce
and phonologic development in early life, (2) receptive and
expressive language, especially using language in narratives ar
interact with others (pragmatics), (3) attention to language and |
implications for schoolage children.

Influenced by
Meynuk +
Social
Constructivist

Casby

2001

Shows that the magnitude of statistical significance of the impa
OM on language is relatively low. However it identifies that ther
are methodological issues. Focus was on quantitative studies. |
of knowledge about hearing levels and instruments used to me:
language skills.

Meta-analysis

Rovers, M., et al

2000

Randomised control of children with OM who either had ventilat
tubes fitted or watchful waiting. Age: 1-2 years. No significant
differences found. Researchers suggest that the narrowness of
range of testenormal language only.

Duncan, J.

1999

Menyuk, P.*

1987

Delay in specific language aspects: speech sounds that are diff
to to process because of their particular acoustic characteristicg
difficulty in production of morphological markers that consists of
these speech sounds; production of elaborate sentence structul
language perception precedes production and OM may impact
this; four or more episodes before the age of 7 years, may be a
indicator of language problems. SES may well have an impact.
Could be processing difficulties in discrimination and
comprehension of language categories.

Eimas, P.D., Kavanagh
J.F.

1986

Conference summaryldentifies link between COM and languag
difficulties. Belief that intermittent hearing loss might still exert g
negative influence on language acquisition. This impact could b
mild (15-25 dB) in early childhood, could also impact social and
emotional development. Other factors may be influentigx, 1Q,
SES, nature of communication between child and parents.

Critical Period
Klein =
Boston Study
Group present
Menyuk

Greater Boston Study
Group Teele, D.W.,
Klein, J.O., Rosner, B.

1984

Prospective study-comparing OM and non-OM from birth to 3
years tstandardized tests of speech and language. Significant
findings of co-relation. Greater in higher socio-economic groups

Holm, V.A., Kunze, L.

1969

16 children aged 5-9 years compar£@M and non-OM+language
performance compared ( standardized tests) significant delay in
group in all language skills requiring the receiving or procesding
auditory stimuli or the production of verbal responses.

Judith S. Gravel+

Vernon-Feagans,
Vernon & Yont+

2003

Assesses the impact of hearing loss on speech and language.
Frequently, hearing status has not been evaluated directly with
presence and degree of hearing loss assumed. Conductive heg
loss is frequently considered the mediator of communication ar|
developmental outcomes. Lack of large groups of children with
continuous bilateral disease and significant bilateral and unilate
conductive hearing loss have not been examined to determine i
there are consequences of persistent impairment. hearing loss.
Mediating moderated by

extrinsic factors, such as the language environment in

WKH KRPH PDWHUQDO UHVSRQVLYHQH
quality of the day care setting, plus intrinsic variables, such as t
FKLOGYV FRIJQLWLYH FDSDFLW\ DQG W,
disabilities

Updates research on how OM affects child development, focus
aspects of: (1) speech processes & phonologic development in

Refers to the
work of
Vernon-
Feagans and
Roberts

Influenced by
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life, (2) receptive and expressive language, especially using Meynuk
language in narratives and to interact with others (pragmatics),
attention to language and its implications for schoolage childrer

Roberts, Zeisel, 2003 | Meta-analysis looking at a range of studies assessing hearing I
Rosenfeld, Reitz+ impact on language skills and developmémfe DQQRW V XE
DVVHVVLQJ DQG WUHDWLQJ HDFKWeKL(
found small effects of OM on speech and language developmel
most children, but existing evidence is not always combinable g
generalizable (Table 24-16).Managing young children with histg
Rl 20( PXVW FRQVLGHU D SDUWLFXODL
hearing status, language skills, and development.

Maw 1995 | Prospective study. P.20 Issues for hearing in noisy environmen| Bristol
and could lead to inattention. Studies of potentially adverse effe
of OME on speech, language and learning development are
complex, time consuming and very difficult to control. It may be
that there is greater impact if have OM early and low SES. Nur
of episodes may also be a factor.

Gravel and Nozza# 1997 | The premise is that listening in competition (noisy environments
PD\ LPSDFW FR&defiGddhie@efméntand/or attention an
behaviour.P.6£«LW LV PRUH OLNHO\ WKDW [
associated with hearing loss and OME will vary from individual
to individual, with audiologic and otologic factors interacting in
combination with numerous other variables that are unique to
HDFK FKLOG DQG KLV KSdéjp.BA UFXPVWD

Hall, Grose, Drake# 1997 | Masking Level Difference (MLD) measures the ability of the
auditory system to take advantage of small interaural time and |
differences in detecting signals in noisy backgrounds. The avalil
data suggests that children with a history of OME (but normal
hearing at the time of testing ) often have reduced MLDs when
compared with age matched controls.

Schwartz, Moody, 1997 | In order to acquire phonology, a child must be ale to perceive, ¢
Petinou# and analyse the characteristics (eg: consonants, vowels, stress
patters, pauses) of the speech and language to which he/she is
exposed. Such impairments have a secondary effect on the
acquisition of other aspects of language, such as morphology a
syntax. Because certain features of morphology (eg inflections !
as plural and tense markers, freestanding words such as article
are unstressed) may be particularly vulnerable to impairment. T
central question is what aspects of language are most likely to f
affected by transient hearing loss associated with OM.

Roberts & Wallace# 1997 | A child with OME may experience a mild to moderate fluctuating
hearing loss and thus receive a partial or inconsistent auditory
signal. A mild hearing loss might diminish important auditory
signals, making the speech signal more difficult to filter from
background noise. As a consequence the child might appear
distracted and disorganised. Persistent (prolonged) or frequent
varied) disruptions in auditory input may impede the discriminat
and processing of speech and thus cause the child to encode
information incompletely and inaccurately into the database froi
which language develops. In addition the illness experience itse
could cause tiredness, withdrawal, lethargy, distractibility, prote:
clinging behaviour as the child seeks familiarity and decreases
his/her willingness to explore the surrounding away from a
caregiver (Parmelee 1993)his could have implications for social
development?.141!/153/154/155

* Kavanagh, James F (ed) (1987) Otitis Media and Child Development York Press, Parkton,
Maryland.

+ Rosenfeld & Bluestone (ed) (2003) Evidence Based G\Edition BC Decker Inc Toronto

and London

# Roberts, Wallace and Henderson (ed) 1997 OM in Young Children Paul H Brookes Balitmore
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Cognitive Development

Researcher Date | Issues Links
Paradise, J.L. et al 2003 &RQFOXGHG WKDW 20 3LV QHJOLJLEO
Pitsburgh Group dRHY QRW DIIHFW GHYHORSPHQW RXYV

SES may have an impact; the findings can not be generalise
children with periods of effusion of longer than 90 days bilate
and 135 days unilateral from 2 months to 3 years, who did ng
respond to antibiotic treatment or to children with moderately
severe hearing los$his would mean that those children with tk
most severe form of the condition were excludd#ute very group
who may well be affected in social, language or cognitive terr
Reinforces the idea that medics see the condition as transitof

Feldman, H., Gelman, R.| 1987* | Theoretical position of cognitive developmetifunction of
experience and assumption that absence of experience has
deleterious effects.

