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Abstract

This thesis presents an exploration of outcomes for pupils and ex-pupils of a
residential special school for severe and complex developmental speech and language
difficulties (SLD), and the views and experiences of their families and the education staff
who work with them.

The thesis is divided into three parts. Part one presents a study that recruited
seventeen ex-pupils of the school and three of their nonlanguage impaired siblings to map the
stability of their language, literacy and nonverbal abilities over the life span. Only three ex-
pupils resolved their language difficulties. In the others there was evidence for a relationship
between severity and pervasiveness of SLD. Literacy difficulties were the most persistent
type of difficulty in adulthood. Four ex-pupils also experienced a drop in nonverbal ability
with age. The siblings outperformed the ex-pupils on psychometric testing.

Part two presents two studies of the psychosocial outcomes and life experiences of the
ex-pupil and sibling cohort described in part one. The first study used semi-structured
interviews to document their psychosocial outcomes which were wide ranging. Academic and
employment outcomes were more strongly related to persisting levels of SLD than
friendships and relationships. Independent living proved to be an area of difficulty and issues
with financial management were the biggest barrier to this.

The second study documented the life experiences of the parents of 8 ex-pupils of the
school and the three siblings. Raising a child with SLD proved to be challenging on three
levels: children’s care was demanding; families needed to fight for access to support, and
limited knowledge of SLD in the public domain. Part two also found a strong preference for
special schooling over mainstream education; support outside the school environment often
had negative experiences attached to it.

Part three presents a prospective study of post-16 pupils before leaving full time
education. It reports the views, experiences and expectations of fifteen pupils attending the
school’s further education (FE) department, five of these pupils’ parents and eight learning
support assistants (LSA). Leaving FE was associated with challenges for the future, such as
gaining employment. A clear demand for ongoing support for adults with persisting SLD at

post-16 and beyond was also found.
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Chapter 1- Terminology and Structure for this Thesis

1.1 The Aims of this Thesis

This thesis explores the outcomes of ex-pupils of a residential special school for
developmental speech and language difficulties (SLD) in adulthood, examined the views and
experiences of their families and conducted a prospective study of younger post-16 pupils
with the same educational needs. This was with the view to seeing what could be learnt about
the persisting nature of SLD over the lifespan, the impact these have on the lives of the
individuals who experience them and their families, and the role of support services.

The aims of this thesis are:

e To examine the nature of language, literacy and nonverbal difficulties over the

lifespan for individuals with severe and complex developmental SLD.

¢ To identify the psychosocial outcomes for adults with persistent
developmental SLD and examine the relationship between psychosocial

outcomes and levels of persisting difficulty.

o To examine the experiences of families to adults with life long histories of

persisting developmental SLD to see what can be learned.

e To examine experiences and hopes for the future of pupils attending a post-16

provision at a residential special school for individuals with persisting SLD.
The research questions for this thesis are therefore as follows:

e How stable are SLD, literacy difficulties and nonverbal abilities in individuals

with severe, complex and persisting developmental SLD over time?

e What challenges to achieving positive psychosocial outcomes are faced by

adults with persisting, severe and complex developmental SLD?

e How important is access to specific support for individuals with lifelong

speech and language difficulties?
e What are the challenges for families to children with SLD?

Chapter 1 will now introduce the background to this project, define the terminology and

outline the structure of this thesis.

12



University of Sheffield Lydia Ansorge
1.2 Speech and Language Difficulties in Childhood

1.2.1 What are Speech and Language Difficulties?

The term SLD covers a broad range of difficulties. These can be developmental and
interfere with language acquisition in childhood or can be acquired and occur in individuals
who previously had no SLD as a result of neurological damage. This project is concerned
with the long term effects of severe and persistent developmental SLD. A speech difficulty
can be caused by physiological or structural abnormalities (e.g. cleft lip and palate), or
neurological impairments (as in cerebral palsy) (Clegg, 2007a). In many cases however, there
is no apparent cause for developmental speech difficulties. These children may have
difficulty differentiating similar sounding words, storing words clearly and producing words
in speech (Stackhouse and Wells, 1997).

A language difficulty can have a number of actiological causes: hearing impairments;
general learning difficulties, or specific learning disabilities. A child with a language
difficulty can experience difficulties developing vocabulary, syntax, and pragmatics in
varying combinations and to different degrees. Language difficulties are also associated with
receptive and/or expressive language impairments. Receptive language difficulties are when a
child’s comprehension of language is impaired while expressive language difficulties impair
a child’s spoken language. Speech difficulties and language difficulties typically oceur
together but can also happen in isolation from each other (Clegg, 2007a).

It is difficult to estimate the exact prevalence rates of childhood SLD, however Law,
Boyle, Harris, Harkness and Nye, (2000) estimated it could be as high as 24.6 percent of
children putting it amongst one of the most common childhood disorders. Beitchman, Nair,
Clegg and Patel (1986) also estimated communication disorders to effect 19% of 5 year old
children in the Ottawa-Carleton region of Canada; with a proportion of 6.4% experiencing
speech disorders and 12.6% experiencing language disorders.

SLD can persist into later childhood. Bishop and Edmundson (1987) followed the
progress of 87 children with SLI between ages 4;0 to 5;6. Nineteen of the cohort turned out to
have general delay despite the authors’ efforts to exclude children with intellectual
difficulties. At follow-up 38 of the 68 children with SLD and 17 of the 19 children with
general learning difficulties presented with persistent SLD. These children were still falling
behind their nonlanguage impaired peers by 5;6. Beitchman and colleagues followed the

progress of 124 children with SLD from ages 5 through to 12;5. They reported that 72% of
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the children with language difficulties only and 81% of those with both speech and language
difficulties still presented with difficulties at the end of the study period. In addition, they
reported that individuals with both receptive and expressive language difficulties were more
likely to experience persisting difficulties than those with only one type of language difficulty
(Beitchman, et al., 1986; Beitchman, Wilson, Brownlie, Walters and Lancee, 1996). More
recently Glogowska, Roulstone, Peters and Enderby (2006) followed-up 196 children who
had all been referred to speech and language therapy (SLT) due to concerns about their
speech and language development before age 3;6 years. They reported that only 27%
continued to have SLD at age 7-10 years of age. These levels of persistent SLD were lower
than in previous studies and this was likely to have been because this study saw a broader

spectrum of SLD and therefore these children were experiencing less severe difficulties

overall.

1.2.2 'What is Specific Language Impairment?

Specific Language Impairment (SLI) is a specific type of developmental SLD that
occurs when a child experiences unexpected difficulties with language development in the
absence of any identifiable causes (Leonard, 1998). Traditionally SLI has been identified
using exclusion criteria or as a language disorder that occurs without an identified origin,
such as general learning difficulties; autism; neuromotor impairment, or hearing loss (Stark
and Tallal, 1981).

Alternatively, different methods of identifying SLI according to explicit criteria have
also been proposed. One definition of SLI is based on the presence of a discrepancy between
verbal and nonverbal ability. Here a child’s language ability falls below what would be
expected in comparison to their nonverbal abilities, or present with significantly poor
language skills in the absence of nonverbal difficulties (Aram, Morris and Hall, 1993). This
would be measured using specific standardised language assessments and cases of SLI would
present with language skills in the lower ability range of the normal distribution but show no
such difficulties on tests of nonverbal ability. However, this method is limited as the cut off
criteria that identifies SLI can be drawn at different places; e.g. a verbal score of less than 1
S.D. or less than 1.5 S.D. below the mean. There will inevitably be a group of children who
are boarder line and subsequently have SLI according to one set of criteria but are typically

developing according to another. This method also has the limitation of not being able to
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provide more specific details of the children’s difficulty; for example with the child has
expressive or receptive language difficulties (Rice 2000).

A third method has aimed to identify SLI according to diagnostic markers; this is also
based on performance on language assessments. For example, Conti-Ramsden and Hesketh
(2003) outline that children with SLI may perform below their chronological age on language
measures and therefore display a profile similar to a younger typically developing child. This
motivated the authors to aim to identify specific areas of ‘abnormal’ development to
distinguish children with SLI (or disordered development) from those with delayed language
development. They proposed that nonword repetition may be a marker for SLI; however it is
unclear whether this was a symptom or a cause of SLI and furthermore nonword repetition
difficulties can be present in other clinical groups and are not exclusive to SLI, for example
dyslexia.

A fourth methodology has attempted to identify SLI according to distinct SLI-
subgroups defined by specific patterns of difficulty. Rapin and Allen (1987) measured the
phonological, syntactic, semantic and pragmatic skills in spontaneous language during play in
preschool children with SLI. From this they were able to identify six distinct subgroups of
SLI: verbal auditory agnosia; verbal dyspraxia; phonological programming deficit syndrome;
phonological-syntactic deficit syndrome; lexical-syntactic deficit syndrome, and semantic-
pragmatic deficit syndrome. In an attempt to replicate this, Conti-Ramsden, Crutchley and
Botting, (1997) assessed 242 children with SLI at age 7 years on a range of psychometric
assessments that measured receptive language, expressive language, syntax, vocabulary,
phonology, syntax, reading, numerical ability and nonverbal ability. They identified 6
discrete subgroups of SLI similar but not identical to those identified by Rapin and Allen
(1987). These studies showed it was possible to divide cases of SLI into distinct subgroups.
This methodology has the advantage, over the discrepancy or exclusion criteria methods as it
also provides specific details of each case.

As with other types of SLD, SLI is also likely to persist into later childhood (Conti-
Ramsden, Botting, Simkin and Knox, 2001). Tomblin, Buckwalter, Zhang, Smith and
O’Brien (2003) followed-up 180 children with SLI from kindergarten until age 9 years. They
reported that 60% of these children continued to show language impairments at follow-up

and concluded that early childhood difficulties were likely to persist throughout the primary
school years.
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The prevalence rates of SLI are lower than for SLD. Law et al. (2000) estimated SLI
affected 3-7% of children in the general population. Tomblin, Records, Buckwalter, Zhang,
Smith and O’Brian, (1997) carried out a large population based study in America and
estimated a slightly higher prevalence level of 7.4% of children. The disagreement on how to
measure SLI means the prevalence rates are difficult to measure as they will inevitably be
influenced by the different criteria by which SLI can be defined.

In this thesis the terms SLD and SLI will both refer to developmental SLD and may
be used interchangeably in the literature view chapters. This will be dependent on the

terminologies used in the literature cited.

1.2.3 Issues Surrounding Co-morbidity and the Changing Nature of Speech and
Language Difficulties with Age

Co-morbid difficulties and the changing nature of SLD longitudinally both further
complicate the formal identification of cases of SLD. Firstly, different types of SLD do not
necessarily occur as distinct disorders. For example, a single individual could have a
combination of articulation, expressive, receptive or nonverbal difficulties. In these cases it is
difficult to identify an individual’s difficulties according to one specific label. Secondly, SLD
can change in the way they manifest themselves as the individual ages. Longitudinal studies
have presented cases where SLD manifest themselves differently at different points during an
individual’s life.

Bartak, Rutter and Cox (1977) presented evidence for co-morbidity when they
reported on a small group of 5 boys (aged 4;6 to 9;11 years) who displayed the symptoms of
both autism and developmental language disorders (DLD) but could not be unequivocally
classified as fitting all the criteria for either specifically. Further evidence for this subgroup of
children originates from studies by Conti-Ramsden et al. (1997) and Rapin and Allen (1987)
(previously described in 1.2.2). Both studies reported a subgroup of children that presented
with mild receptive language difficulties and unusual social behaviours; such as interpreting
things in a very literal sense. These children experienced difficulties with the social use of
language and are often not recognised as having language impairments as they tend to
perform well on most language assessments with the exception of narrative.

A second set of studies have highlighted how SLD can change in how they affect the

lives of those who have them as time progresses. Conti-Ramsden et al. (2001) revisited a
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cohort originally identified as having SLI at 7 years (Conti-Ramsden and Botting, 1997),
when they were 11 years to see if they still met the criteria for SLI. However, they identified
a new small group of children who had the symptoms of mild to severe autism and pragmatic
language impairments that had not been identified in the original study. Moreover their new
profiles no longer fitted the exclusion criteria employed by the original study and therefore
these cases would not have been recruited. Similar findings were reported by Cantwell,
Baker, Rutter and Mawhood (1989) who followed up the cohort identified by Bartak, Rutter,
and Cox (1975) aged between 6,6 and 11;6. They reported that 9 boys originally diagnosed
with DLD were now showing more features of autism.

Michelotti, Charman, Slonims and Baird (2002) examined both of these issues further
in a study that aimed to identify how co-morbid profiles change longitudinally. They
identified 18 children (mean age 4;4) who displayed features of autism and SLI but did not
meet the criteria for either uniquely. It was predicted that with time the children would show
a shift in their profiles and begin to display the difficulties of only one disorder. The children
were then followed-up aged 8;7 years. Some had started to show more of the features of SLI
more predominantly and others were showing the features of autism more predominantly.
However, difficulties associated with the less prominent disorder still remained and these
children still did not fit the criteria of one disorder exclusively. In a similar study, Miniscalco,
Nygren, Hagberg, Kadesjs and Gillberg (2006) reported high rates of ASD and attention
deficit hyperactivity disorder (ADHD) in children originally diagnosed with SLI by age 7.

It is now formally recognised that there is a small subgroup of children who display
some symptoms of both language disorder and autistic spectrum disorder (ASD) but cannot
unequivocally be classified as having either (Clegg 2007a). Bishop (2000) proposed that this
subgroup of children present with a different type of language disorder that is an intermediate
case between ASD and SLI. This disorder is known as pragmatic language impairment
(Bishop, 2000) or semantic pragmatic disorder (Conti-Ramsden et al., 1997).

These studies demonstrate the complexity of the classification of developmental
disorders and different developmental disorders are not as discrete as once believed. Some
individuals may fit multiple diagnostic labels at any given time, while others may not quite
meet the criteria for any diagnostic labels. In addition, some individuals may show a shift

their diagnostic label as they age.
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1.2.4 Literacy Difficulties in Children with Speech and Language Difficulties

Children with SLD are also highly likely to experience difficulties with literacy
acquisition (Bishop and Adams, 1990; Glogowska et al., 2006; Silva et al., 1987). Catts
(1993) documented the progress of 56 children with a variety of SLD from kindergarten until
the 2" grade (4-8 years of age). He reported a relationship between SLD and reading
disabilities and that about 50% of the children with SLD fell behind their chronological age
for reading. Further analysis revealed that expressive and receptive language ability was
related to reading development but that articulation was not. Conversely, Bird, Bishop and
Freeman (1995) reported children with severe expressive phonological impairments were at
risk of literacy difficulties when they start school. They argued this difference was likely to
have been caused by the children in their study having more severe articulation difficulties
than those seen by Catt (1993). They also noted that children with articulation difficulties
experienced less severe literacy difficulties than those with more complex SLD; Nathan,
Stackhouse, Goulandris and Snowling, (2004a) found similar findings in their study of
children aged between 4 and 7 years. Bird et al., (1995) concluded that expressive
phonological difficulties are likely to impair a child’s ability to learn how letters match to
sounds. Catts, Fey, Tomblin and Zhang (2002) also showed that children with early language
impairments are at risk of reading difficulties later on in childhood and children with
additional nonverbal difficulties experienced even greater difficulties learning to read.

Further evidence was reported by Leitio, Hogben and Fletcher (1997) who examined
literacy outcomes for children with specific speech difficulties in early childhood. They
recruited four groups of children aged 6: a language impaired group (n = 18), a speech
impaired group (n = 19), a speech and language impaired group (n = 17) and a typically
developing group (n = 20). The children were assessed on literacy and phonological
processing tasks. The children with mixed difficulties performed the poorest, followed by the
language group, then the speech group, and with the typically developing children displaying
the best performance overall. Further analysis revealed that children with atypical speech
development demonstrated poorer phonological awareness skills associated with poor literacy
outcomes. Children with delayed speech experienced fewer difficulties. Stackhouse and
Wells (1997) proposed that children with speech difficulties are at risk of experiencing
difficulties learning to spell when they begin literacy instruction. Stackhouse (2006) argued
that literacy difficulties, especially in spelling, are likely to occur when an individual has a

history of speech difficulties as both are the likely result of speech processing difficulties.
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Hence, when a child has difficulty articulating a word they may also have difficulty spelling
it correctly.

Bishop and Adams (1990) put forward the “critical age hypothesis’. This argued that
children who still have evident SLD by age 5;6 are at risk of developing literacy difficulties
when they begin literacy instruction at school. This was based on findings from a follow-up
study they carried out on a cohort of children with SLD originally seen by Bishop and
Edmundson (1987). The original study identified 3 groups of children:

¢ the resolved SLI group who presented with SLI at age 4;0 but appeared to
resolve their difficulties by 5;6

¢ the persistent-SLI group who also presented with SLI at age 4,0 but these

difficulties remained at 5;6

o the general delay group who were characterised by a nonverbal 1Q of 70 or

below.

They found that the children with persistent difficulties at age 5:6 were more likely to show
difficulties with literacy acquisition at age 8;5 (Bishop and Adams, 1990). Similar findings
were reported by Nathan et al. (2004a) and Nathan, Stackhouse, Goulandris and Snowling
(2004b). They assessed 2 groups of children, one with speech difficulties only and one with
SLD, 3 times between ages 4;6 and 6;9 and measured their literacy progress. They also found
that later literacy difficulties occurred in children whose SLD persisted beyond age 56,
however even children who appeared to have resolved their difficulties by age 5;6 were still

at risk of literacy difficulties, particularly with spelling.

1.2.5 Behavioural and Social Difficulties in Children with Speech and Language
Difficulties

a. Behavioural Difficulties in Children with Speech and Language Difficulties

Children with SLD are more likely to develop behavioural problems. Silva et al.,
(1987) reported that children with early language delay are at high risk of developing
behavioural problems into later childhood and early adolescence. Huaging Qi and Kiaser
(2004) compared the behaviour of 3-4 year old children with and without language delays.
They reported that children with language delays displayed more problem behaviours,
engaged in more physical aggression and exhibited poorer social skills than their typically
developing peers. Similar findings were also reported by Lindsey and Dockrell (2000).
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These behaviours can persist. Glogowska et al, (2006) reported that 7 and 10 year old
children with SLD also struggled with social relationships and Conti-Ramsden and Botting
(2004) found that 11 year old children with persistent SLI were also experiencing social
difficulties; some being at risk of social exclusion and victimisation from their typically
developing peers. Furthermore, Redmond and Rice (1998) suggested that young children
with SLI develop socially maladaptive behaviour as a result of deviant social experience

occurring as a result of their language and communication difficulties.

b. Social Difficulties in Children with Speech and Language Difficulties

Children with SLD or SLI are more likely to experience social difficulties than
typically-developing children. Van Agt et al. (2005) carried out a population based study in
the Netherlands that measured the QoL of 3 year old children according parental reports. The
prevalence of language delay in this cohort was 4%. Children with language delays were
more likely to experience poorer social interactions than typically-developing children and
were therefore at risk of ongoing difficulties with social-emotional development, behavioural
difficulties, and learning difficulties at school. Fujiki, Brinton, Issacson and Summer (2001)
found that children with language impairments spent significantly less time interacting with
peers than typically developing children. Snowling, Bishop, Stothard, Chipchase, and Kaplan,
(2006) examined the social outcomes for the Bishop and Edmondson (1987) cohort at 15
years of age. They reported that those with persistent SLI were at a higher risk of social
difficulties than those who resolved their difficulties, furthermore social difficulties were

worse among those with nonverbal IQ difficulties or comprehension difficulties.