Zinkus, P.W. 1987* | Children with auditory processing disorders frequently show
difficulties in following sequences of directions, retaining verb
material and short-term memory decay.

Kagan, J. 1987* | Need to develop different strategies to assess cognitive
development which are not based on the idea of general Q.
Wallace & Hooper# 1997 | Purpose is to synthesise the findings from studies in an atten

resolve discrepancies by examining methodological factors a
the theoretical rationale for the association between OM and
cognitive and behavioural outcomes. Many studies have not
monitored hearing p.166-19 gives a summary of the studies.
Earlier onset of OM seems to have greatest impactuld be that
OM impacts specific aspects of cognitive functioning eg: verb
reasoning and attention, and memory. Academic p.173-176.
Seems to have most impact on spelling and writing skills. OM
and behaviour p.179-181. At age 5 motivation, attention,
hyperactivity behaviours (short attention span, weak goal
orientation, restlessness, destructiveness, disobedieauakl

OM be misdiagnosed as ADHD/Dyslexi&uggests that OM
children may have phonological processing deficits and
phonological process training may be of help. Frequent atten
checks that OM children have understood the instructions/are
task.

* Kavanagh, James F (ed) (1987) Otitis Media and Child Development York Press, Parkton,
Maryland.
# Roberts, Wallace and Henderson (ed) 1997 OM in Young Children Paul H Brookes Balitmore
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Academic Performance

Researcher

Date

Issues

Links

Golz et al

2006

If OM does not resolve then it continues to impact reading
performance

Golz 2005
Critical period

Golz et al

2005

Suggests that fluctuating hearing loss may cause more probilg
because of its impact on the development of language.

Stenton, S.J.

2003

Thesis (Grey Lit) Used a qualitative questionnaire to ask pare
about their teenagers social, behavioural and educational
performanceA missed opportunity to access teenagers own
views on the impact of OM on them.

Could come
under social as
well

Peters et al

1994

Longitudinal Dutch study looking at reading, writing, spelling

OM children. Conclusion is that it is only reading and spelling
which are impacted by OM at an early age, but their findings

suggest that OM at age 4+ may have a greater impact. Poor
performance by the OM children in word repetition may effect
spelling

Support findings
of Lous &
Fiellau-
Nikolajsen 1984
Teele et al 1990

Teele, D.W. et al

1990

Prospective study 207 children with Olfound that time spent
with OM during first 3 years of life was significantly associate
with lower scores on tests of cognitive ability, speech and
language and school performance, mathematics, reading,
articulation and morphological markers aged 7 ye&etual
measure of hearing loss is not identified, assumed period of t
with OM. Implies that under 3 years is a critical factor.

Boston Study
Group -
Empiricist

Silva et al

1986

Longitudinal study starting at age 3. Tested at 5,7,9,11 with t
largest differences at age 5 - lower IQ, poorer speech articulg
verbal comprehension.

I have issues about using the Rutter scale for behaviour in te
of sample size and age. There is also an issue around the an
aspects which can impact the scores. Smith puts forward a
rationale about this to support her development of new meas

Dunedin Study

Cowley

1996

Longitudinal study from 1981-1991 looking at the incidence o
OM in Newcastle (Aus) study to assess the impact of OM on
academic performance. 170 children with recurrent and chror
OM given hearing, speech and pre-literacy teistge range 4yrs
6 months+6 years. Control group 48. Retested in 1990. Child
with OM had a less positive view of themselves or their ability
that a control group. The researchers also noted that most eg
years teachers had little or no knowledge of OM.

Australia
Conference
Paper

Stanley

1992

Education difficulties occur for a number of reasons:
JOXFWXDWLQJ KHDULQJ ORVV XGGhtiu
own abilities. This comes from difficulty because of the way tk
hear the same input at different times means they find it hard
generalise. Silva 1982seen as aggressive and less popular;
destructive and lack of popularity may result from frustration.
Lack of literature about the educational ramifications of COM
Lack of knowledge by primary caregivers; little available to he
classroom teachers. Observational case study of 4 children w
interviews with parents, teachers, children. Frustration of par
with surgeons who see OM as transitory condition. Teachers
often not aware of the condition, particularly of impact of nois
environment.

Candada
MA thesis

Teele, Klein et al

1990

Prospective study to identify the link between I1Q, school
achievement and speech/language at age 7 years. 194 childr
followed from birth, able to identify those children who had ha
OM, included only white, no other condition, English as first
language. Included children with tubes. Appeared to be an
association between no. of episodes and lowered performanc
Some attempt to control for confounding variables. Average |
105. Results were that more time spent with OM before age 3
years had lower scores cognitive ability, speech, language ar

school performance at age 7 year.

Boston Study
Critical Period
view
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Social Skills/Development

Researcher

Date

Issues

Links

Habesoglu et al

2011

56 participants, age range 9-16 years,19 males, 37 females,
children filled in the questionnaire with support from their
parents.

Bortoli, A & Brown, P.M.

2008

Social attention skills of pre-school children. Videotaped.
Children with hearing loss have been found to have fewer
interactions with peers and when interactions do occur, they |
often shorter in duration and less complex. The Hard of heari
group used visual and parallel play stratedgiémre may be
issues for OM children in terms of turn-taking, sharing, initiati
and verbal responses. Attention to the interaction is somethir]
else which could be looked at.

Duncan, J.

1999

Integrated setting for hard of hearing and normal children,
matched pairs, quantitative study looking at conversational sl
and interaction. Conversational initiation, maintenance,
termination, shifting and context. Video-taped in naturalistic a
quasi-naturalistic settings. Hard of hearing children were mor|
likely to use physical, non-verbal initiation means, were unaw
of initiations from peers: were less likely to maintain the
conversation, made fewer contributions, tended to make
unrelated comments to the topic at hand: less likely to shift th
topic.Type of hearing loss was not specified but there are ide;
for aspects which could be considered with OM children.

Conversational
Organisational
Theory

Kretschmer, R.R. Jr.

1997

The focus in developing communication skills as a way of
developing language skills. It looks at the different types
discourse. Children with hearing difficulties may benefit from
assistance with support in child-child interactionsThis fits in
with the Buddy idea suggested by Stanley, particularly in the
playground and in games.

Vernon-Feagans, L.,
Manlove, E., Volling,

B.L.