1.2.6 The Relationship between Speech and Language Difficulties and Socio-Economic
Status

Although it is not a direct area of focus for this thesis, it is important to highlight the
relationship between socio-economic status (SES) and language development. SES can be
defined in a number of ways: level of parental education, parental occupation, family income,
poverty, or income to needs ratio (Ginsborg, 2006). There is a wealth of evidence suggesting
children from low-SES backgrounds are at risk of delayed language development and of
underachieving academically. For example, Arriaga, Fenson, Cronan and Pethick (1998)

reported that children under the age of 3 from low income families displayed significantly
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poorer performance on vocabulary production, combining words and in sentence complexity
than children from middle income families of the same age. Walker, Greenwood, Hart and
Carta (1994) found that children raised in lower SES environments may encounter relatively
fewer early language experiences than children raised in higher SES environments. They
argued this can inhibit the growth of early language development, intelligence and later
acquisition of reading and spelling, The potential consequence is that children from lower

SES backgrounds are at risk of greater SLD than those from higher SES.

1.3 Educating Children with Severe Communication Needs

1.3.1 Inclusive Education and Special Schooling

The goal of inclusive education is that children with special needs will be catered for
in mainstream schools or specialist units attached to mainstream schools. Inclusive education
is typically characterised by the provision of support to teachers and parents and providing
additional classroom assistants or speech and language therapy (SLT) for the children
(Dockrell, Lindsay, Letchford and Mackie, 2006). The alternative to inclusive education is
special schooling. Special schools cater specifically and exclusively for children with specific
special educational needs.

SLT can be provided in school through direct or indirect intervention; direct
intervention is when children receive support from the SLT in person while indirect
intervention involves teachers and parents acting on the advice or instruction of an SLT.
Direct intervention is more common in special schools and indirect intervention is more
common in mainstream schools. Dockrell et al. (2006) described that children with more
severe and complex speech and language needs are more likely to be educated in special
schools and received direct intervention. Children with milder SLD are more likely to be
educated in mainstream school and receive indirect intervention.

Recently, there has been a preference towards inclusive education for children with
SLD; this has been driven by the belief that the correct approach is to include rather than to
segregate (Lindsay, 2007). Furthermore, most children with SLD are currently supported in
mainstream school with specialist provision. There has also been a shift towards indirect
intervention with children with SLD. However if more children with severe and complex

speech and language needs start to be educated in mainstream school then this may need to be
re-evaluated (Dockrell et al., 2006).
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This has led to the debate surrounding a child’s right to be educated in mainstream
education and the right to receive the most appropriate educational placements for their
needs. Dockrell and Lindsay, (2008) interviewed and compared the views of education staff
and SLT services. Education staff emphasised inclusive education while SLT services
emphasised the need for specialist provision, highlighting a difference in opinion about what
is best for children with SLD. However, Lindsay (2007) evaluated the research evidence in
support of inclusive education and showed little evidence for its success despite its current
popularity. Subsequently, Dockrell and Lindsay (2008) found that inclusion is not simply
about location but process, as a child can still be excluded from the classroom in mainstream
school or from appropriate support in specialist education. In conclusion, it is the quality and
appropriateness of the provision that is more important than where the provision takes place
(Conti-Ramsden, Botting, Knox and Simkin 2002; Dockrell and Lindsay, 2008).

1.3.2  The School in the Present Project

This project followed-up ex-pupils of a residential special school for specific speech,
language and communication needs in the north of England run by the charity ICAN. The
school was originally opened in 1974 and at the present time caters for children aged 5-19
years with severe and complex communication difficulties whose needs cannot be met by the
mainstream school setting, It provides its pupils with education, SLT and care at a level to
suit their needs, aims to maximise their educational achievements, gain as much
independence as possible and ultimately prepare them for life in the adult world when they
leave. Pupils get referred to the school via their Local Education Authority (LEA) and it is
typically the LEA that funds placements at the school. In addition, the school also aims to
engage the parents of its pupils in active partnership to benefit the social, intellectual and
academic development of its pupils (The school’s prospectus, summer 2008).

The school has a large catchment area that spans across England, Scotland and Wales
due to the very specialist nature of the provision offered. It provides also residential care for
pupils who travel far from home to attend. The care setting aims to ensure the emotional and
physical well-being of its pupils as well as providing additional support with edﬁcation and
independence skills. Communication between the pupils, the families and the school is also
encouraged (The school prospectus, summer 2008). The pupils seen in this project either

attended the school as day pupils who did not board, weekly boarders who returned to school
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each Monday and returned home every Friday, and fortnightly boarders who spent alternate
weekends at school and home; the fortnightly boarding option was phased out during the data
collection period of this project. In addition, its broad catchment area also means it caters for
individuals from a range of SES backgrounds.

The school originally opened as primary school in 1974 and catered for children aged
5 to 10 only. The schools popularity and demand increased and in 1987 a secondary
department was also opened (Haynes and Naidoo, 1991). In September 2004 the school
opened a Further Education (FE) department to cater for pupils aged 16-19 wishing to
continue their education beyond the compulsory years. The FE department provides pupils
with access to a wide range of courses at a local college suitable to pupil’s ability levels and
interests. FE pupils ideally spend at least 50% of their time at college completing their
courses and the remaining time at the school’s FE department where they have continued

support with education, SLT and independent living skills for the future.

1.3.3 The Pupils who Attend the School

The school’s pupils are a heterogeneous cohort who present with a combination of
difficulties in the following domains: articulation, phonology, syntax, semantics, pragmatics
and literacy. In general they have better nonverbal than verbal skills, however some pupils
will also experience nonverbal difficulties in addition to their communication needs (Haynes
and Naidoo, 1991). The school does not typically accept children with global cognitive
impairments, significant hearing loss or psychiatric disorders.

The school has always aimed to support children with primary language problems that
prevent them from fulfilling their potential in mainstream school. However, the focus within
this area has changed with time, originally it focused more specifically towards speech
difficulties and other language and communication impairments. Now it caters for a broader
spectrum of difficulties that includes some difficulties on the autistic spectrum. The ex-pupils
seen in the project attended the school between 1974 when the school opened and 2007. All
had histories of severe and complex communication needs that met the criteria for admission

to the school and are from varied SES backgrounds.

23



University of Sheffield Lydia Ansorge

1.4 The Structure for the Remainder of this Thesis

This thesis will be presented in three parts follow-up by a general discussion that will
discuss the boarder findings across the three parts. Each part will address a different aspect of

the project.

1.4.1 Part1-Language, Literacy and Cognitive Outcomes (chapters 2 — 3)

Part 1 will be concerned with the nature of SLD over time according to psychometric
testing. It will measure the ex-pupils’ language, literacy and cognitive outcomes in adulthood,
map longitudinal trajectories for the ex-pupil’s language, literacy and cognitive abilities over
time using archive data and current psychometric assessment scores, and compare the ex-

pupils’ performance on psychometric testing to that of nonlangauge impaired siblings.

1.4.2 Part 2 — Psychosocial Outcomes and the Impact of SLD on Families (chapters 4 -
6) _
Qualitative interview data will be presented. This aimed to identify the ex-pupils
psychosocial outcomes in a series of life domains: education, independence, personal lives
- and perception of SLD and also examine the relationship between persistent SLD and
psychosocial outcome,
Interview data was also collected from some ex-pupil’s parents and siblings to gain a

family perspective on SLD, broader insight into the ex-pupils lives, and also to validate the

ex-pupils reports.

1.4.3 Part 3 - Experiences of Young Adult with Speech and Language Difficulties in
Further Education (chapters 7 and 8)

Part three aimed to examine the experiences the school’s further education (FE) pupils
before they make the transition into the adult world. The views of FE pupils, the parents of
the FE pupils and FE staff were collected and compared.
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Part 1

Language, Literacy and Cognitive Outcomes

Part 1 of this thesis concerns outcomes in adulthood and lifelong trajectories of
language ability, literacy and nonverbal ability in individuals with severe and persistent SLD.
It comprises 2 chapters. Chapter 2 reviews the literature on the nature of persisting SLD in
adolescents and outcomes in adulthood. Chapter 3 presents a follow-up study of ex-pupils
from a residential special school for pupils with SLD; this examined their language, literacy
and cognitive outcomes in adulthood.

This piece of research is divided into three small studies.

e Study 1 examined the ex-pupils language, literacy and cognitive outcomes in
adulthood.

e Study 2 combined archive data from childhood with the follow-up data
collected in study 1 to map longitudinal trajectories for language, literacy and
cognitive ability.

e Study 3 compared the ex-pupils’ performance on psychometric tests at follow-
up with their siblings at a case study level; who had no known history of SLD.

This was to control for genetics and family environment.
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Chapter 2 - Persisting Speech and Language
Difficulties in Later Life: A Literature Review

2.1 The Long-term Effects of Persisting Speech and Language
Difficulties

2.1.1 Speech and Language Difficulties in Adolescence

Follow-up studies have established that if early childhood SLD are not resolved by
around 5 years of age they are likely to persist in to adolescence. Aram, Ekelman and Nation
(1984), examined the long term effects of SLD into adolescents. They followed-up 20
individuals (aged 13;03-16;10, mean age 14;10) with previous childhood labels of language
disorder and reported that most individuals continued to present with language difficulties in
adolescence, as well as behavioural problems, social difficulties and poorer academic ability
than their peers. Similarly, Haynes and Naidoo (1991) studied a cohort of 118 ex-pupils who
attended the same school as that presented in this thesis during the time it was a primary
school only. At follow-up they were making the transition from compulsory education. They
entered the school with a range of SLD (e.g. articulation, phonology, syntax, semantics,
pragmatics and literacy (also see 1.3.3 for a further description of the pupils who attend the
school). At the time of the study, all individuals were still experiencing some level of
difficulty with language, though this was minor in some cases. Individuals with more
complex co-morbid difficulties effecting speech and language experienced poorer outcomes
on measures of language at follow-up than those with speech difficulties only.

Stothard, Snowling, Bishop, Chipchase, and Kaplan, (1998) followed-up a cohort of
15 year olds originally identified by Bishop and Edmundson (1987) when they were aged 4-
3;6 years (see 1.2.4). The original study had identified 3 groups of children:

® resolved-SLI who had resolved their difficulties by 5;6 years

 persistent-SLI who were experiencing persistent difficulties beyond 5;6 years
* general delay who were characterised by a nonverbal IQ of 70 or below

At 15 the resolved-SLI group were not significantly poorer than nonlanguage impaired
controls on language measures, although they performed slightly poorer on tests of

vocabulary, picture naming and reception of grammar, They did perform significantly less

26



University of Sheffield Lydia Ansorge
well on sentence repetition, nonword repetition and spoonerism tests however. The
persistent-SLI group performed significantly lower on tests of language compared to both
nonlanguage impaired controls and the resolved-SLI group. They were also indistinguishable
from the general delay group on tests of receptive and expressive vocabulary and language
comprehension. This suggests a risk of long standing language difficulties for individuals
who do not resolve their difficulties by 5;6 years.

Conti-Ramsden and Durkin (2008) followed-up 120 adolescents with SLI (aged 16
years) and compared théir psycholinguistic profiles to a 118 typically developing aged
matched controls. This cohort had originally been identified by Conti-Ramsden et al., (1997)
at age 7 and previously followed-up at age 11 (Conti-Ramsden et al., 2001). The SLI cohort
performed significantly poorer than the controls on measures of language suggesting
continuing difficulties, and 59 of the SLI were felt to still meet the criteria for SLI (e.g.
performance 1Q of 80 or more and receptive and/or expressive language score of 85 or less).
Of remaining member of the original SLI group 15 presented with language and nonverbal
skills in the normal range and 41 presented with both language and nonverbal difficulties.

Beitchman, Wilson, Brownlie, Walters, and Lancee (1996) followed up 215
adolescents aged 13 who were previously screened for speech and/or language impairments
(Beitchman, Nair, Clegg and Patel, 1986). This cohort was divided into cluster groups based

on their performance:

¢ high overall performance

e articulation difficulties only

e comprehension difficulties

e pervasive difficulties effecting articulation and comprehension

Participants were assessed on linguistic measures and it was found that individuals

experiencing the most pervasive SLD experienced the most persistent difficulties at follow-
up. The comprehension difficulties only subgroup also experienced substantial difficulties
though to a lesser extent than the pervasive language difficulties subgroup. Those with
articulation difficulties only experienced fewest difficulties and performed at a level similar
the high overall outcome subgroup. Rescorla (2005) followed up 28 children at 13 years of
age who had been identified as late talkers at 24-31 months. While these individuals have less

severe difficulties than those seen in Stothard et al., (1998) and Conti-Ramsden and Durkin

(2008), they still scored significantly lower than controls on measures of vocabulary,
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grammar, verbal memory and reading comprehension. The authors concluded that delayed
language development in early childhood was associated with a weakness in language-related
skills in adolescents.

In summary, there is strong evidence that suggests children who do not resolve their
SLD in early childhood are at high risk of experiencing further difficulties with language in
adolescence. These may present as obvioué or more subtle residual difficulties. Furthermore
those with more pervasive difficulties that effect comprehension risk greater persisting

difficulties than those with milder or articulation difficulties only.

2.1.2  Speech and Language Difficulties in Adulthood

The pattern of research findings for persistent SLD in adolescence have also be found
to extent further into adulthood. For example, Tomblin, Freese and Records (1992) followed-
up a group of adults (age range 17-25 years) with a history of SLI and compared them to age
matched controls. They reported that these adults still performed more poorly than controls
on language measures.

Studies by Clegg,.Hollis, Mawhood, and Rutter, (2005) and Mawhood, Howlin and
Rutter, (2000) also provide strong evidence for persisting SLD in adulthood. These studies
followed up the cohorts originally identified in childhood by Bartak et al. (1975) (previously
discussed in 1.2.3). These cohorts had childhood histories of DLD and Autism. Mawhood et
al., (2000) reassessed the language skills of both cohorts in their mid 20’s; they followed-up
20 participants of the DLD cohort (mean age 24;10) and 19 participants of the Autism cohort
(mean age 23;9). Both cohorts were found to be experiencing persisting difficulties; however
the overall language competence of the group with Autism was much poorer than the DLD
cohort. The Autism cohort also had poorer conversational skills, possibly because the Autism
cohort were less inclined than the DLD cohort to use their language socially and therefore
had less opportunity to develop their language abilities. Despite this, both groups still
experienced significant difficulties according to language measures. More recently, Clegg et
al., (2005) followed-up 17 of the DLD cohort in their mid-30’s (mean age 36;2) and
compared their performance to both sibling and a performance 1Q matched control groups.
The authors reported significantly impaired levels of language compared with controls again

suggesting that language difficulties can persist in to adulthood.
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Aboagye (2001) followed-up 4 ex-pupils (aged 33;2-44;1) of a residential special
school for SLD very similar to the one that participated in this thesis. Standardised
psychometric tests revealed that all four these adults experienced residual SLD greater than
would be expected relative to the general population. She also compared retrospective
archive data from each ex-pupil’s time at the school and compared this with the data
collected at follow-up in adulthood. This analysis was limited in terms on the quantity of
archive data available, however she was able to conclude that individuals with pervasive
difficulties effecting both expressive and receptive language are likely to continue to
experience the greatest level of difficulty in adulthood; this was similar to the previous
findings by Haynes and Naidoo (1991).

The findings by Beitchman, et al. (1996) that individuals with pervasive language
difficulties have poorer language outcomes than those with articulation difficulties, also
extend into adulthood. Johnson et al. (1999), followed-up the SLI cohorts from the
Beitchman and colleagues’ studies aged 18-20 years (Beitchman et al., 1986; Beitchman et
al., 1996) (previously described in 2.1.1). They found that the participants with pervasive and
comprehension difficulties still experienced more difficulties than those who initially
presented with articulation difficulties alone. In a similar study, Hall and Tomblin (1978)
followed up 36 participants with childhood language (n = 18, mean age 22) and articulation

(n=18, mean age 23) difficulties. Nine of the language impaired participants continued to
have communication difficulties as adults compared to only 1 of the articulation impaired
individuals.

Overall, it can be said that SLD that have persisted into adolescence are highly likely
to continue to persist in to adulthood. This is also the case for type of difficulty as again those

with the most severe and pervasive difficulties are highly to continue to have the most severe

and pervasive difficulties.

2.1.3  Literacy Difficulties in Later Life

Section 1.2.4 presented evidence that children with SLD are likely to experience
difficulties with literacy acquisition (Bird et al., 1995; Bishop and Adams 1990; Catts 1993),
particularly if these have not resolved by 5;6 (Bishop and Adams, 1990; Nathan et al., 2004).

In turn, literacy difficulties routed in childhood are likely to persist further into adolescence
and adulthood.
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Leitdo and Fletcher, (2004) followed-up 14 adolescents with histories of speech
difficulties aged 12-13 years. All these individuals were previously identified as having
difficulties with literacy and phonological awareness at ages 5-6 years. At follow-up these
individuals were still experiencing literacy difficulties, including difficulties with reading
accuracy, phonemic decoding, and spelling. Similar findings were reported by Stothard et al.,
(1998) and Snowling, Bishop and Stothard (2000). They assessed the literacy and
phonological skills of the cohort originally seen by Bishop and Edmundson (1987) at ages 4-
5;6 and reported that those with persistent SLI or general delays performed significantly
worse on tests of literacy and phonological skills than those who had resolved their SLI by
age 5;6. However, those who had resolved their SLI still performed significantly worse on
tests of literacy and phonological skills compared to controls. A recent study by Dockrell,
Lindsay and Connelly (2009) followed the writing skills of 58 individuals with histories of
SLI from ages 8 to 16 years. They reported that literacy development, especially writing, was
a specific area of difficulty for these individuals whose writing skills decreased with age
relative to population norms.

Like language impairments, literacy difficulties are also likely to persist into
adulthood. Felsenfeld, Broen and McGue (1992) reported reading difficulties in adults (aged
32-34 years) with histories of phonological disorders in childhood, and Clegg et al., (2005)
reported literacy difficulties also in their DLD cohort when followed-up in their mid 30’s.
The severity of the literacy difficulties in adulthood have also been shown to be related to
persisting SLD. Johnson et al. (1999) showed adults with both comprehension and expressive
language difficulties experience greater literacy difficulties rather compared to those with
articulation difficulties alone.