1996

Investigates a link between OM and behavioural changes, mj
them less responsive to changes in the environment, even wi
well. Findings suggest that they play alone more often, have
fewer interactions with peers when in daycare. May contributi
the socially withdrawn child. 36 children, part of an ongoing
prospective study, 3 centres, all white children, middle-class,
Toddler Behaviour Assessmemb temperament dimensions
activity level, anger proness, interest/persistence, tendency t
express pleasure and social fearfulness. Suggests further res

LOWR ROGHU FKLOGUHQTV VRFLDO V

Penn State Uni
Speech/Languag
Specialist
Critical Period
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Parental Experiences of Otitis Media

Researcher

Date

Issues

Links

Wuest & Stern

1990

Grounded Theory studglLearning to manage: 3 aspects: effects of the
disease on the child; degree of disruption in family life; relationship wit
the health care system. 30 participants from12 families, child under 10
years. Observations and interviews. Learning to manage: from @assiv
actvetOHDGLQJ WR PEHFRPLQJ DQ H[SHUWY
after siblings; balancing work requirements; uncertainty about how len
condition will last; worry about the impact of hearing loss and impaired
VSHHFK GHYHORSPHQW RQ WKH FKLOGTV X
professionals keep informing the family that the condition is itk@mys
7THDFKHUV GRQTW VHH WKH SUREOHP DQG
Families constantly looking towards when the problem will end.

Canada
Study

Karkanevatos &
Lesser

1998

Prospective quantitative questionnaire is used to investigate the paren
perceptions on the effectiveness of grommets on general health, langu
and social skills. Administered pre and post-operatively by parents 15(
parents. Only given to parents dfihsertion grommets. Posp
questionnaire mailed out 12 months later.113 responses. Factors: Ear
antibiotics, balance, health, hearing, Behaviour and social skills,
speech/language.

Liverpool &
Southport
hospitals
Quantitative
study

Smith, Haggard, et
al

1999

Communication questionnaire using prompts from previous Content
Analysis to identify the tactics used by parents when communicating W
their children. Aim was to provide parents with tactics for their children
advice in ENT consultations.

Qualitative

Asmussen, L.,
Sullivan, S

1999

Focus on the Q of L for parents and children. 2 Focus groupsmbthers
and fathers of children with COM (infant-9 years). Issues raiszd the
need for family support groups, education materials and better provide
parent communication from health professionals. Issues were lack of
information about the illness and future hearing impairment implication
ENT recruitment.

Qualitative

Jonsson H.
Haraldsson R.

2002

Semi-structured interviews; 21 parents of pre-school children witlynew
diagnosed OMUHFUXLWHG WKURXJK *3V 3DUHQ
impactofanitELRWLFV RQ WKH FKLOGYV LPPXQH
much about the acute OM.

Qualitative

Feldman et al

2003

Prospective studytpotential impact of OM on speech, language, cognit
and behaviour 621 children. Parents complete MacArthur Communica
Development Inventories at ages 1,2,3. Negative correlation between

language skills and incidence of OM. SES was identified as a confoun
variable tcorrelational study. Could be related to parental communicat
strategiestparenting strategies (attracting attention; F-F) and the richn
of the language environment. The degree of fluctuation in incidence of
could also be a factor.

Pittsburg
Paradise
cohort

Higson & Haggard

2005

Comparison of similarities and differences in how the signs, symptoms
development impact of OM are seen by teachers, parents and ENT
consultants. 118 teachers, 154 parents, 178 ENT consultants. Quesio
Teachers involvement was low. Major differences in priorities anddmp
Parentstcontinued lower hearing problems; Teachgeslucation,
language; Teachers and parents give higher importance to behavitug.
categoriestENT consultants rated Balance higher than both groups.

Connections
with
Paradise

Dube et al

2011

Telephone questionnaire asking about the impact of OM on the impact
the parent/caregiver. 502 people were interviewed. Focus was on the i
on the family +time taken off work, number of visits to doctor/hospital,
cost of anti-biotics.

Canada

Winton, Roberts &
Zeisel#

1997

Argues for a family-centred approach. Potential impacts: Financial cos
(refers to medical insurance); emotional costs (worry and distrestheve
longer-term implications; fatigue of dealing with an unwell child; impac
work; disruption of family life); impact on behaviour (following
instructions, engaging in interactive play; relating positively to peers,

siblings).

# Roberts, Wallace and Henderson (ed) 1997 OM in Young Children Paul H Brookes Balitmore
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Quiality of Life

Researcher

Date

Issues

Links

Rosenfeld, R et al

1997

Used a Q of L surveyphysical suffering; hearing loss; speech
impairment; emotional distress; activity limitations; caregiver
concerns. 186 children aged 6 months-12 years with COM.
&RPSOHWHG E\ FKLOGYTV FDUHJLYHU H
Focus was on the reliability of the questionnaire.

Bellusi et al

2005

Correlational study of survey on OM and the State-Trait Anxiet
Inventory Test (STAIT). Retrospective questionnaire 252 child
(6-11 years)+OM study. STAIT administered to the parents or
caregivers of 20 paediatric outpatients 4-12 year). Psycho-soc
development affected most, especially attention disturbances.
tests could provide complimentary data to evaluate children wi
OM. Parents personality may affect the Q of L of children with
OM. Children tested in 2 schools. Teachers asked about learn
skills, speech impairment and social activity of the children.
Parents asked in ENT dept. Correlation between

Italy
Critical period
Children asked

Vlastos et al

2008

Purpose was to validate a new questionnaire on Qaufiregivers
of 45 children 4-14 years) with COM pre-t-tube insertts@OM-

5 variation of COM-6 administered 4 times: few weeks, few da
pre-op and six months and one year post-op.

Greece

Habesoglu et al

2011

Evaluated use of T-tube insertion on the QofL for COM. Topicg
physical symptoms, hearing loss, speech symptoms, social
VIPSWRPY DQG SDUHQWVY HPRWLRQIL
children £9-16 years. Patients filled in the questionnaire with th
parents (smiley faces and words on likert scale).

Turkey

Dube et al

2010

Telephone interview using a questionnaire. Sleep deprivation
Change of daily and social activities, Emotional distress Chang
of family plans. Additional 2 domains of impact on siblings. 5
domains about consequences for caregivers. Also overall care
giver Qof L. Focus is the questionnaire development.

Source of quotable quote on reasons for not using children.

Canada

Boruk et al

Used a proxy of the impact of QofL of Caregiver emotional imp
for the child. Prospective study of children aged 6 months to 1!
years.

Rosenfeld New
York Dube ref

Haggard, Smith and
Nicholls+

2003

Looking at a psychometric questionnaire for measuring QofL,
compared a range of measures and identifies issues around th
definition of the term.

See Smith Thesis

Smith, S

1998

Development of a Psychometric questionnaire to identify the

impact of the condition. Used parental proxies, as it was more
practical than philosophical consideration. Excluded children w
COM or those who had had ear drum perforations. Parental ar|

child QofL considered.

+ Rosenfeld & Bluestone (ed) (2003) Evidence Based ®Egition BC Decker Inc Toronto

and London
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Appendix 2: Sample reflective logs

Immediate reflections of Russell and Jane conversation 10 May 2012
(Dictated to self on way home in the car)

R+KH GLGQTW GHVFULEH PXFK EXW WKHQ WKDW ZDV TXLWH LQ
describing it from his point of view. | think that it was him saying that th e pain, the

HDU DFKLQJ WKDW zZDV D FRQVWDQW PHVVDJH , GRQTW WKLQN
EHHQ SDUWLFXODUO\ DZDUH RI DQG , WKLQN WKDW LV ZKDW«

literature, surprise, surprise.

The other thing that is interesting for me is the way he kept referring to the pain. J

VD\V KHYV TXLWH VWRLFDO DQG , WKLQN KH LV EXW WKH SDLQ
was talking about his ears leaking. Those sorts of things.

Whatshewas VD\LQJ DERXW WLJHU PXP DQG LWV DOO WKRVH OHY
PH LWV MXVW WKLV VDPH VLWXDWLRQ \HW DJDLQ 7KDW WKH |
Frustration, all the time fighting. Frustration. It did bring back echoes for me. It

was interesting when she kept saying about the social skills stuff, and that

reminded me of my son and | could see this whole thing of the ears yet again

LQIOXHQFLQJ DQG KRZ KH 5 GRHVQTW SDUWLFXODUO\ MRLQ L
LQ DQG KH GRHVQTW HKdn¥ WittnQt\oidibigRrE Which is quite interesting.

Reflection after listening to tape and going through a structured reflection
12 May 2012

One thing | need to be aware of is the personal triggers which could come from
when the participants (particularly the mothers) are describing situations about
their experiences. It was when Julia was talking about dealing with the teachers
(Tiger Mum as she called herself) | remembered the feelings | had in similar
situations.

Researcher vs Parent Reflection - General Talking to People June 2012

As a fellow parent it is difficult not to move to a position of sympathising and

sharing stories. At the same time, it is bringing back memories and emotions that |

would prefer not to return to. In other ways it is heartening to think that it was not

some unusual about my child, but rather a factor of the condition. Part of me would

OLNH WR VD\ WKDW DOO ZLOO EH ZHOO VWLFN LQ WKHWQK DQG
all will be well, my two are happy human beings.

Personal response to analysing the transcript January 2013
This was quite a painful experience. It is easier this time than it was with Jane
because | think that | was aware of what happened last time when | felt very upset.

This time | was prepared for that and knew that the best way forward was to take a
break and do something physical.
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Appendix 3: Parent recruitment poster and leaflet of my details

This PhD research project on living with Glue Ear aims to carry

out an in-depth study of the experience of young people who

have had glue ear from a young age, as well as involving their
parents.

Would the study be a good fit for me?

This study might be a good fit for you if you have a child who:
* Had/hasadiagnossof glue ear

* |5 aged 2-16years

* Youwouldbe prepared to talk about your experience

+ There are no examinations or medicalinvolvement

Questions? Want to become involved?

Please contact Carmel Capewell

Email: carmel.capewell@northampton.ac.uk
Mobile: 07756 231264

Centre for Edpcation and Research 'w THE UNINVERSITY OF

Sulgrave Room 104 NORTHAMPTON

Unieersity of Northampton,
Boughtan Green ! The= Director of Stwdies for this project is
Professor Richard Rose OLE04 8D 2762

MNorthamton, NN2 TAL
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Appendix 4: Interview schedule xsemi structured interview
Interview Schedule for Professionals (without Photomontage)

Introduction of self and purpose of research (PhD; understanding perspective of
experience of Glue Ear)

Purpose of interview : To gain insight into the perceptions, experience and
XQGHUVWDQGLQJ RI pPSURIHVVLRQDOY UROH LQWHUDFWLRQ ZL
Glue Ear.

Topics:

Description of Glue Ear

Perception of Glue Ear

Impact that Glue Ear has on a young person

Current experience of Glue Ear

Past experience of Glue Ear

% frequency of contact with young people with Glue Ear

Interaction with parents of children with Glue Ear

Interaction with young people with Glue Ear

Advice to parents

Professional role in dealing with Glue Ear

Extent of interaction with other professionals when dealing with young
person with Glue Ear

X M7TUHDWPHQWY SUHIHUHQF HlasskRamBadtticih DFKHU +

X X X X X X X X X X X

Closure

Anything interviewee would like to add.
Any guestions?

Any further advice to me?

Thank for time.
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Appendix 5: Young person invitation letter

Name
Address Details

Date

Dear First Name

Investigation into living with Glue Ear
Thank you for your interest in my university project. | am very
keen to find out what you think about having Glue Ear. | want to
talk to people who have had glue ear since they were a baby. |

see you as the expert in what it is like to live with Glue Ear.

| am writing to let you know what you will be asked to do. You

FDQ GHFLGH LI \RX ZDQW WR WDNH SDUW

to.

You will be asked to take photographs and create images that
give a picture of what your life is like. You will be asked to think
about specific situations that you feel give a good description of
what these experiences are like for you. Once you have created
your photos | will meet you and you can explain what they mean
for you.

Without your help this project could not take place. If you have
any further questions before we meet to sign the participant
forms or you want any information about our meetings, please do
not hesitate to contact me by email:

carmel.capewell@northampton.ac.uk or phone: 07756 231264.

| am looking forward to seeing you and your Mum.

Yours sincerely

Carmel Capewe 1
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Appendix 6: IPA London Group + suggested themes

Gons,
[hw\(-‘k u
el

|
NOWG |

MP

15 |o\es

S SURGERY

Experience of Glue Ear (1)
Jane - mother of Russell aged 9 years

It’s repeated, repeated experiences. Cos we're always, we are always back and
forward fo the hospital either for his ears to be vacuumed out, or for grommets and t-
tubes so that all represents that. So we’re always at the doctors for amoxicillin so
more than once so that’s all the bottles. Because there are a few of those. It just
represents it being repeated.

We're always at audiology so that’s why there are more of those. More audiology
than anything else. More audiology. We’ve been there every 6 months since he was 6
months. Just represents the experience.