Overall there is strong evidence to suggest a relationship between SLD and
phonological awareness difficulties and subsequent literacy difficulties. Furthermore
individuals who appear to have resolved otherwise their SLD are still likely to experience

persisting literacy difficulties in later life, though to a lesser extent than those with persisting
SLD.
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2.1.4 Changes in Nonverbal IQ Over Time

The relationship between SLD and nonverbal IQ is not fully understood. In some
cases individuals with SLD can have lower nonverbal IQ abilities compared to typically
developing peers; this can occur in both children (Lundervold, Posserud, Sorensen and
Gilberg, 2008; Silva et al., 1987) and adults (Tomblin, Freese and Records, 1992). However,
it is not necessarily the case that all individuals with SLD will also have nonverbal
difficulties.

Cowan, Donlan, Newton and Lloyd (2005) compared the number skills of children
(age 7-9) with SLI (n = 60) with age matched typically developing controls and younger
typically developing children matched on language ability. They found children with SLI
performed below their typically developing peers on number skills suggesting that children
with SLI also risk difficulties with number. Viging, Price, Spinath, Bishop, Dale and Plomin
(2003) investigated the genetic and environmental origins of the comorbidity between
language and nonverbal impairments. They recruited twins (160 monzygotic (MZ) and 131
same sex-dizygotic (DZ) twin pairs) at 4 years of age to test how much language impairment
in one child predicted the nonverbal ability in their twin. Four-hundred and thirty-six of these
children were identified as language impaired, and it was found that language impaired
probands also suffered significant impairments in nonverbal ability. The study found
evidence that language problems in one twin predicted poor nonverbal ability in the co-twin
much more so for MZ twins than DZ twins. They argued this suggested a genetic factor that
includes both language and nonverbal difficulties. Both studies show strong evidence for a
link between language impairment and nonverbal ability; however some language
impairments still happen in the absence of nonverbal difficulties.

Longitudinal research suggests that individuals with SLD may be at risk of falling
nonverbal ability with age; in other words children with SLD that do not have nonverbal
difficulties may risk developing these with age. Conti-Ramsden et al., (2001) found that 50 of
177 11 year old children originally diagnosed with SLI at age 7 had nonverbal-IQs 2 SD
below the mean. This deficit had not been present when they were ori ginally assessed and by
definition should not have been present at all (Conti-Ramsden et al. 1997); this also raises
questions for the diagnostic criteria for SLI longitudinally (as previously discussed in 1.2.2-
3). Botting (2005) investigated falling nonverbal 1Q for this cohort between age 7 and 14. She

observed a mean drop of 23 IQ points over this time with nearly 75% of the cohort scoring at
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least 1 SD below the mean at 14 years of age. In addition, individuals who experienced the
drop in nonverbal IQ were also having difficulties with narrative at age 14;3 (Wetherell,
Botting and Conti-Ramsden, 2007). Botting (2006) therefore proposed that cognitive
impairments are likely to co-occur with language impairments rather than the difficulties
being isolated.

Conversely, Stothard et al., (1998) found no difficulties with nonverbal IQ in their
follow-up suggesting that the drop in nonverbal 1Q with age is not seen in all persistent cases
of SLI. However, their findings could have been skewed for 2 reasons. Firstly, 19 cohort
members were excluded in early childhood by the original study and placed in the general
delay group thus removing those with the poorest nonverbal ability from the cohort (Bishop
and Edmundson, 1987). Secondly, a standard score of 70 (equivalent to 2 S.D. below the
mean) was employed as the cut off point to identify the presence of nonverbal difficulties. In
contrast, Botting (2005) used a cut off point of 85 (equivalent to 1 S.D. below the means).
Therefore some of those diagnosed with SLI in the Bishop and Edmondson (1987) follow-up
could have had general delays according to criteria outlined by Botting (2005). This
methodological difference would mean that smaller losses in nonverbal ability were detected
by Botting (2005) that would have been missed by the criteria used by Stothard et al. (1998).

The issue of falling nonverbal ability with age was complicated by findings from the
follow-up studies of the DLD cohort originally identified by Bartak et al., (1975). Mawhood
et al. (2000) reported a drop in nonverbal 1Q when the cohort was seen in their mid 20s.
However, this finding was not replicated by Clegg et al. (2005) who found the same cohort’s
nonverbal IQ to be equivalent to the level originally reported by Bartak et al. (1975) by the
time they reached their mid 30°s. Both studies had used the same measure of nonverbal
ability; the WASI-R (Wechsler, 1992). The earlier study had used the childhood equivalent;
the WISC (Wechsler, 1949). These inconsistent findings could be due to 2 reasons. Firstly,
they could reflect genuine fluctuations in levels of 1Q showing a true drop in nonverbal IQ in
early adulthood that resolved again in later life. Alternatively it could have been caused by
the cohort finding the WASI more difficult than the WISC but then improving again in later
life. This is unlikely because the WISC and WASI are designed to be equivalent to one and
other, although the cohort was an atypical population.

However, despite the lack of clarity regarding falling nonverbal ability, Clegg et al.
(2005) also found evidence that the DLD cohort had significantly lower nonverbal abilities

than siblings who acted as a control for genetics and family environment. This still suggests
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that individuals with language impairments experience greater difficulties with nonverbal
ability compared to those without language impairments despite the DLD cohort’s apparent
recovery. However, in this case, the difference between the DLD cohort and their siblings
could have been amplified by a high performing sibling cohort rather than poor performance
in the DLD cohort. It is unknown if the DLD cohort members would also have high levels of
nonverbal IQ had they never experienced DLD like their siblings.

Overall, it can be said that there is strong evidence for a relationship between
nonverbal and language ability; though this is not yet fully understood. There is also evidence
that some individuals with language impairment who do not experience nonverbal difficulties

in childhood risk falling nonverbal 1Q with increasing age.

2.2 Different Methodologies used in Follow-up Research

2.2.1 Retrospective and Prospective Follow-up Studies

Follow-up studies of adults with developmental SLD date back to the 1960s and
1970s (Garvey 1970; Griffiths, 1969; Hall and Tomblin, 1978) and can be retrospective or
prospective in their approach (Ruspini, 2002). Traditionally, follow-up studies have taken a
retrospective approach. These are typically cross sectional meaning taken from a single point
in time and studying a cohort once (as in (Aboagye, 2001; Records et al, 1992). In such
studies the follow-up is the first and only time of data collection. For example, a cohort with
a known history of SLD would be recruited as adults rather than recruiting children with SLD
and tracking them through into adulthood. Some more recent studies have also been
retrospective in their approach (Aboagye, 2001; Records et al, 1992).

Other studies have used a prospective approach (Billstedt, Gillberg and Gillberg, 2005; Clegg
et al., 2005; Conti-Ramsden, and Durkin, 2008; Johnson et al., 1999; Snowling et al., 2006).
These are usually part of larger longitudinal studies that revisit the same cohort several times
over the course of many years. Both methodologies have their strengths and weaknesses;
these are summarised in table 2.1. Overall, prospective studies are significantly more difficult
to carry out, but are ultimately superior to retrospective studies as they produce rich
longitudinal data sets.

The largest prospective studies are the National Cohort studies. These studies collect
large and rich longitudinal databases on a national scale. The 1958 National Child

Development Study (NCDS) and the 1970 British Cohort Study (BCS70) are examples of
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Table 2.1 - The advantages and disadvantages of retrospective and prospective follow-up studies.

Retrospective studies

Prospective studies

Length of time

Cost

Workload

Attrition of the
sample

Changing
research
interests

Longitudinal
research
questions

Examining the
effects of age

Data quality

Advantage — Relatively quick as
the cohort will only be visited
once.

Advantage — Relatively cheap as
only 1 study will require funding.

Advantage — Relatively low as
only 1 study will be carried out.

Advantage — No attrition as a
cohort will be seen once.

Advantage — None, as the study
will be a snapshot and relevant to
the research interests of the time.

Disadvantage — Cannot address
issues such as causality, risk
factors or resilience with time.

Disadvantage — Difficult to
distinguish the effects of age from
other factors.

Disadvantage — May require
participants to recall things from
the past. Some individuals may
struggle with this and memories
can become distorted with time.

Disadvantage — Very slow,
projects could take the lifespan of
the participants and researcher as
cohort members will be seen
multiple times over many years.

Disadvantage — Relatively
expensive as multiple studies will
require funding.

Disadvantage — Relatively high as
many studies will be carried out.
Larger longitudinal studies are
typically carried out by large
research teams or organisations.

Disadvantage — It is highly likely
that increasing numbers of
original cohort members will
withdraw from a project over
time. )

Disadvantage — It is highly likely
that the research interests will
have changed by the end of a
longitudinal project. This could
mean a project will have different
aims and focuses at different
times as the knowledge in the
field increases and theory
progresses.

Advantage — Can address issues
such as causality, risk factors or
resilience with time.

Advantage — Can distinguish the
effects of age as the same factors
can be measured at a range of
ages over the lifespan.

Advantage — Will document
participants’ life experiences of
the time.
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such data bases. The NCDS recruited everyone born between the 3" and 9™ of March 1958
and collected information regarding their physical, psychosocial and educational progress in a
series of follow-up studies at ages 7, 11, 16, 23, 33, 42 and 46 years. The BCS70 recruited
children born between the 5 and 11" of April and followed them up at ages 5, 10, 16, 26,
and 30 years. Data was collected on their health, education, social and economic

circumstances (Schoon, Ross and Martin, 2007).

2.2.2 Psychometric Assessments

Psychometric assessments are quantitative test batteries specifically designed to
measure performance within specific domains relative to normative data; examples of
domains are cognitive, language or literacy. For example, the WASI- R (Wechsler, 1981) is
designed to measure verbal and nonverbal IQ of ages 6-89. There are difficulties associated
with their use: for example, they are typically standardised in 1 country; they can be subject
to performance on the day; and individuals can become familiar with assessment batteries
with repeated exposure. Also most assessments designed to detect SLD are designed for
children and the norms do not extend to adulthood. Thus such assessments may lack the
sensitivity to detect more subtle difficulties which can persist into adulthood. In addition,
they do not measure functional language such as that used in everyday situations. How to
interpret psychometric assessments can also vary, for example when defining what identifies
the presence of a difficulty; such as, the disagreement over the cut off point that distinguishes
SLI from typical development (Rice, 2000) (previously discussed in 1.2.2). Even so,
psychometric assessments are commonly used in follow-up research (as in, Ciegg etal.,
2005; Johnson et al., 1999; Stothard et al., 1998).

2.2.3 Archive Data

Archive data can be utilised through document research and used to inform
retrospective follow-up studies. Documents can be written text, audio recordings or visual
images and can have historical content (Bowling, 2002). The content of documents can be
collected, coded, analysed and used to inform a research project. In a retrospective study
documents have the advantage of capturing an earlier time point that the researcher wishes to
study. This is unlike human memories that will become distorted with time (Ruspini, 2002)

(see table 2.1). However, archive documents can be subject to biases imposed by their
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original authors, and document research can be biased by the researcher’s interests that will
influence what material might be selected.

A small number of follow-up studies have used archive data to help inform their
findings (Aboagye, 2001; Schery, 1985; Shriberg and Kwiakowski, 1988). The method used
by Aboagye (2001) was similar to the present project. She followed-up 4 ex-pupils of a
residential special school for SLD and was able to use archive data from the ex-pupil’s time
at the school to compare with her own data collected at follow-up for each of her case studies.
Shirberg and Kwiakowski (1988) collated data from the school records of 55 children with
special educational needs (SEN) and was able to map trajectories of their SEN between ages
4 and 8. Finally, Schery (1985) gathered data over an 8 year period for 718 with language
disordered children between the ages of 3;1 and 16;4 years. These data were organised into
categories: demographics, physical development, social development, language and academic
characteristics. From this the characteristics of the participants who showed the most progress
could be drawn: for example the child’s age (the younger the better the outlook); nonverbal

1Q; maternal education; clarity of child’s speech; behaviour and the child’s sociability.

2.2.4 Siblings as a Control Group

SLD can aggregate in families (Viging et al., 2003). A strong source of evidence for
this comes from studies on the KE family. Gopnik and Crago (1991) collected data from 22
of the 30 members of this family spanning three generations; 16 of these participants had
developmental dysphasia. The family members with dysphasia presented with grammatical
errors in both expressive and receptive language. These errors indicated difficulties using
plural forms and with tense markers. The family members without dysphasia did not show
these errors. Examination of the KE family’s profiles suggested that some had caused by a
specific deficit with learning language. This research eventually lead to the discovery of a
gene for language known as FOXP2; a mutation which in this gene was thought to cause the
severe language difficulties in the KE family (Lai, Fisher, Husrt, Vargha-Khadem and
Monaco, 2001). While this might seem like a breakthrough discovery, the idea that FOXP2 is
really a gene for language and the cause of SLI was later treated with caution. Marcus and
Fisher (2003) argued that it was just one genetic element that contributes to language
development and that it was unclear whether its role is special or unique; notably FOXP2 can

be normal in many cases of SLI. Further research has suggested that SLI could also be
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associated with genes on chromosomes 16 and 19 that potentially cause individuals to be at a
genetic risk of developing SLI (The SLI Consortium, 2002).

Barry, Yasin and Bishop (2007) reported more difficulties with nonword repetition in
parents of children with language impairment compared to those without language
difficulties; they argued that nonword repetition could serve as a marker of family risk for
language difficulties. Tallal et al. (2001) also reported the risk of language difficulties to be
significantly higher in families of probands with SLI than matched controls; mothers and
fathers were equally affected but brothers were significantly more likely to be effected than
sisters. There is now a consensus that language impairment can be inherited.

These findings question of the validity of using siblings and other family members as
nonlanguage impaired controls in research into language difficulties. However, Clegg et al.,
(2005) successfully used siblings to control for upbringing and the family environment in
their follow-up study of adults with DLD; siblings performed significantly better on language
measures suggesting they were not affected by SLD (as described in 2.1.2). Pratt, Botting and
Conti-Ramsden (2006) also reported that mothers of children with SLI were no more likely to
have language difficulties than those in the general population. Overall this suggests that
siblings can be used as a control group successfully, however the literature into family
heritably suggests researchers should be cautious as family members may also have some

level of SLD of their own. Psychometric assessment can help to confirm if this is the case.

2.2.5 Case Studies

Case studies and cohort studies are also complementary methodologies that follow-up
research has utilised. A case study can be a detailed study of an individual, an organisation, a
process, a neighbourhood, an institution or an event. Single or multiple cases studies can be
examined by a research project (Yin, 2003). They allow detailed and rich data sets to still be
drawn from only one or a few individuals.

Case studies in the follow-up literature have focused on individuals. Clegg and
Henderson (1999) examined the economic outcomes for adults with persistent SLD. Within
their cohort they were able to pick out the case of TH, a 34 year old male diagnosed with
DLD in childhood. Aboagye (2001) is an example of a follow-up study that used 4 case
studies to examine the outcomes of 4 adults with SLD in detail. The multiple case study

design meant she was able to make direct comparisons between her cases. Studies of this type
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have the advantage that they are able to provide a rich detailed data analysis of the research
area that can include both quantitative and qualitative information. They have the
disadvantage that their findings are specific to those who participate, which limits their
generalisability to other populations. As individuals with SLD are relatively few they can be
challenging to locate and recruit; a case study design can therefore be advantageous when

studying individuals with SLD as only small numbers need to be recruited.

2.3 Summary

Individuals who do not resolve their SLD by 5,6 years risk lifelong difficulties (Clegg
et al., 2005; Stothard et al., 1998); these can present as more obvious or subtle difficulties.
Furthermore, those with the most pervasive or multi-factorial difficulties risk the poorest
outcomes in later life (Aboagye 2001; Haynes and Naidoo, 1991; Johnson et al., 1999).
Secondly, literacy difficulties are also extremely prevalent in those with persisting or
resolved SLD (Snowling, et al., 2000; Stothard et al., 1998) have a strong tendency to endure
into adulthood (Clegg et al. 2005: Felsenfeld et a., 1992). Thirdly, there is also a risk that
individuals with long term SLD will experience falling nonverbal skills with age (Botting,
2005; Mawhood et al., 2005); however the relationship between language impairments and
cognitive impairments is currently not well understood (Botting, 2006).

In the light of this chapter 3 will present a follow-up study of ex-pupils of a residential
special school for severe and complex SLD, which aimed to investigate the themes outlined
above. This was a retrospective study that utilised data collected at follow-up and archive
data from the participants’ childhood. Themes in the data could be examined across the
cohort, in small subgroups or at a case study level. Siblings with no known histories of SLD

were also recruited for comparative purposes.

38



University of Sheffield Lydia Ansorge

Chapter 3 - The Ex-pupil Follow-up; Language,
Literacy and Cognitive Ability

3.1 Aims and Research Questions

This chapter presents a retrospective follow-up study of adults with persistent, severe
and complex SLD. It will examine their cognitive, language and literacy outcomes, map
trajectories of these skills over the life span, and compare their performance on these to their
siblings.

The research questions will be addressed by 3 separate studies and are as follows:

¢ Study 1: What are the ex-pupils’ language, literacy and 1Q outcomes in
adulthood?

o Study 2: What can we learn from the longitudinal trajectories of these

individual’s cognitive, language and literacy difficulties?

e Study 3: How do the ex-pupils’ psychometric outcomes compare to that of

their nonlanguage impaired siblings?

3.2 Methodology

3.2.1 Design
a. Study 1

This used psychometric assessments to measure the ex-pupils cognitive, language and
literacy outcomes at follow-up. The severity and pervasiveness of the ex-pupils’ difficulties

was identified. Ex-pupils were then organised into subgroups based on their profiles in
adulthood.

b. Study 2

This collected archive data from when the ex-pupils were children and compare their
speech and language profiles with their performance on psychometric tests in adulthood

across specific domains: nonverbal ability; verbal ability; expressive language; receptive
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language; reading ability, and spelling ability. Scores from both time periods were combined

to map longitudinal trajectories over the lifespan. This was similar to Aboagye (2001).

c. Study 3

This recruited the siblings of 3 ex-pupils to act as non-language impaired
comparisons; again this was similar to Clegg et al., (2005). Siblings were chosen because
they shared the same family environment, upbringing and gene pool but did not attend a
residential special school for SLD. The siblings and ex-pupils were compared on cognitive,

language and literacy ability at a case study level.

3.2.2 Participants and the Recruitment Process
a. Studies 1 and 2

Due to the school’s wide catchment area ex-pupils are spread throughout the UK.
Recruiting participants for the project was a complex process. The last known addresses for
ex-pupils were stored in a record book at the school. Seventy-two ex-pupils had already been
sent letters from the school inviting them to participate in an earlier and related research
project; 18 had responded positively and eventually 9 took part (Clegg, unpublished). This
left another 9 ex-pupils who could potentially participate in the present project. These 9 ex-
pupils were sent new letters from the school informing them about the present project and
inviting them to take part. These letters also included an information sheet about the project,
a response slip and stamped addressed envelope. Six of these 9 ex-pupils were successfully
recruited to the present study, but the remaining 3 had moved away.