We kind of go to 3 different places. We go to Audiology, (C: Where's that?) erm just
down the road;in X, we go there every 6 months, and then in between times we go to
Y The regional general hospital eerm when there’s been weekends when he’s had
massive ear infections, then we’ve had to go to the regional hospital then we end up
getting referred to their system and we see a visiting consultant from Z there, then
we’ve been up to Z separately for his ears to be vacuumed and for his perforations to
be checked. It’s all a bit, bit, and then there’s the GP. Audiology seem to send the

copies of the tymponography to the SENCO 'q\)n’r Z‘T,(;) ) @Q’% ’/\& fs
—_— ceceme 4 o

DOCTORS’

Caz mother of Daisy aged 14 years

was very busy and it was a’pain in the neck>and then I got her movedto Y and
they’re much better there, it’s nice and small and friendty;and theyre lovely there and
you don’t have to wait too long. No, it’s actually been ok, ummbh there’s limited
information, the information that I"ve got like that leaflet it’s limited
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et o Uinak? o
‘(A%»\y(vst §\ckans T \))'}5 s)(

T Sie ,\
o gvehcansr / M Siel A P
PhM—Experience of Glue Ear (3) d’\\’Kﬁ us dgrrs
' o

[
MOV‘./ r\t:” endy mother of Peter aged 15 years C\ OV
A Well at that stage it was, just you know, “Oh it’é just sticky ear”, another round of
Pf\') oW K amoxicillin, here we go again... and it just wavered constantly between him not
I\N‘M v being on amomlg on it. And T kept going back to my GP apd back.to my
/ GP and don’t forget every time he’s sick in school they won’t have him in school for
two days,... so then he couldn’t go into school and then | 0 be at home, and [
was at home anyway at that time so it wasn’t a problem, butany notion I had of
wanting to go back to work or into education .. { had}o constantly get canned because
I knew... that we wouldn’t go a week without him being off school for one or two
days. Because as soon as he’s sick in school they don’t want him in, they keep going,
“Keep him home.” And I'm saying he’s not being sick because he has a bug, he’s
< being sick because of his ears....
W 0\,3 C: Yeah ML o/UW\d
fﬁeb M)D ﬂy W: And they’re like. “Fine, but he’s sic]:ﬁo he cdn’t come in.” ..... So we had that

X JT} 03 whole roundabout.. and this went on and on and on until eventually he got to aged 5... J;(
{e ) and T finally said to my GP, “Look this has gone on so long now. This needs to be '
. dealt with.” And I"d been asking all the time if she’d refer on because we had private
%\13 \& health cover. could she reter on. And she said. “No, no. no.” Wouldn’t refer. @‘y &
oy Wouldn’t refer. “There’s no problem here. Youre over-reacting.” G)P /

g
Of

~ ;, Marian, mother of Poppy aged 7 years \(_;3;\‘

o W\ g

@ they always saw her as just being ill a lot, they saw us, my wider family saw my mum W

& and my dad .... It all becomes quite practical if they re looking after her, how mly g
/ g medicine do we need to give her, if she needs the inhaler, how do we do thaf? ).. f
9\ Erm.... Of course they were worried about her illness and an underlying cause, but ™

N X they don’t live with us. and we don’t see them all that often. When they do it’s all part O
§ § / of her’s Poppy and here’s her bag of medicine. Medicine defined what Poppy could —
% h do really. Orlin our head it did) we tried not to let it happen, but ‘Can we let her run
S 45 7 aroun the park?” “Yeah,veah'! ‘Will she throw up?” “If she looks like she’s going to (
g q S’\\ throw up...” “cos that was another thing, she was throwing up a lot through exercise. yf)\
> 3 Erm just because of all the congestion. From an early age she was throwing up with N \(;
g L. congestion. ... Erm the school actually. I had to go up to the school and tell them not | N Y
S to send her home after the 3" time because she wasn’t actually having a stomach X 8{\ /
\\2\ N upset, she was just congested whether it was in here, or in here or in here she hadto | y
Y get rid of it and err.. } ’ g(\ N v)g’v
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Appendix 7: An investigation into the social and educational effects of

ear

glue

An investigation into the social and
educational effects of glue ear

What is glue ear (otitis media)?

Slide 1

How does Glue Ear affect children?

In some children, the only sign of glue earis a change in behaviour.
This may inchide:

+ Becoming tired and frustrated

+ Preferring to play alone l J

+ Not responding when called

+ Falling behind at school T
+ Behavioural changes can often be mistaken for stubbormess or

rudeness. As aresult, many children with ghe ear are
misunderstood or labelled as "difficult."

Slide 2

My aim:

To assess the extent to which glue ear impacts social
development in boys.

Why “social development™

+ The medical treatment is well documented and
various strategies are in evidence.

* There is a longitudinal study at the University of
Pittsburgh looking at the educational effect of long

term glie ear.

» Few investigations and strategies are in place for
children with recurring ghie ear.

» Children’s social and educational development are
highest in the 3-8 year old age group.

Slide 3

Why boys?
* Glue ear appears to be more commen in boys than in girls

+ Boys have different play strategies, such as plaving in bigger
groups and involving physical play activities, such as ball games.

* The consequences could mean that thoseboyswhe suffer recurrent
bouts of glue ear with associated hearing loss may be more likely to
have impaired social development.

» Such boys could be more likely to experience bullying due to their
inability to hear and respond — particularly in play situations where
loss of directional hearing could have greater impact.

* Restricting the study to boys means reducing one confounding
wvariable of gender.

Slide 4

‘What I don’t know'haven’t decided.
+ The actual age group [ want to look at.
+ The type of glue ear.

+ How to eliminate potential confounding
varigbles regarding other factors which could
effect social development.

« All the ethical considerations.

» Recruitment of participants.

« Is there actually a question to be answered.

+ What is the best methodology —longitudinal,

correlation?

Slide 5
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Appendix 8: Participation record

Workshops/Courses
attended, with dates

Key learning points;
usefulness to
project/team/career
progression

Relevant skills
development;

Contacts,
sources for
follow-up

21-24 Feb 2011
Induction

Good understanding of the
PhD process and support
available. Felt that people

Clarity about PhD
requirements. Awareness
that it is a process very

David Watson
lan Livingstone
Meanu, Saneeya,

were approachable and different to other degrees. | Abide, Jackie,
supportive. Notes have been | Library research tools + Neil, Benny, Kim,
helpful as has the metalib, refworks Lucy, Becka
knowledge.
14-15 April 2011 Pitched at people with less Waste of time. Lingling Liu -
How to be an effective experience. Birmingham
researcher
5 May 2011 Major paradigm shift when Understanding of Helen Ure

Qualitative research:
An Introduction

heard about IPA. Focused
on the lived experience.
Guba & Lincoln. Denzin.
Silverman. Jonathan Smith

Qualitative paradigm
Introduced to IPA and the
awareness of focus on the
lived experience for the
individual

Jane Callaghan

11 June 2011
Saturday School

Library session =Metalib;
grey lit.

Getting published

Metalib; www.intute.ac.uk;
search suggestions
Slicing research;
publication in mind

Miggie Pickton

7 Oct. & 24 Nov 2011 Did give alternative methods | University of Wisconsin - | Rob Walker
Video-making in to photovoice. The idea of alternative to NVivO
Collaborative research visual ethnography, but not Issues of ethics,
right for my project. A lot of participants in videos,
information but not informed consent.
structured in the delivery. Action research tLewin.
10-11 November 2011 Good review of IPA process | Practical skills Pnina

Masterclass: IPA

Confirmed that this is the
right methodology for my
project

Able to check the link
between IPA and photovoice

development of analyzing
data.

SHIHUHQFH RI 3Q
the use of art.

Shinebourne
Vibeke Stubbings

10 December 2011
Saturday school
session

Writing & structuring thesis

Consider structure early

on; UN regs.; read theses;
writing always; audit;
Thematic approach; learn
IURP pPLVWDNHYV
theses.

Consider examiners.

9" January 2012

Abstract Training for journal
articles, conference
presentations and thesis

Word limits; Key words;
Sentence structure.

3-6 July 2012
ESEC

Research presentations

Range of visual
methods/Ethical issues

15" October 2012

Preparing for Transfer

Seminar, chapters, forms,
case for transfer

16™ October 2012

Introduction to Qual
Paradigms

Good review of qual
methods

21st-23rd November
2012

Photovoice Workshop

Ethics, images,
dissemination

28™ November 2012

Social Media Training
Session

Dissemination activities:
Research Gate

10™ March 2013

Discourse Analysis

Good intro

29™ March 2013

Introduction to research

Bit quick, need to do more
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bidding

work on this.

30" May 2013

Intro to IPA

Tried to get group started

8" July 2013 Loughborough ECER Dissemination Vs Impact Julia Lindley-
Research Presentation differences Baker
29" October 2013 Preparing for Viva Planning questions
16" November 2013 Lindsay Peer Talk Analysis of data
10" December 2013 Researching with children YPAG zinvolve young Ongoing
conference Nottingham people in design attendance at the
University group
Kirsty Widdowson
YPAG
22" January 2014 IPA London Group Really helpful feedback Continued bi-
Development of IPA themes monthly
attendance

11" February 2014

7 Secrets of a successful
researcher

Well developed seminar,
goal setting

8™ March 2014

Future Glue Ear research

YPAG Nottingham
Provided ideas for hearing
maps

27" March 2014

Analysing Secondary Data

Good tips for assessing
guant. papers

18" September 2014 Pluralism
University of Middlesex
25" September 2014 NVIVO Introduction

10™ October 2014

Jorsen Research seminar

25™ November 2014

MHPN CPD Event

Presentations/Seminars
given, with dates

Key learning points;
usefulness to
project/team/career
progression

Relevant skills
development;

Contacts, sources
for follow-up

School of Education
Birmingham 19"
November 2011

Poster Presentation:

Key note David James,
Cardiff xbarriers to applying
research (low risk culture)

Learned how to make a
poster; need handouts.
Good awareness for
RZQ ULPSDFWT

University of Northampton
School of Social Science
+Northampton 9™
January 2012

Listening to what the
children have to say

Timing, answering
questions

Sarah Armstrong-
Hallam

University of Northampton
+School of Education

SHVHDUFK 6WXGH

conference
3"/4™ May 2012

Which comes first the
research or the research
question?

University of Northampton
Graduate School *Poster
competition 16™ May 2012

effects xLiving with Otitis
Media (Glue Ear)

THPSRUDU\ GRHVQ{Q

Be more traditional

University of Northampton
Graduate School
Conference

28" June 2012

way that you ask it.
Investigating the lived
experience of Otitis Media
(Glue Ear)

SWIV QRW ZKDW \H

Language for non-
specialist audience Test
out AV aspects of
presentation

School of Education
Birmingham 1 December
2012

Listen to what the children
have to say An investigation
into the lived experience of
Otitis Media (Glue Ear)

Transfer Seminar and

The lived experience of Glue
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Viva 16" January 2013

Ear

University of Northampton
+School of Education

BHVHDUFK 6WXGH
conference

Workshop +Visual methods

Cambridge School of From researched on, to Megan Warburg
Education Research researching with:
Students' conference - investigating Otitis
Cambridge 30" May 2013 | Media/Glue Ear
Trinity College/ University | Contributed to the round Patricia McCarthy
of Northampton table on The researcher as
Symposium *School of insider
Education Trinity College
Dublin 6 June 2013
IATSE Dublin 7™ June Otitis Media/Glue Ear +a Kate Carr-
2013 common problem Fanning
POWS 10™11™ July 2013 | Mothers and Professionals: Edna Kurdi
Windsor A phenomenological study
of living with a child with
intermittent hearing loss
QMiP 4™-6™ September Glue that sticks and Practice as a group. Zoe Boden
2013 Huddersfield separates - Symposium Present work to Nollaig Frost
professionals
ECER 10-13" September | Listen to what the children Vicky Coppock
2013 Istanbul have to say -RKQ ,T$QVH

Pam Woollard

Bishop Grosseteste
Lincoln - Seminar

Glue Ear in the classroom
Trainees in SEN

Graduate School 20"
November 2013

Images of research

Early Years Seminar
31% October 2013
Jeanne Barczewska

Glue Ear in the early years

Early Years Seminar
5" December 2013
Helen Trory

Glue Ear in the classroom

Health & Social Care
Students Caroline
Chisholm 16" December
2013 Sarah Smith

Seminar +Glue Ear in
Young Children

DECP BPS Oxford 9™-10™
January 2014

Intermittent Impact +
Summary of the research on
educational and
developmental implications
of Glue Ear/Otitis
Media(OM)

Dissemination of impact

of Glue Ear. Well

received by Ed Psychs.