At the same time a different batch of letters were sent from the school to contact
another 78 ex-pupils who had not been contacted for either study previously. These letters
invited the ex-pupils to take part in the project and included the same information sheet,
response slip and stamped addressed envelope. Eleven of these ex-pupils responded
positively, however 1 of these eventually withdrew from the study, 1 could not be contacted
again after the initial contact, and 1 could not agree on a time to meet. There were also a
further 8 negative responses. This left 8 ex-pupils who could take part in the project. Thus, a
cohort of 14 ex-pupils (6 male; 8 female) aged between 21 and 38 were recruited; these all

attended the school between 1975 and 2004 and all had left the school before it opened its FE
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department. The 2 oldest cohort members attended the school when the statutory leaving age
was 12 rather than 16.

A final set of 12 letters were sent out to younger ex-pupils who had attended the FE
department at the school. Again these explained the nature of the study and contained an
information sheet, response form and stamped addressed envelope. As a result, three younger
more ex-pupils were recruited (2 male; 1 female) aged between 18 and 19 who previously
attended the school between 1998 and 2007. All attended the school’s FE department for at
least 1 academic year. The final number of participants seen in this study was 17 (8 male; 9
female). Table 3.1 presents descriptive information about each participant.

The overall response rate from the letters was low and therefore the rate of successful
recruitment was poor. There are a number of potential reasons for this: letters were sent to ex-
pupils’ last known addresses and it was unknown how many still lived at or had source of
contact at their last known addresses; ex-pupils may have lacked the motivation or interest to
return the letters; ex-pupils could have negative feeling towards the school and therefore not
wished to be involved, finally some ex-pupils may have felt that they wanted to move on
from their time at the school. Thus, the recruitment method may have produced a selection
bias as ex-pupils with more positive feelings towards their time at the school might have been
more inclined to help. Also, as initial contact was made using last known addresses there was
an inevitable bias towards younger ex-pupils as older ex-pupils were more likely to have
moved away. In many cases the last known address was the ex-pupil’s parental home and
letters were passed on to ex-pupils. It should also be noted that the gender ratio in this project
is not representative of the school as similar numbers of male and female ex-pupils were

recruited; in reality many more males attend the school compared to females.
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Table 3.1 - Descriptive information for ex-pupils

Ex-pupill Gender Ageon Ageon  Ageat Residential Medical Diagnostic label on entry
Entry leaving  follow-up problems
Dennis+ Male 5,07 12;04 35;11 Initially then  Convulsionas  Severe speech deficit and expressive
day pupil infant language delay
Robin Male 11;05 16;03 27,09 Fortnightly Glue ear Speech and language difficulties
Julian Male 6;11 16;05 23;11 Weekly None reported  Severe speech and language disability
Toby Male 11;10 16;09 23,04 Fortnightly Dysarthriaand  Specific speech problems with some
hearing loss language involvement
Steven Male 11;07 16;04 21;11 Weekly Other not Severe and complex multifactorial
relevant language disorder
Darren Male 88 16;5 21510 Day pupil Hearing loss Speech and language difficulties
Jack* Male 13 17;07 18,04 Day pupil None reported Receptive language impairment & social
communication difficulties with
characteristics of ASD
Lewis* Male 12;02 19;00 19;07 Fortnightly None reported Severe dyspraxia affecting motor control

& articulation.

+ Attended the school when the statutory leaving age was 12
* Also attended the FE provision at the school
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Table 3.1 (continued) - Descriptive information for ex-pupils

PIoUIaYS Jo AysisAtup)

Ex-pupil Gender Ageon Ageon Ageat Residential Medical problems Diagnostic label on entry
Entry leaving  follow-up

Jacky+ Female  6;05 12;06 38;02 Weekly Nonereported  Developmental expressive dysphasia

Karen Female 7,05 16;03 26;09 Fortnightly None reported  Receptive and expressive language
difficulties

Grace Female  11;11 16;09 2603 Fortnightly None reported  Semantic pragmatic disorder

Fiona Female  8;05 16;02 25,00 Weekly None reported  Pervasive language difficulties

Freya Female n/a n/a 24;10 Fortnightly n/a Semantic pragmatic disorder

Jodie Female  5;08 15;11 24,06 Day pupil None reported  Expressive language difficulties

Lauren Female  7;09 n/a 23,02 Fortnightly None reported  Severe speech disorder

Kirsten = Female 11;05 16;03 21511 Day pupil Glue ear Severely delayed expressive language
skills

Emma* Female 9;10 19;01 19;08 Weekly then  Near cot death at Severe specific & complex speech and

fortnightly 10 weeks language disorder.

+ Attended the school when the statutory leaving age was 12
* Also attended the FE provision at the school
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b. Study 3

Once each of the ex-pupil above had completed their part in the project they were
asked if they would be willing to allow their sibling to participate in the project; this had to be
a sibling with no known language impairments. If their response was positive they were
asked to provide a contact address for their sibling or were given a letter to pass on to the
sibling. These letters explained the nature of the project, that their relative had already taken
part and contained an information sheet, response form and a stamped addressed envelope.
Unfortunately, siblings also proved difficult to recruit and only 3 (1 male; 2 female) agreed to
take part. Table 3.2 presents descriptive information for the ex-pupils’ siblings.

The original purpose of the siblings had been to form a comparison group to control
for the ex-pupils genetics, family background and upbringing (as in Clegg et al. 2005).
However, this was not possible as numbers were so low. Siblings were difficult to recruit for
a number of reasons: initial contact required the consent of the ex-pupil and not all ex-pupils
were comfortable with the researcher meeting their siblings; not all ex-pupils still got along
with their siblings; not all ex-pupils had an appropriate sibling for the researcher to contact,
and not all siblings gave positive responses to the researchers invitation to take part in the
project. The siblings were therefore used as comparisons at a case study level due to their
limited number.

Ideally the sibling comparisons would not experience any SLD themselves. However
there is a genetic risk they will also experience SLD, though to a lesser extent than the ex-
pupils (Gopnik and Crago 1991; Lai et al., 2001; Viging et al., 2003). Such scenarios will be
identified by the cognitive assessments and subsequent analysis. Siblings who had known

SLD similar to the ex-pupils were not recruited to this comparison group.

Table 3.2 — Descriptive information for siblings.

Siblings Gender Ex-pupil Sibling age at
follow-up

Thomas Male Freya 29;05

Petra Female Robin 26507

Emily Female Grace 24;06
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3.2.3 Ethics

This study was approved by the University of Sheffield ethics committee in the
department of HCS prior to any contact with participants (see appendix A4.1). Participants
had the nature of the project explained to them before they agreed to take part. Participants
were also given the opportunity to ask questions before and after taking part. They were made
aware that: the researcher would have access to their school records if they agreed to

participate; that anonymity would be maintained, and that they could withdraw at any time.

3.2.4 Materials
a. Studies 1 and 3: The Ex-pupils and Siblings

Ex-pupils and siblings were assessed on a range of psychometric assessments that
assessed verbal and nonverbal 1Q, grammatical understanding, receptive and expressive

language, reading and spelling.

Wechsler Adult Intelligence Scales — Revised

The Wechsler Adult Intelligence Scales — Revised (WASI-R) comprises 4 subtests
which measure verbal and nonverbal IQ. It has the advantage of being fast to administer and
reliable in estimating general cognitive functions (Weschler, 1981). The WASI-R was
Selected because it provides standardised scores of verbal and nonverbal IQ and can be used
on adults up to the age of 89 years. In addition, many of the ex-pupils had Wechsler
Intelligence Scale for Children (WISC) scores from childhood available in their archive files.
The WISC is designed as the childhood equivalent to the WASI-R so scores can be
compared. The shortened 4 subtest was favoured for its speed and ease of use as
administering. the full assessment battery (WASI full); the ex-pupil testing sessions were
already time consuming.

Verbal IQ: this measure comprises of 2 subtests: vocabulary and similarities. The
vocabulary subtest requires an individual to verbally define word meanings, and the
similarities subtest requires an individual to verbally define what two words have in common.
Items increase in difficulty as the subtests progress. Both tasks require word knowledge and
measure verbal ability.

Nonverbal IQ: this measure comprises of 2 subtests: block design and matrix
reasoning. The block design subtest requires an individual to copy a block pattern from a
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picture book using six sided blocks (either 4 or 9 blocks depending on the difficulty level) as
quickly as possible. The matrix reasoning subtest requires the individual to complete a picture
sequence by selecting the appropriate picture from an array of 5. Items increase in difficulty

as the subtests progress. Both measure nonverbal ability.

Test for Reception of Grammar: version 2

The Test for Reception of Grammar: version 2 (TROG-2) (Bishop, 2003) is a
receptive language test that measures understanding of English grammatical contrasts marked
by inflections, function words and word order. It assesses knowledge and understanding of
both simple and complex grammatical structures. Participants are presented with 4 pictures
and hear a sentence allowed by the researcher. Their test is to select the picture that
corresponds to the sentence. Items increase in grammatical complexity.

The upper age limit of the TROG-2 is 12 years. However, as some ex-pupils still had
SLD it was felt the TROG-2 would be able to highlight ex-pupils who were still experiencing
receptive language and grammar. There are no other measures of receptive grammar that can
measure performance for adults with developmental SLD that would have been more
appropriate.

An alternative would have been to use assessments designed to measure language
skills in adults with aphasia. This was decided against as these are designed to measure
language impairments in adults with acquired difficulties such as traumatic brain injury or

dementia rather than developmental language difficulties.

Expression, Reception and Recall of Narrative Instrument

The Expression, Reception and Recall of Narrative Instrument (ERRNI) provides
measures of a person’s expressive language and story comprehension (Bishop, 2004). The
upper age limit on this is also 12 years. Again as some of the ex-pupil still had SLD it was
felt this would still detect if they were still experiencing difficulties with narrative of other
aspects assessed by the ERRNI.

Expressive story telling: participants are shown a series of pictures. Then they are
asked to tell the story portrayed by the pictures in their own words. In the story the central
character has a false belief. Narratives are then transcribed and scored according to the

manual based on the number of elements mentioned from the pictures. The ERRNI is a
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relatively flexible assessment of expressive language and it does not require specific
vocabulary knowledge like the WASI.

Comprehension: A series of comprehension questions follow the narrative section of
the ERRNI. These assess how well the individual has understood the themes in the main
narrative. It also assesses whether the individual has understood the false belief element of
the narrative.

Mean length of utterance (MLU): The MLU can be calculated from the narrative
transcripts as an additional measure of expressive language. This is the average number of
words used in each utterance. A higher MLU suggests the production of longer and
potentially more complex utterances.

An audio recorder was also required to record the expressive elements of the ERRNI

for later transcription and analysis.

The Wide Range Achievement Test

The Wide Range Achievement Test (WRAT-3) (Wilkinson, 1993) measures single
word reading and spelling accuracy in adults. It was chosen as a reliable measure of adult
literacy and is quick and easy to administer.

Reading: This measures single word reading accuracy. Participants are shown a list of
single words and asked to read them as accurately as possible. All words are real English
words and increase in difficulty as the assessment progresses. There are no time restrictions.
The assessment is scored on number of items read accurately.

Spelling: This measured single word spelling ability. Participants listen to a list of
words spoken by the tester and were asked to spell them as accurately as possible. All words
are real English words. Each word is first read alone, then used in a sentence, and then
repeated again. Items increase in difficulty as the assessment progresses and there are no time

restrictions. The assessment is scored on number of items spelt accurately.

b. Study 2: The Archive

Sixteen of the 17 ex-pupils still had between 1 and 3 archive files held at the school;
Freya’s files were unfortunately not available. The archive files contained a wealth of
information about the ex-pupils time at the school, for example: psychometric assessment
scores; SLT reports; school reports; medical reports, and informal or anecdotal comments

from parents and other professionals. These were accessed following the ex-pupils informed
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consent. The archive data provided psychometric assessment scores that could be compared

to the scores collected at follow-up.

3.2.5 Procedure

a. Study 1: The Ex-pupils

The first study measured the ex-pupils language, literacy and cognitive skills at
follow-up. An appointment was arranged with each ex-pupil who had responded positively to
the recruitment letters (the recruitment process was outlined in 3.2.2). As the ex-pupils lived
all over the UK they could elect to meet the researcher in the Department of Human
Communication Sciences at the University of Sheffield, at the school or in their own homes.
A quiet room was found for the session to take place in each case.

At the start of each session the ex-pupil was given another copy of the information
sheet sent out with the letters and a consent form to sign if they agreed to take part. An
additional copy of the information sheet was provided at this point to make sure each ex-
pupil had read and fully understood the information regarding the project. They were also
given the opportunity to ask questions and were put at ease before the study began. In some
cases the researcher was required to carefully read through the information sheet and consent
form with the participant if their literacy difficulties prevented them from doing this
themselves. Ex-pupils then completed the assessment battery outlined in 3.2.4. Testing
sessions typically lasted about an hour and participants were offered breaks if they needed

them. Once the session was complete the ex-pupils were given another opportunity to ask

questions if they had any.

b. Study 2: The Archive

This study used archive data to compare the cognitive, language and literacy skills of
each ex-pupil in childhood and adulthood, and map longitudinal trajectories (similar to
Schery, 1985). First of all the ex-pupils were divided into subgroups based on their
performance on psychometric testing at follow-up. This meant ex-pupils with similar
outcomes in adulthood could have their childhood SLD compared retrospectively.

The archive data was a record from each ex-pupil’s time at the school and had not
been collected for the purpose of a follow-up study. The data available for each ex-pupil was

inconsistent and varied in volume, quality and relevance to the project. The relevant
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information needed to be identified (see table 3.3) and then coded (see table 3.4) to make it
consistent so it could be compared to the psychometric scores collected at follow-up. The
files were initially examined for assessment scores that provided evidence for the presence or
absence of a history of specific difficulties in a series of domains for each ex-pupil: nonverbal
IQ; verbal 1Q; expressive language; receptive language; decoding, and spelling. Data was
regarded as missing if no evidence for an ex-pupils’ ability within a certain domain was
available. Once identified this information was coded so that all the data was in the same
format (see table 3.4). The coded scores identified the presence of a difficulty previously
experienced by each ex-pupil in each domain, and whether the difficulty was mild or severe.

The coding system was also applied to the assessment scores collected at follow-up as
the data from both time points was in a consistent format. This made comparisons between
individual’s cognitive profiles in childhood and adulthood possible. At follow-up only one
score for nonverbal 1Q, verbal 1Q, decoding and spelling was used. Expressive and receptive
language were both measured using assessments not standardised on adults and therefore two
scores were used to identify the presence of a difficulty at follow-up; the lower of the two
scores was taken to represent the presence of a difficulty in both cases. Expressive language
ability was measured according to performance on the ERRNI expressive language and MLU
scores, and receptive language was measured according to performance on the ERRNI
receptive language and the TROG.

Firstly standard scores could not be used because the archive sometimes reported a
range of different and non-comparable assessments to measure the same domain across the
cohort. It also commonly provided age equivalent scores only. Secondly the ex-pupils were
assessed at different ages in childhood and this was inconsistent between participants. The
coding system help combat this by converting the data into a consistent format, and a broad
time frame that covered the time the ex-pupils attended the school was adopted; however this

compromised the richness of the data.
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Table 3.3 - Assessments available in the archive.
Ex-pupil Exp. Recep. Reading Spelling Nonverb  Verbal IQ
Lang. Lang 1Q
Grace CELF CELF NARA Vernon BAS BAS
Steven CELF CELF BAS BAS BAS BAS
Darren - - NARA Vernon - -
Jack Bus story TROG WORD WORD - -
Dennis - - NARA Vernon WISC WISC
Freya - - - - - -
Robin - - NARA - BAS BAS
Jodie Reynell Reynell NARA Vernon BAS BAS
Karen CELF CELF - - - -
Jacky Reynell Reynell Notlisted - WPPSI WPPSI
Julian CELF CELF NARA - BAS BAS
Kirsten = CELF CELF NARA Schonell BAS BAS
Emma CELF CELF NARA Vermnon WISC-III'  WISC-III
Lauren - - Graded - - -
n.w. read.

Lewis CELF CELF NARA Vernon BAS BAS
Toby CELF CELF WORD WORD WISC WISC
Fiona CELF CELF NARA Vernon BAS BAS
Table 3.4 — The coding system used to make the archive data systematic.
Data type Orderof  No difficulty Mild difficulties Severe

preference difficulties
Standard score ¥ A score overor A score between A score
from relevant equal to 85. 70 and 84 orequal  below 70.
assessment to 70.
Age equivalent 2™ Notmorethanl Between1 and 2 More than 2
score from year behind CA. years behind CA.  years
relevant behind CA.
assessment

c. Study 3: The Siblings

Once each ex-pupil had participated the researcher asked if it would be possible to
invite a sibling to also take part. If the ex-pupil agreed they were either given letters to pass
on or provided the researcher with a contact address so the sibling could be sent the letter.
These letters explained the nature of the project, the fact that the ex-pupil had already
participated and invited the sibling to take part. They also contained an information sheet, a
response form and a stamped address envelop (this recruitment process was outlined in

3.2.2). An appointment was arranged with each of the positive respondents. As siblings lived
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all over the UK, they were also given the choice to meet the researcher at the Department of
Human Communication Sciences at the University of Sheffield, at the school or in their own
homes. A quiet room was found for the session to take place in each case. The sibling
sessions followed the same format as the ex-pupil sessions outlined above.

Originally the siblings had been recruited to act as a control group, however, due to
the limited number successfully recruited, this was not possible. Instead the performance of
three ex-pupil and sibling pairs were directly compared at a case study level. This analysis

included 2 ex-pupils from the RD subgroup and one ex-pupil from the PD subgroup.

3.3 Results

3.3.1 Study 1: The Ex-pupils’ Psychometric Outcomes

The psychometric assessment scores provided eight measures on different aspects of
the ex-pupils cognitive, language, and literacy skill at follow-up. The standard scores were
used to highlight the presence of a difficulty in each domain: no difficulty was determined by
a standard score of 85 or above. A mild or residual difficulty was determined by a standard
score between 84 and 70, this was equivalent to 1 S.D. from the mean. A severe difficulty
was determined by a score of 69 or less, this is equivalent to 2 S.D or more below the mean.
This system was also used to highlight individuals with pervasive difficulties where multiple
domains were affected. Differences across the cohort were compared at an individual level
and overall trends could be identified. In addition, the ex-pupils were also classified on the
basis of their cognitive ability at follow-up.

Ex-pupil’s psychometric scores are presented in table 3.5 with the presence and severity of
difficulties highlighted. The scores indicate that only 1 ex-pupil, Grace, had resolved her SLD
by follow-up. The remaining 16 ex-pupils all displayed some residual or persisting
difficulties in one or more of the domains. All ex-pupils, apart from Grace, had literacy
difficulties affecting one or both subtests of the WRAT and 10 of these were experiencing
severe difficulties. Twelve ex-pupils had some level of difficulty with WASI verbal 1Q and
this was a severe difficulty in eight cases. Eight ex-pupils were experiencing difficulties with
receptive grammar and this was severe in 2 cases. Ex-pupils experienced the least difficulty
with the ERRNI; however 3 experienced difficulties with the narrative and comprehension

questions and 7 experienced difficulties with MLU. Fiona, had no scores for the ERRNI as
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she did not engage with the test during her session. In addition, eight ex-pupils were also
experiencing nonverbal difficulties at follow-up and this was severe in six cases.

Table 3.6 compares the pervasiveness and severity of the ex-pupils SLD.
Pervasiveness is represented by the number of domains affected and severity by whether a
domain was mildly or severely affected. In general, those who experienced the most
pervasive difficulties also experienced the most severe difficulties in the domains effected
(Emma, Lauren, Lewis and Toby). Those who only experienced mild difficulties never had
more than 4 domains affected (e.g. Steven, Darren, Jack, Dennis and Freya). The most severe

case (Toby) had 8 domains severely affected. Kirsten was an exception who had 6 domains
affected, but 5 were only mildly affected.

Table 3.5 — Ex-pupils’ assessment scores at follow-up.

Ex- Gender Age WASI  WASI ERRNI ERRNI ERRNI TROG WRAT WRAT
pupil n.verb verb Exp MLU  recept reading spelling
Grace  Female 26;03 93 99 103 115 106 95 105 119
Steven Male 21;11 127 97 109 117 106 99 82* 99
Darren Male 21;10 93 85 100 126 116 95 77* 80*
Jack Male 18;04 96 95 81* 72* 100 95 89 80*
Dennis  Male 3511 79* 78* 114 93 100 95 92 70*
Robin  Male 27,09 109 70* 105 93 106 99 62** 67**
Freya Female 24;10 93 72* 108 84* 85 90 79* 80*
Jodie Female 24;06 99 71* 100 80* 106 90 52%* 67**
Karen  Female 26;09 88 59** 105 105 113 81* T3** 67**
Jacky  Female 38;02 102 63** - - 106 76** 60** 58**
Julian  Male 23;11  84* 58%* 111 103 113 818 54%* S52%*
Lauren Female 23;02 64** 60** 116 87 113 81* 60** 60**
Kirsten Female 21;11 57** 86 74* 74* 83 95 71* 80*
Emma Female 19,08 66** 63** 07 77* 100 76* 61** 61**
Lewis  Male 19;07 67** 60** 95 69** 75* 67%* 55%* S8**
Toby Male 23,04 65%* 62**  75% 79* 72* T1* 47%* 63**
Fiona  Female 25;00 57%* 64** . - - S55** 64** 65**

* Indicates a mild or residual difficulty or standard score between 70 and 84

** Indicates a severe difficulty or standard score less than 70.
- Missing data
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Table 3.6 — The pervasiveness and severity of ex-pupils SLD.
Ex-pupil Gender Age No. domains  Mild vs.

affected Severe
Grace Female 2603 0 0,0
Steven Male 21;11 1 150
Darren Male 21:;10 2 2;0
Jack Male 18,04 3 3;0
Dennis  Male 3511 3 3,0
Robin Male 27;:09 3 1;2
Freya Female 24;10 4 4,0
Jodie Female 24,06 4 2;2
Karen Female 26,09 4 1;3
Jacky Female 38,02 4* 1,3*
Julian Male 23;11 5 2,3
Lauren  Female 23;02 5 0;5
Kirsten  Female 21311 6 51
Emma Female 19,08 6 2;4
Lewis Male 19,07 7 1;6
Toby Male 23:.04 8 4;4
Fiona Female 25,00 5* 0;5*

* Participant had some missing data so to numbers may have been higher had
complete data sets been available.

3.3.2 Study 2: The Trajectories

The first stage of this analysis involved dividing the cohort into subgroups at follow-
up. Although this cohort was small, it was still possible to divide them into 3 subgroups
based on their assessment scores at follow-up. These 3 subgroups are presented in table 3.7.
Once the subgroups were established it was possible to compare the subgroup’s archive data

retrospectively to identify any emerging themes from childhood.

a. The Resolved/Residual Difficulties Subgroup

The resolved or residual difficulties subgroup (RD) was the highest performing
subgroup and contained those individuals who experienced the least difficulties at follow-up.
Importantly, none experienced any severe difficulties in any domain, however most
experienced some mild persisting difficulties; five experienced some mild literacy
difficulties, two showed mild difficulties WASI verbal 1Q, and two also showed mild
difficulties on either the ERRNI or WASI nonverbal IQ tests. Between zero and four domains
were effected in any one individual. Overall these ex-pupils experienced few difficulties as

adults although some mild difficulties remained.
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b. The Persisting Difficulties Subgroup

The persisting difficulties subgroup (PD) also experienced more severe or pervasive
levels of persisting language or literacy difficulties than those in the RD subgroup. These ex-
pupils all experienced severe literacy difficulties effecting both decoding and spelling, as well
as mild or severe difficulties in verbal 1Q. Four also experienced further difficulties in other
domains. Importantly none experienced severe difficulties in nonverbal ability, however
Julian did fall one IQ point shy of having nonverbal abilities in the normal range. Overall the
PD subgroup experienced more severe and pervasive difficulties than the RD subgroup but

these were still mostly specific to language and literacy.

¢. The Complex Difficulties Subgroup

The complex difficulties subgroup (CD) experienced the most severe and pervasive
difficulties in adulthood. The defining feature of this subgroup was severe difficulties with
nonverbal 1Q. Most were also experiencing severe difficulties with decoding, spelling and
verbal 1Q, mild or severe difficulties with the TROG, and three also experienced difficulties
with the ERRNI. Fiona may also have experienced difficulties with the ERRNI however no
data was available for her as she could not begin to engage with the test.

Kirsten was difficult to place as she was the only ex-pupil to be experiencing severe
difficulties with nonverbal ability in the absence of any severe language or literacy
difficulties, although she still have mild/residual difficulties in § of the language/literacy
domains. She was placed in the CD subgroup as she had severe difficulties with nonverbal
IQ, a characteristic not present in the PD or RD subgroups. In addition, her difficulties were
still more pervasive than the RD and PD subgroups even though they were less severe than
the other CD subgroup members. Overall these individuals had the most pervasive
difficulties. These profiles suggested more general difficulties, in addition to SLD and

literacy difficulties, as nonverbal 1Q was also impaired.

d. Mapping the Trajectories

Having established the 3 subgroups, this analysis aimed to map trajectories showing
the progression of nonverbal IQ, verbal 1Q, expressive language, receptive language,
decoding and spelling ability from childhood to adulthood. The results are presented in

figures 3.1-6. Each line depicts an ex-pupil’s movement, if any, between having severe,
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Table 3.7 — Ex-pupil subgroups
Ex- Age  Gender WASI WASI ERRNI ERRNI ERRNI TROG WRAT WRAT
pupil n.verb  verb Exp MLU Recept reading  spelling
Grace  26;03 Female 93 99 103 115 106 95 105 119
o Steven 21;11 Male 127 97 109 117 106 99 82* 99
g Darren 21;10 Male 93 85 100 126 116 95 77* 80*
%" Jack 18;04 Male 96 95 81* 72% 100 95 89 80*
a Dennis  35;11 Male 79* 78* 114 93 100 95 92 70*
~ Freya 24;10 Female 93 72* 108 84* 85 90 79* 80*
Median 23;07 93 90 105.5 104 103 95 85.5 80*
Robin  27;09 Male 109 70* 105 93 106 99 62%* 67**
§' Jodie 24,06 Female 99 71* 100 80* 106 90 S2k* 67**
_'g"’ Karen  26;09 Female 88 59** 105 105 113 81* 73%* 67**
Z Jacky 38,02 Female 102 63*%* - - 106 T6%*  60%* 58+
& Julian  23;11 Male 84* 58** 111 103 113 818 S4** S2%*
Median 26;09 99 63** 105 98 106 81* 60** 67**
Kirsten 21;11 Female 57** 86 74* 74* 83 95 71* 80*
N Emma 19,08 Female 66** 63** 97 77* 100 76* 61%* 61%*
3 Lauren 23,02 Female 64** 60** 116 87 113 81* 60** 60**
2 Lewis 19;07 Male 67** 60** 95 69%* 75% 0 67** 55%* S58%x*
g‘ Toby 23;04 Male 65%* 62%* 75* 79* 72* 71* 47%* 63**
O Fiona  25:00 Female 57** 64%* - - - S5** 64** 65**
Median 22:06 64.5%*  63.5** 95 74* 83 73.5* 60.5**  E2**

* Indicates a mild or residual difficulty or standard score between 70 and 84
** Indicates a severe difficulty or standard score less than 70.

mild or no difficulties in each domain. It should be noted that the lines have been displaced

for visibility purposes. The colours depict the subgroup the ex-pupil belonged to at follow-up;
green for RD, yellow for PD and red for CD.

e. Expressive Language

Figure 3.1 presents the trajectories for expressive language. All the ex-pupils with

complete data had histories of severe expressive language difficulties apart from Grace (RD
subgroup), who had mild difficulties. All ex-pupils with complete data showed an
improvement in this domain by follow-up, with the exception of Lewis (CD subgroup). Jack
and Freya were the only RD subgroup members to show mild expressive language difficulties
at follow-up; notably, Jack’s difficulties had been severe in childhood. Lauren was the only
CD subgroup member to show no expressive language difficulties at follow-up; however her
childhood was missing in this domain so it was unclear if she experienced difficulties with
expressive language in the past. All other CD subgroup members showed persisting mild or

severe difficulties. Three PD subgroup members showed improvements from childhood;
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Karen and Julian had resolved their difficulties, and Jodie had mild difficulties. Overall, most
ex-pupils started with severe difficulties in childhood and, managed to fully or partially
resolve these by adulthood.

f. Receptive Language

Figure 3.2 presents the trajectories for receptive language. All ex-pupils with
complete data had histories of severe receptive language difficulties apart from Grace (RD
subgroup), Jodie (PD subgroup) and Fiona (CD subgroup); the majority of ex-pupils still
showed an improvement with time; apart from Fiona who showed a severe drop in receptive
language and Lewis whose severe difficulties persisted. It is unclear what caused Fiona’s
apparent drop in performance. However archive suggested she went on to develop receptive
language difficulties in later life; a previous area of strength (see appendix Al.6).

All members of the RD subgroup resolved their difficulties and all members of the PD
subgroup showed a mild improvement apart from Jodie how had no difficulties at either time.
Three members of the CD subgroup showed a mild improvement (Kirsten, Emma and Fiona)
and Lauren also presented with mild difficulties at follow-up. Fiona and Lewis both presented
with severe difficulties at follow-up and Fiona had experienced as severe drop in ability since
childhood. The trajectories for expressive and receptive language both suggest a trend that

difficulties improve or resolve with time unless the individuals experiences pervasive

difficulties at follow-up.

g. Decoding

Figure 3.3 presents the trajectories for decoding. All ex-pupils with complete data had
histories of severe difficulties with decoding in childhood, apart from of Grace (RD
subgroup) who had no history of difficulties with decoding'. Three RD subgroup members
presented with no decoding difficulties at follow-up (Grace, Jack and Dennis), the remaining
RD subgroup members showed mild difficulties (Steven, Darren and Freya) as did Karen (PD
subgroup) and Kirsten (CD subgroup). Kirsten was the only ex-pupil outside the RD

subgroup to show an improvement with decoding at follow-up.

! Although, according to the archive, she did have a hyperlexic profile as a child. This is associated with
~ difficulties with reading comprehension rather than decoding (see appendix case reported).
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Figure 3.1 - Trajectories for Expressive language

Figure 3.2 - Trajectories for Receptive language
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h. Spelling

Figure 3.4 present the trajectories for spelling ability; these were similar to the
trajectories for decoding. Again all ex-pupils with complete data had histories of severe
difficulties, with the exception of Grace (RD subgroup) who had no history of difficulties
with spelling. Only two RD subgroup members presented with no difficulties at follow-up
(Grace and Steven). The remaining RD subgroup members showed a mild level of
improvement with spelling (Darren, Jack, Dennis, and Freya). Kirsten (PD subgroup) also
showed a mild improvement in spelling at follow-up. Finally, all other ex-pupils in the PD

and CD subgroups with complete data presented with severe difficulties in both domains at

both time points.

i. Nonverbal IQ

Figure 3.5 present the trajectories for nonverbal 1Q, and shows some scores were
stable over time while others were unstable. Four ex-pupils experienced a drop in nonverbal
ability: one member of the RD subgroup and two members of the PD showed mild drops in
nonverbal ability (Dennis, Jodie and Julian), and one CD subgroup member showed a severe
drop (Toby). However, another PD subgroup member (Robin) showed the opposite pattern
and résolved his mild difficulties from childhood.

The remaining ex-pupils with complete data all showed stable nonverbal 1Q scores
with time; two of the RD subgroup and one of the PD subgroup’s nonverbal 1Q scores stayed
within the normal range (Grace, Steven and Jacky), and three of the CD subgroup all showed

severe persisting difficulties at both time points (Kirsten, Emma and Fiona).

j. Verbal IQ

Figure 3.6 presents the trajectories for verbal 1Q. Again, Grace (RD subgroup) was
the only ex-pupil that experienced no difficulties with verbal IQ at either time point. The
remaining two RD subgroup members with complete data showed opposing trajectories;
Dennis experienced a mild drop in verbal IQ while Steven resolved his mild difficulties. All
the remaining ex-pupils with complete data showed mild or severe difficulties at both time
points apart from Kirsten (CD subgroup) who remarkably resolved her severe childhood
difficulties. Jacky and Robin (PD subgroup) also showed opposing trajectories; Jacky’s mild
difficulties became severe in adulthood and Robin’s severe difficulties became mild. All the

remaining cohort members showed a stable profile over time; Jodie (PD subgroup) had mild

58



University of Sheffield Lydia Ansorge
Figure 3.3 - Trajectories for Decoding Ability
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difficulties and the other four had severe and persistent difficulties:, Julian (PD subgroup),

Emma, Toby and Fiona (CD subgroup).

k. Summary

When comparing the trajectories for the two language measures, there appeared to be
a stronger relationship between ex-pupils’ subgroup membership and improvement over time
for receptive language difficulties than for expressive language difficulties. In other words
the level of improvement appeared to in interchangeable for the RD and PD subgroups in the
domain of expressive language. Whereas for receptive language difficulties only the RD
subgroup appeared to fully resolve their difficulties.

Literacy difficulties were more persistent with age than language difficulties and
only RD subgroup members experienced improvements in literacy ability, with the exception
of Kirsten who was in the CD subgroup and also showed a mild improvement in both
decoding and spelling.

Four ex-pupils experienced a drop in nonverbal 1Q with age; these were spread across
the subgroups, however the most severe drop was experienced by a CD subgroup member.
Six other cohort members did not experience changes in nonverbal IQ: those in the RD and
PD subgroups remained in the normal range and those in the CD subgroup consistently
experienced severe difficulties. One PD subgroup member also showed a gain in nonverbal
ability suggesting in some cases difficulties with nonverbal IQ can be resolved. The
trajectories for verbal 1Q were also unstable across all the subgroups: five ex-pupils
experienced changes in verbal IQ over time; two experienced losses and three experienced

gains. Six ex-pupils also experienced consistent verbal IQ scores with age.
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Figure 3.5 - Trajectories for nonverbal 1Q

Figure 3.6 - Trajectories for Verbal 1Q
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3.3.3 Study 3: The Siblings

Direct comparisons of the standard and median scores suggest a trend that siblings out
performed ex-pupils on all domains. Grace was the most able member of the cohort and the
only ex-pupil to display no apparent difficulties according to the assessment battery.
However, her performance was substantially poorer than her sister’s on verbal and nonverbal
IQ, ERRNI expressive language and reading. However, her spelling and MLU were similar to
her sisters. Robin’s sister also outperformed him on all the assessments; however she also
appeared to have some mild difficulties with verbal IQ and MLU herself. Lastly, Freya’s
brother also outperformed her, on all assessments apart from MLU where he also appeared to
have difficulties.

These findings are crude as numbers were extremely limited however they suggest a
trend that siblings outperformed the ex-pupils on the majority of assessments even when ex-
pupils had shown no difficulties within a specific domain. An undesirable but also not

unexpected finding was that 2 of the siblings appeared to have difficulties of their own.

Table 3.8 — The ex-pupil and sibling comparisons

Ex-pupil Age Gender WASI WASI ERRNI ERRNI ERRNI TROG WRAT WRAT
n.verb verb  exp MLU recept reading spelling

Grace 26;03 Female 93 99 103 115 106 95 105 119

Emily 24;06 Female 111 121 112 115 126 104 120 118

Freya 24;10 Female 93 72* 108 84* 85 90 79* 80*

Thomas 29;05 Male 123 100 97 75%* 126 104 116 104

Robin 27,09 Male 109 70* 105 93 106 99 62** 67**

Petra 26;07 Female 100 79* 121 81* 119 99 86 104

Ex-pupil 26,03 93 72 105 93 106 95 79 80

Median

scores

Sibling 26,07 111 100 112 81 126 104 116 104

Median

scores
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3.4 Discussion

3.4.1 Study 1: What are the ex-pupils’ language, literacy and 1Q outcomes in
adulthood?

a. Language Difficulties

The ex-pupils all had histories of severe and complex SLD that extended beyond 5;6
years. It would therefore be predicted that all the ex-pupils would experience persisting
language difficulties in adulthood (Bishop and Adams, 1990; Nathan et al., 2004a). While
this was the case for most ex-pupils at follow-up, three had managed to resolve all their
language difficulties. There are two possible explanations for this unexpected finding. The
first is that some individuals with SLD may be able to resolve their childhood language
difficulties with the right intervention, even in cases where their initial difficulties were
severe (Dockrell and Lindsay, 2008). All the ex-pupils had received intensive and specialist
provision for SLD at the school for several years during childhood (see table 3.1 for entry and
leaving ages for the school); this could have provided enough support for three ex-pupils to
resolve their language difficulties. Notably, Haynes and Naidoo (1991) and Aboagye (2001)
also reported that individuals who experienced a similar education to the ex-pupils in the
present study go on to experience heterogeneous language outcomes; in some cases their ex-
pupils also showed mild or residual language difficulties as adults. Furthermore it is also
important to acknowledge the severity of the ex-pupils childhood language difficulties. The
school specifically caters for severe and complex cases of SLD (The school’s prospectus
summer, 2008), and therefore it is likely that their childhood SLD would have been more
severe than other cohorts where persisting SLD were reported in adolescence and adulthood
(¢.g. Conti-Ramsden and Durkin, 2008; Stothard et al., 1998).