Charli Franklin
(IPA London
Group)

&KLOGUHQTV 1XL
seminar 13" January
2014 Gail Reoch

*OXH (DU DQG &KL
Nurses

IPA London Group 22™
January 2014

Development of IPA themes

Really helpful feedback

MPHN 20" February 2014

| keep on knocking but
WKHUHTVY QR RQH
ORWKHUTYV SHUVSH
living with Glue Ear

Joined committee

Bishop Grosseteste Undergraduate Psychology Olivia Sagen
Lincoln £Seminar Students Glue Ear and Brain

7" March 2014 Plasticity

ESPO 1%-3 June 2014 The lived experience of Glue | European ENT Arlene Smyth

Ear *voices of mothers and

Paediatric consultants +

Turner Syndrome
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young people spreading PPI

Trinity College/ University | Contributed to Round Table

of Northampton

Renewed contact
with Kate Carr-

Symposium 26" June Fanning
2014 Northampton
University of Northampton | Workshop *Dissemination Nollaig Frost

+School of Education
5HVHDUFK 6WXGH

conference
27-28 June 2014

and Impact

Pam Woollard

CAMHS Northampton 2-4 IHYHU OLQG , FDC(

July 2014 the stress of living with Glue
(DU $ \RXQJ SHUYV,
perspective
Diversity in Organizations, | Living with Glue Ear: Anthony Hogan
Communities & Nations - Researching the educational
Vienna 9-11 July 2014 needs from a mother-child
perspective
ECER +Oporto 2-5 Paper 1. Glue Ear: Same Situation - different view: A Beryl Wintrip

September 2014

mother and child's

interpretation of school adjustments for a young person
with chronic Glue Ear

Paper 2. With Valentina Grion: The Past, the Present
and Future of Educational Research in Europe

School of Education
Research Seminar
6" October 2014

Seminar - The Lived
Experience of Chronic Otitis
Media (Glue Ear) for young
people and their parents

Turner Syndrome

Conference 11" October

2014

Workshop +Glue Ear
Awareness for parents

Other learning

Key learning points; usefulness | Relevant skills

Contacts, sources

activities to project/team/career development; for follow-up
progression

SCOG committee Organising the School of Liaising with Key Note

member (GXFDWLRQ 5HVHDU)| speakers; scheduling

2011-2014 conference speakers

SERT student rep Understanding the research

2012-2013 bidding process

SEBRDB student rep Representing student issues on | Negotiating with Senior

2012-2014 the academic PhD process academics

MHPN committee Liaising with members in other

member 2014 universities

PhD Support Support given and received Support network

Meetings July 2011 with other students

SCRIP Psychology research and Developed thinking

July 2012-Present reading group. Regular about philosophical
attendance. issues; critiquing work

Psychology Seminars | Developed knowledge of wider

September 2012 field

School of Education Learning about research in the | Developed collaborative

Research Seminars school working, networking

September 2012

Book Review

Understanding of academic writing and publishing process
Capewell, C. (2012) Book Review: Advances in health
psychology critical approaches. Horrocks and Johnson
(Eds.), Feminism & Psychology 23, 4, 572-573

Rose Capdevilla

Voluntary Research
assistant

Collect UK secondary comprehensive school data: What is
D WJRRGY VFKRRO $ FRPSDUDWLYH V

France, Italy and UK. Presented at ECER, Porto and

Valentina Grion
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collaborative article planned.

Research Assistant

Evaluation Project: Effectiveness of Critical Study Skills on- | Ming Nie
line MOOC.

Book Review

Capewell, C. (2014) Book Review: Researching with Pauline Prevett
children theory and practice. 215 HLOO\ 0 5RQ]H
Dora, N. Jorsen (In Press)

Journal Article

Capewell, C. and Ralph, S. (Under review) Common Ground Publishing
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Appendix 9: University of Northampton conference presentation

THE UNIVERSITY OF

NORTHAMPTON

PRJY e unvensry o
NORTHAMPTON

E=leat e
%
Carmel Capewell carmel.capewell@northampton.ac.uk .
Slide 1
Slide 2
e unnveRsITY OF PRJY e umvensiry o
NORTHAMPTON 2 NORTHAMPTON

Kerlinger (1970) Research is:

« Systematic and Controlled

* Empirical - based on evidence
» Self-correcting

Slide 3

~ wwo Blanchette * www ClipantOf com/30560

Slide 4

r THE UNIVERSITY OF
NORTHAMPTON

> -

g P 3 __—
= AR

/

Slide 5

r THE UNIVERSITY OF
NORTHAMPTON

Slide 6

THE UNIVERSITY OF

NORTHAMPTON

Slide 7

r THE UNIVERSITY OF
NORTHAMPTON
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qualitative research. In N. K. Denzin & Y. 5. Lincoln (Eds.),
Handbook of qualitative research (pp. 105-117). London: Sage.
Kerlinger, F.N. (1970) Foundations of Behavioral Research New
York Holt, Rinehart & winston
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London
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and Behavior vol. 24no. 3 369-387

Slide 8
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A new summary should be completed before each supervisory meeting, and at
regular intervals throughout the period of your research project.

¥% You should summarise information from your reflective research diary,
training records, exchanges with academic colleagues and other relevant
sources

¥ Identify key achievements, skills developments, needs, and impact on Plan of
Work for next stage.

Describe your progress over this review period
a) with your research project

Completed further reading, identified University of Nottingham have
undertaken research, mainly aimed at parental advice. Critiqued paper connected
with it.

b) In you own personal and academic skill development

Research skills ~ +working through the Cohen and Manion Research methods
book.
Attended 2 day course on How to be an effective researcher.
Completed 1 ¥ critique.
Slowly making progress with Refworks and Metalib.
Have used reflective techniques.
Attending Quantitative workshop on 5 " May.

To what extent have you achieved your objectives?

Moving slowly at this point.
Still need to clarify role of supervisors.
Recognising that PhD is a process.
1HHG WR GHYHO Ph&tfpie. ORJY H

Did you encounter any problems or barriers?

Time is an issue at this time of year.

Frustration at not being able to get/take books out but now understand the
system.

5HDOLVHG WKDW , ZDVQYW VXUH RI WKH SODQ WKH VXSHU

Have you identified any additional needs?
What changes will you make to your skill development plan?

'"HYHORS uDFDGHPLFY ODQJXDJH
How to find out about conferences.

Do you need to modify your Plan of Work for the next stage?
Identify key points here:

Have set new agenda to clarify supervisor roles.
Want to start putting timescales into moving towards registration.
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Appendix 11: Critical Appraisal Skills Programme

T (L. Prawale of @f\/\;&-)j IZL,,-u/oj'D i i rjnjo(@ja (20 (%) 32(»—33:7
“ Emd OP ij—ﬂ | T\\}a"r\ ,36\&013(6 56 o~ & Q v.pL "-ﬁuéA (u(’m«

i4sbe soj L‘*\) Te- la’f} €. Ha stoj/“ Mehpat , Dusec. 'I.‘/“"

ot af

Critical Appraisal Skills Programme (CASP)
making sense of evidence

10 questions to help you make sense of
qualitative research

This assessment tool has been developed for those unfamiliar with qualitative
research and its theoretical perspectives. This tool presents a number of
questions that deal very broadly with some of the principles or assumptions
that characterise qualitative research. It is not a definitive guide and
extensive further reading is recommended.

How to use this appraisal tool

Three broad issues need to be considered when appraising the report of

qualitative research:

o Rigour: has a thorough and appropriate approach been applied to

o key research methods in the study?

o Credibility: are the findings well presented and meaningful?

e Relevance: how useful are the findings to you and your
organisation?