However, the second explanation is that the assessment battery used at follow-up was
not sensitive enough to identify persisting difficulties in those three cohort members. Two of
the assessments used (ERRNI and TROG) are not designed for use with adults and thus
maybe unable to detect more subtle difficulties in older participants. However, as the WASI-
R is designed to measure verbal IQ in adults and also failed to detect any language difficulties
in these individuals, these unexpected findings are less likely to be due to the assessment

battery. However the WASI-R does measure different aspects of language skills than the
ERRNI and the TROG.
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b. Literacy Difficulties

Literacy outcomes were poorer than language outcomes, and all the ex-pupils
experienced persistent literacy difficulties at follow-up; apart from Grace who had no history
of difficulties with spelling or decoding. In general, the ex-pupils with pervasive difficulties
experienced greater difficulties with reading and spelling than those with resolved or residual
language difficulties. This pattern of result was similar to Stothard et al., (1998) and
Snowling, et al., (2000) who both found persistent literacy difficulties in adolescents with
histories if SLI. This was even the case for those who had their SLI resolved by 5;6 years,
though individuals with persistent-SLI experienced more severe literacy difficulties than
those with resolved-SLI. These results also support Johnson’s et al (1999) findings that adults
with pervasive difficulties also experience the poorest literacy outcomes, however there were
no obvious differences between those experiencing receptive or expressive language
difficulties in the ex-pupil cohort at follow-up. Nathan, et al. (2004a; b) also reported that
those with articulation difficulties have fewer literacy difficulties than those with more
complex SLD; however articulation difficulties are likely to cause difficulties with spelling.
The present study did not measure articulation difficulties at follow-up, however no real
differences between reading and spelling difficulties were apparent. Overall, it is known that
individuals with a history of SLD are at high risk of severe, persistent and lifelong literacy
difficulties (Aboagye, 2001; Clegg et al., 2005; Dockrell et al., 2009; Felsenfeld et al., 1992;
Leitdo and Fletcher, 2004; Snowling, et al., 2000). The present findings show this is also the

case for the ex-pupils.

¢. Nonverbal Difficulties

Cognitive impairments occurred amongst the ex-pupils with the most severe and
pervasive difficulties; this was similar to previous research findings by Catts et al. (2002).
Decoding, spelling and verbal 1Q were also severely impaired in these cases. The exception
was Kirsten who had severe cognitive difficulties accompanied with mild literacy and mild
expressive language difficulties only. There was also a trend that only those who experienced
nonverbal difficulties also experienced difficulties with narrative. Wetherall et al., (2007)
previously reported similar findings for adolescence with SLI who experienced a drop
nonverbal 1Q with age.

Botting (2006) proposed that there is a relationship between language and nonverbal

IQ that is not yet fully understood, and that cognitive impairments often occur with language
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difficulties. These findings suggest that those who experienced the most severe and pervasive
SLD in adulthood are likely to also experience difficulties with nonverbal ability.
Furthermore there appeared to be a relationship where only those with nonverbal difficulties

appeared to experience difficulties with narrative.

d. Conclusions from Study 1

The results suggest a trend that individuals who experience the most severe
difficulties also experience the most pervasive difficulties; this supports previous findings
that have reported this pattern of results (Aboagye, 2001; Haynes and Naidoo, 1991; Johnson
et al., 1999). Literacy difficulties were the most prevalent type of difficulty in this cohort and
these were more severe in pervasive cases. Verbal IQ was the second most frequently
effected domain: this was sometimes affected in individuals with mild or residual difficulties
(RD subgroup) and always affected for individuals with more severe difficulties? (PD and CD
subgroups). The ex-pupils with the most severe and pervasive SLD at follow-up risked

impairments with nonverbal 1Q and narrative (CD subgroup).

3.4.2 Study 2: What can we learn from mapping the longitudinal trajectories of these
individual’s cognitive, language and literacy difficulties?

The critical age hypothesis states that SLD will persist if not resolved by 5;6 years
(Bishop and Edmunson, 1990; Nathan et al., 2004a). However, the findings from study 1
suggest more potential for some individuals to resolve their SLD than this (see 3.3.1). Study 2
adds further weight to this as the longitudinal trajectories show that several ex-pupils were
able to fully or partially resolve their difficulties having experienced severe SLD in
childhood. The ex-pupils with the most pervasive difficulties continued to experience the
poorest outcomes longitudinally. This is similar to the findings by Johnson et al. (1999) and
suggests a relationship between pervasive and severe difficulties that causes a high risk of
persistent difficulties over the life span.

In addition, the trajectories also suggest a trend that receptive language difficulties
have a greater chance of being resolved if the individual’s difficulties are not pervasive,
though this did not appear to be the case for expressive language difficulties. Two ex-pupils

with comprehension difficulties in childhood were able to resolve their language difficulties

2 With the exception of Kirsten,
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in the absence of other pervasive difficulties, although some literacy difficulties still
remained (Steven and Jack). This goes against the findings by Johnson et al. (1999) who
found comprehension difficulties to be more difficult to resolve than expressive language
difficulties. This could reflect a difference between the two cohorts as Jack and Steven
resolved their comprehension difficulties in the absence of other pervasive difficulties.
Furthermore this finding was at a case study level and Johnson et al. (1999) examined
outcomes at a group level.

Study 1 also showed literacy difficulties to be more prevalent in the ex-pupil cohort at
follow-up than language difficulties. Study 2 suggested that severe childhood literacy
difficulties are harder to resolve than severe language difficulties. Furthermore only 1 ex-
pupil with severe difficulties showed any improvement with literacy since childhood; this
was Kirsten whose profile was atypical at follow-up because her greatest difficulties were
with nonverbal 1Q rather than language. All the other ex-pupils with severe or pervasive
difficulties at follow-up experienced lifelong severe difficulties with literacy.

Four ex-pupils experienced a drop in nonverbal ability with age. Falling nonverbal 1Q
did not appear to be related to pervasiveness as drops were experienced in all three
subgroups; however the ex-pupil who experienced the most severe drop belonged to the CD
subgroup. Six other ex-pupils experienced stable nonverbal ability over time; three of these
had been experiencing stable, severe and persisting nonverbal 1Q difficulties since childhood
(all CD subgroup members). The other 3 ex-pupils with stable nonverbal 1Q scores had
always scored in the normal range and all belonged to the RD subgroup. There was one ex-
pupil who also experienced a gain in nonverbal ability.

These findings therefore support the idea that individuals with persisting SLD risk a
drop with nonverbal IQ with age (Botting et al., 2005; Conti-Ramsden et al., 2001; Mawhood
et al., 2000; Tomblin et al., 1992). They also suggest a trend that individuals with the most
pervasive language difficulties are likely to also experience difficulties with nonverbal 1Q,
however these may be present from childhood and to not necessarily develop with age. This
also supports the idea that cognitive impairments are likely to occur alongside language
impairments rather than the difficulties being discrete (Botting, 2006; Viging et al. 2003).
However, further conclusions on the risk factors that can lead an individual to experience a
drop in nonverbal IQ is still unclear. In addition, the impact of the intensive provision the ex-

pupils received at the school is also unknown; it may have prevented more ex-pupils from

experiencing greater losses.
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3.43 Study 3: How do the ex-pupils’ psychometric outcomes compare to that of their
nonlanguage impaired siblings?

This analysis showed siblings outperformed ex-pupils on the majority of assessments,
suggesting that severe and complex childhood SLD also cause persisting difficulties with
language, literacy and cognitive ability when controlling for genetics and family
environment; this agrees with finding by Clegg et al., (2005). Notably, the siblings were a
relatively high performing set of individuals as all three scored about the normal range in at
least one domain. This could have skewed the results as ex-pupils were being compared to
high scoring individuals rather than the normal distribution. However, these siblings still
shared the same genetics and family environment as their sibling with SLD.

Although the study aimed to recruit siblings with no histories of SLD two siblings
also presented with mild difficulties. This is not surprising given the evidence for heritability
(Barry et al., 2007; Gopnik and Crago, 1991, Lai et al., 2001; Tallal et al., 2001). Robin’s
sister also experienced difficulties but these were not as severe as Robin’s, and she still
experienced a better outcome overall. Freya’s brother’s difficulties may need further
investigation as he scored more poorly on MLU compared to his other assessments. Even so,
each sibling still outperformed their ex-pupil pair on the majority of formal assessment

suggesting that their language impairments are less.
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Part 2
Psychosocial Outcomes and the Impact of SLD

on Families

Section 2 of this thesis examines and identifies the psychosocial outcomes for
individuals with severe and persistent SLD and the impact SLD have on families over the
course of the life span. It comprises 3 chapters. Chapter 4 is a literature review that examines
the psychosocial impact of longstanding SLD have on those who experience them and their
families, and the issues surrounding quality of life in research methods.

Chapter 5 will present the second study in this thesis. This used semi-structured
interviews to examine the ex-pupils psychosocial outcomes, their perceptions of their own
quality of life, and their experiences at the school. Secondly, it also examined the relationship
between the psychometric data presented in chapter 3 and psychosocial outcomes identify
any emerging themes. Thirdly the ex-pupils’ psychosocial outcomes were compared to their
nonlanguage impaired siblings who controlled for genetics, upbringing and family
environment. |

Chapter 6 will present the third study in this thesis. This used semi-structured
interviews to examine the views and experiences of the ex-pupils parents and siblings having
had a member of their family with severe and complex SLD who attended the school. It also

aimed to clarify the ex-pupils’ reports in chapter 5 through the use of a proxy measurement

provided by the parents.
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Chapter 4 -The Quality of Life and Psychosocial
Outcomes for Individuals with Persisting Speech and
Language Difficulties and the Impact on Family Life: A

Literature Review

4.1  Quality of Life

4.1.1 Defining Quality of Life

Quality of life (QoL) is a multi-dimensional construct with multiple approaches
(Diener and Suh, 1997). The World Health Organisation (WHO) defined QoL as:

“an individuals’ perception of their position in life in the context of the culture and value
system in which they live and in relation to their goals, expectations, standards and
concerns. It is a broad ranging concept affected in a complex way by the person’s
physical health, psychological state, level of independence, social relationships, personal
beliefs, and their relationship to salient features of their environment”.

(WHO QoL Assessment Group, 1993). There are a broad range of concepts and approaches
associated with QoL. For example, Brock (1993) defined three ways of defining the concept
of QoL:

e religious or philosophical ideals, for example the belief that a good life is

dictated by religious values and principles

e personal satisfaction and preferences, for example QoL can be determined by

an individual’s ability to obtain what they desire

e personal experiences, e.g. how much a person experiences feelings of joy,

pleasure and contentment

Eiser and Morse (2001) proposed that a good QoL occurs when the hopes of an individual are

matched and fulfilled by experience, and defined a range of contexts for what QoL can refer
to:

¢ synonymous with happiness

symbolise material wealth

relationships with others

economic factors
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Multiple contexts led the authors to propose different approaches to examining QoL:

e The economic approach which refers to an individual’s acquired wealth.

e The sociological approach which refers to an individual’s perception of

personal circumstances and relationships with others.

¢ The psychological approach which refers to self-esteem, happiness and

fulfilment.

o The medical approach which refers to quality of medical care and quantity of
life. This final approach is often referred to as health related QoL (HRQoL).

The range of concepts and approaches to QoL pose a problem for researchers, as the
principle of QoL can vary and different researchers may use the term with reference to the

different topics above.

4.1.2 The Psychology of Quality of Life

Theories have been put forward for the psychological processes that generate QoL.
Cummins (2000) proposed that QoL is determined by levels of self-esteem and control. Self-
esteem has been shown to be a strong predictor of life satisfaction (Diener and Diener, 1995),
therefore high levels of self-esteem are likely to facilitate QoL. This is thought to be
especially true of Western cultures. Most recently, Marriage and Cummins (2004) argued the
case for a link between primary control® and perceived well-being. Therefore, when an
individual has more direct control over their situation, they are more likely to experience
higher levels of perceived well-being and therefore QoL. In situations where primary control
is not possible, an individual can use internal control* or secondary control to reduce the
negative psychosocial impact of uncontrollable events (Band and Weisz, 1990). Again in this
instance, an individual with greater internal control will experience greater personal well-
being.

Albrecht and Devlieger (1999) put forward a framework for QoL. They proposed that
a good QoL involves establishing and maintaining a sense of balance between the body, mind
and spirit within the individual’s social context and environment. They argue that high levels

of perceived QoL can still be achieved in situations where an external observer may assume a

jgrimary control refers to control over existing physical, social or behavioural realties, (Schulz and Decker,
85).

4 . .. .
Internal control refers to control over the perception or internal feelings over existing realities.
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less than desirable standard of living; e.g. a person living with a disability. An individual’s
perception of QoL can also change over time if internal standards, values and
conceptualisation of QoL shift. Shifts can occur if an individual’s life circumstances change

(Spranger and Schwartz, 1999).

4.1.3 Measuring Quality of Life

The literature has debated how best to measure QoL. A range of measuring tools have
been devised that reflect the different definitions and contexts for QoL (as discussed 4.1.1).
Traditionally, standardised objective instruments have been used. Typically these target and
evaluate QoL in terms of specific life domains and produce ordinal measurements. QoL
assessments include the Healrh Utilities Index (HUI) (Feeny, Torrance and Furlong, 1996;
Furlong, Feeny, Torrance and Barr, 2001), the Quality of Well Being Scale (QWB) (Sieber,
Groessl, David, Ganitats and Kaplan, 2004) and the TNO-AZL?® Pre-school Children’s
Quality of Life-questionnaire TAPQOL) (Fekkes et al., 2000). The largest and most
influential contribution was put forward by the World Health Organisation (WHO)
(WHOQOL Group, 1995; 1998). This started as a project that aimed to identify the different
elements that underlie QoL cross-culturally. Four broad, universally accepted domains were
identified as relevant to QoL: physical health; psychological well-being; social relationships,
and environment (WHOQOL, 1999). This lead to the formulation of the WHOQOL-100 and
WHOQOL-BREF, which measure QoL according to these domains.

However, Avis and Smith (1998) criticised conventional measurements of QoL as
they can be confounded by concealment and social desirability. There is contention as to
whether QoL should refer to objective standards determined by a person’s circumstances and
environment, or to an individual’s perceived satisfaction levels (Hendry and McVittie, 2004).
Objective measures of QoL (for example, measurements of QoL according to wealth,
standard of living, health or personal achievement) have been criticised by authors who
favour more subjective approaches to QoL. Carr, Gibson, and Robinson (2001) criticised
objective assessment methods as they carry the risk of being confounded by the participant’s
life expectations and cannot measure QoL according to individual perception. Perceptions of

QoL can vary between different individuals, so participants with different expectations will

* Netherlands Organisation for Applied Scientific Research Academic Medical Centre.
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report different QoL in the same circumstances. Hendry and McVittie (2004) argue that
subjective measurements (for example, perceived satisfaction) are favourable because they:

¢ can account for context, experiences and perceptions at an individual level.

¢ have no definite criteria, such as status within a life domain, for example

marital status, employment status, income and education
¢ can allow for ambivalence which rigid measures may not
¢ do not require normative data

Carr and Higginson (2001) made the case for patient-centred QoL measures and
argued they are not affected by the same restrictions as conventional objective assessment
methods. They put forward the Schedule for the Evaluation of Individualised Quality of Life
(SEIQOL). In this, individuals are asked to specify five areas of life that are important to
them and rate their current status in each of these to provide a quantitative account of an
individual's perceived QoL. Similarly, Records, Tomblin and Freese, (1992) also devised a
tool to measure subjective QoL; the Subjective Well-Being measure.

Subjective measurements of QoL can also be criticised for lacking clearly defined
mechanisms and being vulnerable to researcher and participant biases at the data collection
and analysis phases (Allan, 2003). Furthermore, they can be confounded by concealment and
social desirability in the same way as objective methods (Avis and Smith, 1998). Finally,
Diener and Suh (1997) argued the case for using subjective well-being measures as a means

to evaluating and extending the findings from objective measures of QoL.

4.1.4 The Relationship Between Quality of Life and Disabilities

Individuals with disabilities report mixed experiences of QoL. However, there is
mounting evidence to suggest that individuals with disabilities do not necessarily experience
a poorer level of QoL than individuals without disabilities. Albercht and Devlieger (1999)
proposed that many individuals with persisting disabilities or long-term illnesses reported a
good or excellent level of QoL even though external observers may assume a less desirable
level of QoL. They found that 54.3% of those with a moderate to serious disability reported
high levels of QoL compared with 80-85% of people without disabilities. This suggested a
discrepancy between objective QoL and QoL as perceived by the participants. Similarly,
Shelly et al. (2008) argued that levels of QoL are more dependent on psychosocial aspects of

life than functional limitations. Therefore an individual with a severe or long term disability
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will still experience good levels of QoL if their perceived QoL is high. Shelly et al. (2008)
reasoned that as QoL is often confused with function this often leads to the expectation that
an individual with a disability will experience a poorer QoL than an individual without a
disability. For example: Klugman and Ross (2002) reported a poor QoL for individuals with
multiple sclerosis based on the functional limitations of the illness alone. They did not
measure the participants’ perceived QoL and therefore it is not known how these participants
perceived their QoL. In comparison, O’Dickinson et al. (2007) reported that children aged 8-
12 with cerebral palsy perceived similar levels of perceived QoL to children without
disabilities, and thus both groups of children perceived their QoL as high. Shelly et al. (2008)
provided further evidence to support this. They also examined QoL in children with cerebral
palsy and found that while they commonly reported negative feelings towards the physical
and functional aspects of their disabilities, this did not prevent them from achieving positive
scores for the psychosocial aspects of QoL. This was also highlighted by Rosenbaum,
Livingston, Palisano, Galuppi and Russell (2007) when they compared different assessment
tools measuring the level of functioning and QoL in young people with cerebral palsy; a
weak relationship between the functioning and perception was found, with functioning
accounting for little of the variance in QoL between individuals.

In conclusion, QoL can be measured in terms of function or perception; however there
are cases where these measures can produce opposing results. This can be especially true of
those with disabilities. Both measurements are valid when examining QoL and arguably the

results from both types of measurement can be triangulated to build the most complete

assessment of QolL.

4.2 The Impact of Speech and Language Difficulties on Psychosocial
Functioning and Quality of Life

Speech and language skills are an important prerequisite for psychosocial functioning,
psychosocial outcomes and QoL (Clegg, 2006). The literature has reported mixed

psychosocial outcomes and QoL for adults with childhood histories of SLD. The following

sections will discuss the impact of long-term SLD on psychosocial functioning and QoL.
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4.2.1 Educational Achievement

a. Formal Qualifications

Children who enter school with SLD will be disadvantaged as they will lack the
building blocks necessary to develop the literacy and numeracy skills required to access the
curriculum (Dockrell and Lindsay, 2008). Children with persistent SLD are likely to perform
more poorly at school than their typically developing peers (Glogowska et al, 2006; Nathan et
al, 2004b). The literature has reported mixed but predominantly negative findings for
educational attainment and gains in formal qualifications for adults with persistent SLD
(Clegg et al., 2005; Felsenfeld et al., 1994; Young et al., 2002).

Several studies have reported that adolescents with histories of SLD experience less
academic success than those with no such history. For example, Young et al. (2002)
followed-up the speech and language impaired cohort originally identified at 5 years of age
by Beitchman et al. (1986) when they were 19 years of age. When nonverbal 1Q was
controlled they found that those with language impairments experienced greater difficulties
academically than those with a history of speech difficulties only who performed at a similar
level to controls with no histories of SLD.

Snowling, Adams, Bishop and Stothard, (2001) highlighted the potential impact of
early SLD on performance in examinations during adolescence. They followed-up the cohort
originally identified by Bishop and Edmundson (1987) aged 4 years when they were 16-17
years of age. They found a direct relationship between an individual’s history of SLD and the
number and grade of GCSEs they obtained. Those with resolved-SLI were less successful
than those with no history of SLD, however they did perform better than those with
persisting-SLI and general delay. Haynes and Naidoo (1991) interviewed 34 ex-pupils (26
males and 8 females) aged 18 years from the same school as the one now used in this thesis
before it opened its secondary education department. Thirteen ex-pupils completed the
interviews over the telephone, one by letter. A parent of the ex-pupil completed a telephone
interview in 15 cases and both the parent and the ex-pupil contributed information in 6 cases.
Twenty-two ex-pupils had gained CSEs; five had gained O levels; 3 had gained A levels, and
thirteen had no formal qualifications. Aboagye (2001) also reported some formal
qualifications amongst her four case studies. These adults (aged 33;2-44;1) with childhood
histories of severe and complex SLD who attended school similar to the one the ex-pupils
attended in this thesis. Furthermore, she noted a relationship where those with more complex

and pervasive SLD also experienced the poorest academic outcomes. Felsenfeld, Broen, and
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McGue, (1992) also reported lower grades for adults with histories of SLD and found they
had completed fewer years of formal education compared with nonlanguage impaired
controls.

Conversely, a relatively recent wave of studies has reported mixed findings. Dockrell,
Lindsay, Palikara and Cullen (2007) found 54 adolescents with SLD experienced greater
relative success at the end of compulsory education than previous reports (Aboagye, 2001;
Haynes and Naidoo, 1991; Snowling et al., 2001); the majority gained a mean of five GCSEs
at grades D-G and 13% gained five GCSEs at grades A*-C. However, only 3% gained both
Mathematics and English A*-C. However, high levels of individual differences were also
found and a minority of participants had limited academic success. Notably, most of these
individuals attended mainstream schools and could therefore have had less severe SLD than
the cohorts seen in the other studies; the participants seen by Aboagye (2001) and Haynes
and Naidoo (1991) were all ex-pupils of residential special schools for SLD.

Durkin, Simkin, Knox and Conti-Ramsden (2009) followed-up 120 adolescents with
SLI and 121 typically developing controls aged 17;4; originally identified at 7 years (Conti-
Ramsden et al, 1997). At follow-up 75% were in special school while 25% were in
mainstream school; this meant any differences between those in mainstream and special
school could be examined in more detail. Their findings were similar to Snowling et al.
(2001): those with resolved SLI performed worse than typically developing individuals but
better than those with persisting SLI. Also, those in mainstream school gained more
qualifications than those in special school. This was a likely consequence of those in special
school having more severe difficulties and a difference in policy for exam entry between the
types of school.

Durkin et al. (2009) also found that the SLI and typically developing cohorts both
reported the same satisfaction levels with their academic outcomes even though the cohort
with SLI performed more poorly than their typically developing peers. Similar levels of
satisfaction for lower academic achievement in adults with SLD were also reported by
Felsenfeld, Broen and McGue (1994). However, Durkin et al. (2009) suggested that the
findings could indicate that individuals with SLI had lower expectations for themselves and

therefore experienced high satisfaction levels.
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b. Post-16 education

Outcomes at post-16 have been mixed but predominantly poor. Haynes and Naidoo
(1991) reported that almost two thirds of their group went on to post-16 education; eight
attended Technical colleges; 3 attended University; and 7 attended youth training schemes. In
addition, twelve followed vocational courses: e.g. brick laying. Howlin et al. (2000)
documented the educational achievements of the DLD (n = 20) and autism (n = 19) cohorts in
their early 20°s; originally identified by Bartak et al. (1975). Findings were relatively poor;
none of the DLD cohort had gained post-16 qualifications, although six of the young adults
with autism had. This was despite the fact the group with autism appeared to have more
difficulties with cognitive tasks (Mawhood et al., 2000). However, a more positive outcome
was reported for the DLD cohort when Clegg et al. (2005) saw them in their mid 30’s; six
had gone on to gain post-16 qualifications since the earlier studies. Records et al. (1992)
reported that fewer young adults aged 17-25 years with SLD were enrolled in post-16
educational placements compared to nonlangauge impaired age matched controls.

However, again other studies have reported more positive success at post-16. Durkin
et al.,, (2009) reported that adolescents with SLD are just as likely to pursue post-16 education
as those with no history of SLD; however success in chosen post-16 placements can be more
heterogeneous and a minority of individuals will still experience limited academic success at
post-16. Dockrell et al., (2007) also reported most of the individuals they saw went on to
post-16 placements. A minority of participants sort employment rather than FE after

compulsory education, these tended to be those with the poorest academic success.

c. Social Difficulties and Victimisation

The educational attainment of children with SLD can be further hindered by the
behavioural problems as these children are more likely to be disruptive in the school
environment and social difficulties inhibit their ability to assess education (Lindsey and
Dockrell, 2000). Children and adolescents with SLD may have social and behavioural
problems. Conti-Ramsden and Botting (2004) followed up 242 adolescents aged 14 years
who were part of the cohort originally identified at age 7 by Conti-Ramsden et al. (1997).
They found that adolescents with SLD were at greater risk of bullying, victimisation and
social isolation than peers without SLD. They followed-up 242 of the original cohort and
concluded that this may be the result of poorer social skills and behavioural problems. In turn

this increased the likelihood that they were singled out by their nonlanguage impaired peers.
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Huagqing Qi and Kiaser (2004) integrated the behavioural characteristics of 32 children aged
between 3-4 years with SLD. These children exhibited poorer social skills and more
behavioural problems than children with typical language development.

Children 10-13 years with persisting SLD have also been shown to have a more
negative self perception of their competence at school, peer group acceptance and behaviour
compared to their typically developing peers and younger children with similar difficulties
according to self report questionnaires (Jerome, Fujiki, Brinton and James, 2002). Overall,
the evidence suggests children with SLD are at risk of experiencing serious disadvantages at

school compared to their peers.

4.2.2 Levels of Independence

SLD and associated literacy difficulties in childhood have been shown to be related to
the level of independent functioning achieved in adolescence. Conti-Ramsden and Durkin
(2008) followed-up 120 adolescents aged 16 years with a history of SLI; this cohort was
originally identified at 7 years old (Conti-Ramsden et al. 1997). According to both parental
and self reports many were less independent than their non-language impaired peers. Levels
of independence were found to be associated with levels of language and literacy
performance. Furthermore, individuals with histories of SLD are susceptible to poorer
employment outcomes, often related as a result of poorer academic achievement (Snowling et
al., 2001). In turn, poorer employment outcomes affect financial outcomes which are

necessary for to independent and autonomous living (Clegg et al, 2005).

a. Employment outcomes

The potential consequences of poorer academic achievement are severe, as it can limit
subsequent opportunities for FE and employment (Conti-Ramsden et al., 2008; Snowling et
al., 2001). Follow-up studies have reported limited success with employment for adults with
childhood histories of SLD (Billstedt et al., 2005). Howlin et al. (2000) reported poor
employment outcomes for the cohorts with both DLD and autism in the early 20s follow-up
of the cohorts identified by Bartak et al. (1975). However, employment outcomes were worse
for the autism cohort as none of 19 individuals followed-up were in employment compared
with 12 of the 20 members DLD cohort who were employed. This was despite greater

academic success amongst the autism cohort (previously reported in 4.2.1). When Clegg et al.
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(2005) revisited the DLD cohort in their mid 30’s only 10 were still employed, however only
17 of the original cohort were followed-up at this time. They also reported unstable
employment histories among the cohort, with some having been dismissed from work in the
past. The same was not reported for a sibling control group. Similar, results were found by
Hornby and Kidd (2001). They followed up a cohort of 24 young people (aged 18-25, mean
age 22 years) with moderate learning difficulties and reported that 17 of this cohort were
unemployed®,

In contrast, Aboagye (2001) found all four of her case studies had gained full time
employment, though one had become unemployed five months prior to follow-up. Felsenfeld
et al. (1994) found no differences in levels of employment for individuals with a history of
SLD and nonlanguage impaired controls. However, those with SLD typically had less skilled
jobs than controls. Records et al., (1992) also found similar levels of employment and income
for adults with SLD compared with nonlanguage impaired controls. However, the control
group were more commonly in part-time employment than the SLD group, albeit on the same
income. This may have been because more of the controls were attending further or higher
education and therefore not taken up full time employment.

Haynes and Naidoo (1991) also examined the employment outcomes for their ex-
pupil cohort at 18 years of age and found mixed results. Twenty-five were employed
including two who were in part time employment. However, five participants were
unemployed, and 8 who were employed had experienced periods of unemployment in the
past lasting up to 18 months. Six ex-pupils also expressed dissatisfaction with their jobs. The
remaining ex-pupils were still in further or higher education at the time of follow-up.

Howlin, Alcock and Burkin (2005) demonstrated the success of a supported
employment scheme that helped adults with a clinical diagnosis of Autism into work. One
hundred and ninety-two clients of the project were found work over an 8-year period; this
was a success rate of 68%. The majority of jobs were permanent and in administrative,
technical or computing work. High satisfaction levels were reported by the clients in the
scheme. The research highlighted how beneficial supported employment can be; however

running the scheme came at a high financial cost (Mawhood and Howlin, 1999).

6
However, 2 of these 17 had found their own ways to earn money and demonstrated entrepreneurial skills. One

kept ferrets to catch rabbits which he sold to the local butcher, and the other bought old bicycles cheaply to
repair and sell for a profit.
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b. Financial difficulties

Little is known about the economic impact of SLD on the individuals who experience
them. Difficulties gaining and maintaining employment are likely to cause financial
difficulties. Clegg and Henderson (1999) described the case of TH, a 34-year-old male with a
history of DLD, who experienced severe financial difficulties, caused by difficulties gaining
employment. TH had only had one paid job for two years since the age of 17, and therefore
relied on his family to support him. Clegg et al. (2005) reported similar findings in their study
of the 17 DLD cohort members, 11 had received welfare benefits and all of the seven adults
who were living independently were living in accommodation rented from local authorities.
In such cases, the estimated financial and economic cost of supporting individuals with SLD
over their lifespan is high (Clegg and Henderson, 1999; Mawhood and Howlin, 1999).
Expenses included funding for specialist educational provision in childhood, and housing and
living benefits in adulthood, and is most costly in cases where the individual struggles to
become financially independent. Clegg and Henderson (1999) estimated benefits claimed for

DLD individuals to be around £66,000 over their lifespan compared with £23,000 for sibling

controls.

c. Independent living

Levels of independent living have typically been reported to be poor for adults with
childhood histories of SLD or DLD (Clegg et al., 2005; Haynes and Naidoo, 1991; Howlin,
2000) though not in all cases (Aboagye, 2001). Billstedt et al. (2005), reported very poor
outcomes for a cohort of 108 adolescents and adults aged 17-40 years (mean 25;5 years) with
autism’ and reported that only four were living independently; three of these led isolated lives
and only one lived with a partner. This demonstrated very low rates of independent living,
with the overwhelming majority of the cohort either living with their parents or in care
homes. Howlin et al. (2000) also reported poor levels of independent living in their DLD
cohort. Six of the 20 adults with DLD and 3 of the 19 members of the autism cohort were
living independently or semi-independently in their mid 20’s. A marginal improvement was
shown when Clegg et al. (2005) revisited 17 of the DLD cohort in their mid 30s and found
that seven were living independently, though the other 10 were either still living with their

parents or in supported accommodation. Only 1 of the sibling control group was still living

7 Notably this was a group of adults with very severe difficulties and by the authors own admission were not
representative of individuals with a diagnosis of autism or Aspergers syndrome more generally.
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with their parents and this was because they were still in full time education. Haynes and
Naidoo (1991) found 29 of their cohort to still be living with their parents; two of these had
tried independent living but returned how because they were lonely and for financial reasons.

Again, not all studies have reported negative findings. For example, when Aboagye
(2001) interviewed her four case studies regarding their life experiences, all reported they
were living independently. Records et al. (1992) also reported positive findings for
independent living; there were no significant differences in living situation between their
cohort of young adults with SLD and aged matched nonlangauge impaired controls. In

addition, both reported the same levels of perceived happiness with their living.

4.2.3 Personal Lives
a. Friendships

Adults with persisting SLD are also at risk of social difficulties and isolation. For
example, Howlin et al. (2000) reported that the cohorts with DLD and autism® had difficulties
with friendships, however the autism cohort experienced greater difficulties overall. Clegg et
al. (2005) reported mixed findings for the DLD cohort when followed-up in their mid 30s; ten
had a normal number of acquaintances while the remaining seven still experienced
difficulties. Overall, the DLD cohort still had poorer social outcomes when compared with
the sibling control group. Johnson et al. (1999) also found that the adults with histories of SLI
had persisting difficulties with friendships in later life. Beitchman et al., (2001) also reported
on this cohort at the same time and found that individuals with language disorders displayed
more antisocial personality traits than those with no history of language disorders. Haynes
and Naidoo (1991) also found friendships to be an area of difficulty for their ex-pupil cohort;
although 20 reported going out regularly with friend, 14 reported going out rarely and 9 only
had friends within the family. Only 7 had friends of the opposite sex. This was also
highlighted an area of specific concern for the ex-pupils’ parents who felt their children
risked social isolation. Furthermore, parents also felt the boarding element of special
schooling had a negative impact on family life and that ex-pupils were often immature for
their age.

Again, in contrast, Aboagye (2001) described more positive social outcomes for her

case studies. All four cases were members of social clubs or societies or had hobbies that

® Both cohorts also had difficulties forming peer relationships in adolescence (Cantwell et al., 1989).
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surrounded their social lives. This meant they had a group of friends they could meet
regularly at their chosen organisation. They reported high satisfaction levels with their social
lives. Hornby and Kidd (2001) also reported low levels of friendship groups for adults (aged
18-25, mean age 22 years) with moderate learning difficulties, most of whom reported having
either one or no friends.

Durkin and Conti-Ramsden (2007) found heterogeneous outcomes for social
relationships for individuals with SLI in a cohort aged 16 years (n = 120). Furthermore the
found that language ability accounted for some of the variance in outcome when other factors
known to influence friendship quality were controlled for; e.g. behavioural problems.

These findings lead them to conclude that SLI is a risk factor in poorer friendship
development.

Overall, the research findings suggest that individuals with long term SLD risk poorer
levels of friendships in adulthood compared to those with no such histories; this is especially

the case for those with more severe SLD.

b. Relationships

The literature has tended to report negative outcomes for relationships in adults with
SLD. Clegg et al. (2005) found only two of the 17 members of the DLD cohort were married
when they were seen in their mid-30s; though this number had dropped from four marriages
since their mid 20s as two had divorced (Howlin et al., 2000). Three of the DLD group had
children by the time of the mid 30’s follow-up. Billstedt et al. (2005) found 1 member of their
cohort of 108 (aged 17-40) had a partner whom he lived with. Hornby and Kidd (2001) also
found few relationships amongst their cohort of individuals with moderate learning
difficulties; one was living with her partner but none of the cohort were married. Two
participants also had children but they did not live with them.

Once again, Aboagye (2001) reported relatively positive findings compared to the
larger group studies. Three of her four case studies were married and the other had a partner.
Two of these relationships were described as happy, and two of these individuals had two
children each, but there was growing concern that three out of these four children now had
SLD of their own. In addition, Records et al. (1992) found no differences in the relationship
between their cohort of young adults with SLD and nonlanguage impaired controls. However,

the finding that the majority of participants in this study were single may merely reflect their

age: all were in their early 20s.
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4.2.4 Personal Awareness of Speech Language Difficulties

Few studies have measured the personal perceptions of adults and young people with
SLD. Palikara et al., (2009) followed-up 54 young adults with histories of SLI during their
first year of post-16 education. When interviewed, the majority of participants showed an
awareness of their difficulties and could provide an accurate representation of their needs.
Furthermore participants viewed the support they received in a positive light. Haynes and
Naidoo (1991) found that only 3 of their cases were felt to no longer have any difficulties as
perceived by their either themselves or their parents; however the authors anecdotally
reported that one of these individuals was perceived to be difficult to understand by the
research who interviewed them. The participant did not perceive this as problem. In general
perceptions of persisting difficulties were high in this cohort and it was felt this could be
partly due to a heightened self-awareness and self-criticism. It was also noted that parents
tended to report more perceived difficulties than the ex-pupils.

In a similar study, Owen, Hayett and Roulstone (2004) interviewed 12 children (age
range 6-11 years) with communication difficulties about their views of SLT. The children
reported an awareness of expressive language difficulties and social difficulties. They also
expressed concerns about friendships and academic achievement in the future. In general, the

children in this study did not feel stigmatised by support and were accepting of it.

4.3 Family Experiences of Speech and Language Difficulties

4.3.1 Caring for Children with Speech and Language Difficulties

A recent wave of studies has examined the impact of SLD on the family environment.
Parents are likely to become aware of their children’s SLD in early development; this could
either be the result of noticeable developmental differences compared with siblings or peers,
or because a professional has identified them (Glogowska, 2002). Furthermore, parents have
been shown to be able to accurately predict developmental difficulties in young children prior
to referral for SLT (Rannard, Lyons and Glenn, 2004; 2005); sometimes in cases where a
professional has not already identified a problem (Tervo, 2005). Rannard, et al., (2004; 2005)
interviewed 40 parents of children with SLD (aged 6;10-16-16;9) who had been integrated
into mainstream education from language units. These parents reported an awareness of their

child’s SLD from an carly age and were often the first to become aware of their children’s
difficultics.
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In early childhood, parents often try to make sense of their children’s SLD as soon as
they start to suspect something is wrong. Parents are also likely to have their own ideas about
their causes; for example, medical reasons, the parents’ own actions, family background, and
qualities internal to the children. Some parents may report feelings of guilt and responsibility
for their children’s SLD despite the fact that they are unlikely to be the cause (Glogowska,
2002). In cases, where early SLD do not resolve parents typically become concerned for the
future especially with regard to beginning school (Woodcock and Tregaskis, 2008).