The 10 questions on the following pages are designed to help you think about

these issues systematically.

The first two questions are screening questions and can be answered quickly.
If the answer to both is “yes”, it is worth proceeding with the remaining
questions.

A number of italicised prompts are given after each question. These are
designed to remind you why the question is important. Record your reasons
for your answers in the spaces provided.

The 10 questions have been developed by the national CASP collaboration for
qualitative methodologies.

© Public Health Resource Unit, England (2006), All rights reserved.

No part of this publication may be reproduced, stored in a retrieval system. or
transmitted in any form or by any means, electronic, mechanical, photocopying.
recording or otherwise without the prior written permission of the Public Health
Resource Unit. If permission is given, then copies must include this statement
together with the words “© Public Health Resource Unit, England 2006". However,
NHS organisations may reproduce or use the publication for non-commercial
educational purposes provided the source is acknowledged.
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Screening Questions

1. Was there a clear statement of the aimw} f.ﬁu- JZS,Q* s j{ ™ thtl;la;s O W,e
| oL pe b

of the research?
Consider:

Vi

7, 5
C

— what the goal of the research was /Y i % s b

E'{Ye

Duibs

edﬂ\ w2l e r*?a.rJ Q.,CL

- whyitisimportant  — VY N o o e sno (SLJ\QN(\ S QDJ(J\\;—( empescer ©

\\ _its relevance
A

lL» m—m}\’mb oﬁmaym

2. Is a qualitative methodology appropriate?

Consider:

— if the research seeks to interpret or illuminate
the actions and/or subjective experiences of
research participants T

/.
Mes

° 326 O No il
\//S\.« A ad O.SSJSS'N,J up oS Of
ba..mfa"Lv»g A (J.e_gl,.‘J\f\\, r:a.j\ r-\f‘-

Is it worth continuing?

Detailed questions
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Appropriate research design

3. Was the research design appropriate to

address the aims of the research?
Consider:

— if the researcher has justified the research
design (e.g. have they discussed how they
decided which methods to use?)

Write comments here
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Sampling

4. Was the recruitment strategy appropriate

to the aims of the research?
Consider:

— if the researcher has explained how the
participants were selected

- if they explained why the participants they
selected were the most appropriate to provide
access to the type of knowledge sought by the
study

if there are any discussions around recruitment
(e.g. why some people chose not to take part)
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Appendix 12: Comments on Glue Ear from the BA (Hons) Early Childhood Studies

The role of the Senco,Inclusion/SEN,Influence of the Media,Glue E ar have challenged me to
became a good practitioner by working and treating everyone equally and have informed
me about other diseases or illness that can affect the children or adult alike and how to

respect others no matter their disability or person.

I would like to know more about glue ear and its implication and the role of the Senco.
Due to the wide range of different topics we have covered, each lecture has been really
interesting. They have ranged from Gypsy Travellers to Glue ear has m eant that we hav e
gained so much knowledge that can benefit our future practice in so many differe nt ways.
The quest speakers that came in were all really enthusiastic and | personally fou nd it
extremely beneficial having input from someone with first-hand experien ce and in some

situations still practicing in that particular field.
Glue Ear was something | knew a little bit about due to the fact we had briefly covered i tin
first year, however | found that the guest speaker made the topic really interesti ng. | was

quite surprised how much | enjoyed that theme as it was never | topic | had looked into

Over the module, there have been a few areas which have been challenging an d have
required further reading to aid understanding and reinforcement of knowl edge from the
sessions in lectures. The first topic would be Otitis Media/ Glue Ear (Capewe I, 2013),

because it was a new concept that | had not heard of before and was not aware existed, but
after the session, | found that it is a common condition in many children

There was also a lecture on glue ear. This was interesting as an activity carried o ut was too
look at teaching strategies and the layout of classrooms. This is something wh ich will be
taken into future practice.

The topic of glue ear (Carmel, 2014) was an ear condition | had not heard of befor e. The
activity of sitting back to back with a partner and listening to what your partner is saying
with fingers in your ear was an effective way of demonstrating how you would hear if you
had glue ear. This experience influenced the suggestions | made when asked how a ¢ hild
with glue ear would cope in different classroom settings. This will i nfluence my future
practice because if a child does suffer from glue ear | will know what measures to put in
place to enable the child to feel involved in their learning. The measures wi Il include talking

IDFLQJ WKH FKLOG DQG PDNLQJ VXUH WKH FKLOG FDQDY HHMWRK®LW RIDIE

As this module is so broad and looks at children in society as a big picture it is ine vitabl e
there will be topics that not everyone enjoys. For me Glue ear was one of th ese. This topic
is largely health related and looked into the reasons why children e xperience glue ear. The
health aspect does not interest me and | believe this is why | did not enjoy this to pic.
However | do now understand how serious glue ear is and they amount of child ren it
affects. The NHS (N.D) suggests that one in five children will experience glue ear in some
form. This can be severe or minor. Having this knowledge will help in future pr actice if a
child is not responding when being called this could be one suggestion to the ir parents to

have their ears checked.

| found the topic on glue ear insightful, prior to the lecture | had ver y little awareness of

glue ear, but have learnt how common it is. It is estimated that one in five chil dren aged
two will be affected by glue ear, and about eight in ten children will have experi enced glue
ear before their tenth birthday (NHS, 2013). | learnt of the implications that are caused by
glue ear, including tiredness, irritability, and falling behind in class, and an activity where

we had to put our fingers in our ears, turn our backs to a partner whilst the y talked really
put into perspective how difficult it is to hear with glue ear. | was also given time t o think of
teaching strategies and room layouts that could support a child with gl ue ear. | am glad to
have studied this topic, as previously | did not know how common this condition is, or of its
implications. When in practice | will be sure to support those with glue ear , and raise

awareness in fellow colleagues.
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7KH LPSDFW RI p*OXH (DUY RQ FKLOGUHQTV OHDUMIMWHUFWEB AQINH® C
lecture. During my Year 2 placement experience | could put theory into practice and
recognise the potential signs of glue ear.

| found the glue ear lecture interesting as | had heard a little about the cond ition before and
| learnt about the symptoms for it and solutions for it. | prepared for this session by looking
back at other lecture notes on what Glue Ear. The key themes in the lecture we re that it is

YHU\ FRPPRQ LQ HDUO\ FKLOGKRRG DQG WKDW pWKH DWU HIJ RP WRB MK
cochlea, the middle ear, instead of being filled with air, becomes filled with liquid, which

UHGXFHV WKH WUDQVPLVVLRQ RI VRXQG ZDYHV WR WKH DXGRWVRU\ QF
understand that many children get the condition by the age of ten and that it is more likely

to be diagnosed in boys.
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