If SLD continue to persist into later life then parental concerns will also continue,
though the nature of the concerns change. Pratt et al., (2006) recruited the families of 52 of
the SLI cohort (mean age 14;3 years), who were originally identified by Conti-Ramsden et
al., (1997) when they were 7 years of age. Mothers expressed serious and wide ranging
concemns regarding their children’s personal characteristics and social skills but generally not
their SLD directly. The number or type of concerns held also bore no apparent relationship
with the young person's difTiculties. In a similar study, Conti-Ramsden, Botting and Durkin,
(2008) recruited parents of 120 adolescents (aged 16 years) with SLI and 118 typically
developing adolescents (aged 16 years) originally identified by Conti-Ramsden et al. (1997).
The parents completed a questionnaire about the concerns for their children. Parents of the
SLI cohort expressed more negative expectations for their children’s psychosocial outcomes
than parents to typically developing adolescents. Parents of both sets of individuals expressed
concerns towards the future, employment opportunities, and socialising with other people,
however the parents of the SLD cohort did so to a greater extent. In addition, the parents of
the individuals with SLD had further concerns that their children could be taken advantage of
or bullied at school, that there was a lack of community resources to meet their needs, and
that they may experience restricted work choices in the future. Antle, Mills, Steel, Kalnins
and Rossen (2007) interviewed the parents of 15 adolescents aged 11-16 with physical
disabilities (e.g. cerebral palsy; spina bifida and muscular dystrophy). These parents also
expressed concerns for the future and how their children would progress.

Lastly, Glogowska, (2002) also found that access to information regarding children’s
SLD is important to parents as it helps them to understand and make sense of their children’s

difficulties. Importance is also placed on there being a need for greater level of knowledge of
SLD in the public domain.
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4.3.2 Raising children with Speech and Language Difficulties

A wealth of studies have reported that both mothers and fathers of children with
disabilities experience greater levels of stress (Mugno, Ruta, D’Arrigo and Mazzone, 2007;
Dyson, 1997; Floyd and Gallagher 1997; Ricci and Hodapp 2003) and depression (Hastings,
2003) than parents of typically developing children who do not. The level of parental stress
also increases if the child has behavioural problems, but does not necessarily correlate with
the level of disability experienced by the child directly. For example, Baker, McIntyre,
Blacher, Crnic, Edelbrock and Low (2003) showed there was a direct relationship between
parental stress levels and children’s behavioural difficulties in families of children with
developmental delay (aged 36-48 months). As children with SLD are more likely to develop
behavioural problems then typically developing children (as discussed inError! Reference
source not found.) then this also suggests further risks of increased stressed levels for
parents to children with. Bringing up a child with SLD has also been shown to have a
negative effect on parents’ social lives as caring for the child can be demanding on the
parent’s time (Emerson, 2003).

In addition, caring for a child with disabilities is likely to be more time consuming,
expensive, and physically exhausting than caring for children without disabilities. The burden
of responsibility will also increase with the number of other children in the family (Green,
2007). A child’s care may require a rigid routine (Mulroy Robertson, Aiberti, Leonard and
Bower, 2008), which can impact on employment (Green, 2007). Parents, especially mothers,
of children with disabilities work fewer hours due to the demands of caring for the child
(Seltzer, Greenberg, Floyd, Pettee and Hong, 2001) and have diminished financial resources
(Mulroy et al., 2008). Thus, caring for children with any disability is also likely to come at a
financial cost to families.

Furthermore, children are more likely to experience SLD among families with low
SES who are likely to have more limited financial means putting these children and families
at greater disadvantage (Emerson, 2003). For example, Glogowska (2002) reported the case
of a mother who was upset because she felt the SLT who was supporting her child expected
her to be able to afford to pay for materials that she was unable to afford to help supplement
the SLT sessions.

If a child’s SLD persist then parental responsibility and the provision of continuing
care are likely to continue even into adulthood (Floyd and Gallagher, 1997). As parents get

older they may also become more fearful for the future when they are no longer around to
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care for their child (Grant, Ramcharan and Flynn 2007). There is a likelihood that families
will still be supporting their children financially in adulthood (Clegg and Henderson, 1999).
However, not all research findings have reported negative effects of bringing up a
child with disabilities (Hastings and Taunt, 2002) and raising a child with SLD can also make
families stronger (Green, 2007). Parents are likely to experience an initial period of emotional
distress at the time of the child's birth or diagnosis but after this parents typically adjust to the
challenges of raising their child successfully (Flaherty and Glidden, 2000; Green, 2007).
Conti-Ramsden et al., (2008) found that while families of children with SLD are likely to
experience more stress relative to families of children without SLD, they are also able to
adapt and cope. Grant et al., (2007) provide further support for this in a review paper that
examined how families raising children with disabilities cope. They proposed that families
are more resilient when they are able to find meaning in their situation and are able to
embrace it, achieve a sense of control, and maintain their personal values and goals. Families
who successfully achieve and maintain these goals are more positive, and demonstrate more
resilience in the face of adversity when caring for a child with disabilities. Finally, Seltzer et
al., (2001) also suggest that families that have supported an individual whose difficulties
persist into adulthood maybe more successful at supporting their children’s needs because
they will have developed more stable patterns of coping as a result of prolonged experience

supporting their child.

4.3.3 Parental Experiences of Support Services

Parents ultimately make the decision whether to take their child to SLT and what type
of intervention to follow (Marshall, Goldbart and Phillips, 2007). Parents of children with
persisting SLD are usually keen for their child to be referred to SLT so they can gain the
benefits (Glogowska, 2002), but may also try their own methods to help support their
children before seeing relevant professionals (Marshall et al., 2007).

Glogowska and Campbell (2000) compared the views of parents of preschool children
who either received SLT immediately with those who would receive SLT the following year;
watchful waiting. In general, parents preferred for their children to receive SLT as soon as
possible and felt their children’s progress might be compromised if they did not. However,
parents who favoured watchful waiting did so because they felt their children would find SLT

more beneficial when they were older. Enthusiasm for SLT dwindled when parents felt it was
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not beneficial. Parents also preferred to have their role made clear and to have a part in the
SLT process. Overall the study showed parents viewed SLT positively. This was
accompanied by feelings of relief that their child was going to receive support and having a
more active role in supporting their child. In addition, Woodcock and Tregaskis (2008)
reported that parents valued well informed professionals who spend time with them and were
able to relate to them and their children.

However, Paradice and Adewusi (2002) highlighted that the referral process is not
always straight forward for parents and there is a high risk they will encounter difficulties.
The authors used focus groups to explore the views of 51 parents on educational provision for
children with SLD. Worryingly provisions were viewed to be scarce and gaining access to
them was dependent on luck and parents” ability to fight the local authorities. Furthermore,
Rannard, et al., (2004; 2005) reported that children with obvious neurological delays or no
speech were more likely to be referred to SLT quickly than those with less obvious
symptoms. There was often a considerable gap between the parents first noticing their
children’s difficulties and the child being referred, which made the parents feel health
professionals did not take them seriously. Parents reported frustration if the referral process
took too long.

The findings are further complicated by other findings by Rannard and colleagues
also found parents also associated SLT with fears and anxiety to confirmation of their child’s
disability, despite parents’ strong sense of needing to get their child referred as early as
possible. Some parents may be concerned that attended SLT is stigmatising for their child
(Glogowska, 2002). Furthermore, Green (2006) reported that the referral process can be an
overwhelming time for parents as they have to deal with many different professionals; e.g.
medical, educational and social services. Parents may also need emotional support to help
them cope with their children’s difficulties (Glogowska, 2002)

Glogowska and Campbell (2000) also reported that parents ultimately wanted their
children to be able to attend mainstream schools like their nonlanguage impaired peers but
were uncertain as to whether this would be achievable. SLT was seen as a means of enabling
their children to begin school when they reach the right age. However, this preference may
change if SLD persist in school age children. According to Rannard et al., (2004) parents of
older children with SLD are more likely to favour placements in language unit rather than
mainstream schooling; these parents felt not enough SLT was provided in mainstream

education and the more intensive support offered in language units was appropriate. The
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parents seen by Paradice and Adewusi (2002) also felt happier if their children were receiving

support in a special unit or special school rather than in mainstream school.

4.3.4 The Impact of Raising a Child with SLD on their Siblings

Having a child with SLD also has an impact on the other children in the family.
Therefore, knowledge of how disabilities can affect siblings is beneficial for parents and
health professionals; parents can anticipate the effect on their family and clinicians can use
the knowledge to provide support (Mulroy et al., 2008).

Studies examining the impact of having a child with disabilities has on siblings have
reported mixed findings. Negative findings have found some children experience a less close
relationship with their affected sibling (Osmond and Seltzer, 2007); and that parents can have
less time to spend with their unaffected children due to the demands of caring for the child
with disabilities (Mulroy et al., 2008). Other negative experiences are: exposing the sibling to
parental stress; the additional burden on the sibling to assist with care; having to deal with
peer misconceptions regarding their siblings difficulties; embarrassment caused by their
sibling’s behaviour at public events, and missing out on some family experiences (Mulroy et
al., 2008).

However, positive findings have also been reported. For example, having a sibling
with disabilities can enrich the lives of the other siblings in the family. This includes
developing a greater understanding of living with disabilities, thus removing prejudice
against others different to themselves (Green, 2007); having a greater level of admiration for
the sibling and having less quarrels with the sibling (Kaminsky and Dewey, 2001); having an
increased sense of responsibility towards their siblings, more compassion, care, patience and
kindness, more maturity than peers, and being good at assisting their parents (Mulory et al.,
2008). Selter, Greenberg, Krauss, Gordon, and Judge, (1997) surveyed and contrasted the
views of siblings (aged 21-63) of adults with learning difficulties (329 families participated)
and adults with mental illnesses (61 families participated). They found that the siblings of
adults with learning difficulties were significantly more likely to report a closer more positive
relationship with their sibling than those whose siblings had mental illness.

Orsmond and Seltzer (2007) compared the impact of having a sibling with Down’s
syndrome (DS) to having a sibling with ASD. They found that siblings of individuals with

ASD were more pessimistic about their sibling’s future than those with siblings with DS.
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They also reported a more distant relationship and spent less time with their siblings. Siblings
of individuals with ASD were also more likely to report their relationship with their parents
had been affected but this was viewed as positive rather than negative. This study also
reported that sisters tend to use more emotional coping strategies while brothers used more
practical coping strategies and that the brothers’ coping strategies were more effective
overall. The sibling’s coping skills are important because they influence the quality of the
relationship with their disabled family member.

In later life siblings may also become responsible for their siblings’ care. Damini
(1999) showed that siblings are also likely to worry about the future and caretaker
responsibilities once their parents are no longer able to care for them. Caring for a disabled
sibling can be challenging as it inevitably involves the sibling supporting the sibling’s needs

while managing their own lives (Orsmond and Seltzer, 2007).

4.4  The Methodologies used in Studies of Psychosocial Outcomes

4.4.1 Qualitative Measures of Qutcome

Qualitative analysis aims to gain a holistic overview of a study area and is conducted
through intense and prolonged contact with the field (Miles and Huberman, 1994).
Qualitative data can take many forms (e.g. interviews, focus groups, documents, or video
data), and can be analysed using qualitative techniques. Grounded theory (Glaser and Strauss,
1967) is a form of qualitative analysis that is an inductive approach that begins with the data
and aims to generate hypothesis that ‘fit’ the data based on themes that emerge from the data.
The researcher should come to the data with no perceived ideas or hypothesis. Generating a
grounded theory is a meticulous process that involves:

¢ coding the data
e collecting the codes into concepts
e grouping similar concepts into categories to generate a theory

¢ using the themes from the analysis to explain the theory and subject of the
rescarch
Grounded theory can be controversial as it works in the reverse order to experimental
rescarch methods that begin with a hypothesis and set out to collect data to support it. Allan,
(2003) criticised grounded theory because it lacks clearly-defined mechanisms and will
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inevitably be subject to rescarcher biases and preconceived ideas at the data collection and
analysis phases.

Content analysis (Weber, 1990) is another form of qualitative analysis. This involves
a similar process to grounded theory, but allows the researcher to have some assumptions
such as specific research questions when they come to carry out the analysis (Miles and
Huberman, 1994).

Qualitative methods have the advantage of being applicable at an individual level as
they do not have to conform to discrete criteria that could be inapplicable or inappropriate at
an individual level. They can also allow for ambivalence when rigid measures may not
(Hendry and McVittie, 2004). Skeat and Perry (2008) advocate the use of qualitative methods
in SLT research as they can provide the researcher with a broader understanding of a
complex research area. However, qualitative analysis has the disadvantage of no normative
comparisons and is extremely time consuming to carry out.

Relatively few studies have adopted exclusively qualitative approaches to measuring
QoL or psychosocial outcomes for individuals with SLD (Markham and Dean, 2006; Ronen,
Rosenbaum, Law and Streiner, 2001); these studies have typically used semi-structured
interviews (Hendry and McVittie, 2004) or focus groups (Markham and Dean, 2006; Ronen
etal, 2001).

4.4.2 Mixed Methods
A third research method is the ‘mixed methods’ paradigm (Tashakkori and Teddlie,

2003). This combines quantitative and qualitative methods to utilise their relative strengths,
and provides a more complete approach to conducting research. Historically, mixed research
methods have come under criticism from purists who argue that the two methods are
incompatible. Quantitative purists argue that social science should be treated as a natural
science and that behavioural observations should be treated as entities free of context (Nagel,
1986). Qualitative purists argue that behavioural observations are bound up in context and
cannot be treated as a natural scientist would treat physical phenomena (Guba, 1989). Both
sides of the debate argue that the two methods are incompatible. Howe (1988), amongst
others (e.g. Greene, Caracelli, and Graham, 1989; Onwuegbuzie, 2002), argued against this,
stating that there is no incompatibility between the two methods and that they share many

commonalitics at the levels of data, design, analysis and interpretation. Furthermore, the two
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methods are typically associated with different research questions and interests (Howe,

1988). Advocates of mixed methods argue that quantitative and qualitative methods are not
incompatible and can inform one another (Johnson and Onwuegbuzie, 2004) and a mixed
methods approach can be tailored as the researcher requires (Leech and Onwuegbuzie, 2009).
In conclusion, a mixed methods approach can be viewed as a compromise in the
quantitative/qualitative debate, and researchers should be free to use the methodology that is
most appropriate for their research questions (Johnson and Onwuegbuzie, 2004).

Mixed methods research is now becoming more common. For example, Lindsay and
Dockrell (2004) followed up quantitative questionnaires with qualitative semi-structured
interviews to further inform the findings. Records et al., (1992) also used a mixed approach
that measured outcome quantitatively and collected feelings towards psychosocial outcomes.
Therefore, the most complete method for assessing an individual’s life outcomes would
arguably be a mixed methods approach. This would measure an individual’s levels of success
and life achievements objectively, but within the context of the individual’s subjective
perception. This approach also has the advantage of removing any methodological biases that

could arise as a product of a single methods approach.

4.43 Mixed Findings for Psychosocial Outcomes as a Result of Different

Methodologies?

The follow-up literature for adults with longstanding SLD have reported mixed
results. For example, the studies by Aboagye (2001) and Records et al. (1992) both reported
more positive findings when compared other studies (Billstedt et al. 2005; Clegg et al., 2005;
Howlin, 2000). This may well reflect a genuine difference between the cohorts in the
different studies, notably the sample seen by Aboagye (2001) was small and therefore may
not be representative of adults with SLD generally. However there is also a possibility that
this difference in research findings could have a methodological origin. More qualitative
studies have typically measured outcomes according to an individual’s perception or personal
appraisal within a domain (e.g. Aboagye, 2001; Records et al., 1992). Quantitative studies
have typically mecasured outcome according to achievements within certain life domains
according to objective criteria. This difference in the methodologies used could contribute to

some of the differences between studies.
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Therefore, the current project will adopt a mixed methods approach (Tashakkori and
Teddlie, 2003) to document both the objective life successes and achievements of the ex-
pupils as well as their subjective views, experiences and personal perspectives on their life
circumstances. This methodology will provide the most complete measurement of
psychosocial outcome for the ex-pupils seen in this project and will therefore provide an

accurate account of QoL for adults with childhood histories of SLD.

4.4.4 Using Interview data

The following 2 chapters will utilise interview data. Interviews involve talking to
participants about the research topic and can be structured, semi-structured or unstructured.
They can be used to collect quantitative and/or qualitative data as required. Structured
interviews are typically quantitative and consist of questions with pre-coded responses. Semi-
structured interviews involve structured questions, but these are open-ended and do not use
response codes. Unstructured interviews are qualitative and explore a topic area following a
format closer to a conversation. Looser interview formats are most beneficial when little is
known about a topic area. More structured formats are beneficial when the researcher wishes
to address very specific questions (Bowling, 2002). A mixture of the different types of
question can be used in the same interview as required. Previous follow-up studies that have
used interview data to measure outcomes include Aboagye (2001), Beitchman et al. (2001),

Clegg et al. (2005), and Snowling et al. (2006).

4.4.5 Proxy Measurements by Parents or Primary Caregiver

Some individuals may lack the necessary language or cognitive skills to be able to
provide a complete and reliable account of events or have long-term views; this will limit
their ability to perform in an interview or complete a questionnaire (Theunissen et al., 1997);
for example, young children or participants with communication difficulties. In such cases,
proxy by parents or the primary care giver can be a useful alternative; as it allows one
individual to speak on behalf of another. It has the disadvantage, however, that the
representative may have their own biases. Even so, there may be cases where there is no
alternative to proxy. Theunission et al., (1997) compared the HRQoL for children between
ages 8 and 11. The sample consisted of 1105 parent-child pairs. Parents and children both

completed parallel questions that measured the children's levels of HRQoL. They found that
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parental reports may be a reliable substitute for their children’s reports but that large
differences in proxy agreement can occur. Parents also tended to report more extreme views
than children, for example extreme pessimism or optimism relative to the child’s perspective.

Markham and Dean (2006) aimed to collect HRQoL data for children with SLD using
qualitative data collected from focus group meetings of parents to children with SLD, SLTs
and other relevant professionals (such as health visitors or education staff). This methodology
showed that parents could provide reliable measurements of QoL for children with SLD
using a qualitative methodology. Nunes, Pretzlik and Ilicak (2005) also successfully used a
proxy measurement to assess how cochlear implants affect children’s lives according to their
parents’ perceptions. These studies suggest that parental reports can provide reliable data.
Ronen et al., (2001) argue against the use of proxy measurement stating that valid responses
can still be collected in cases where proxy may be the preferred assessment choice.

An alternative use for a proxy measurement could be to further inform a data set. For
example, parental views could be used to validate the perception of an individual who may or
may not be able to provide an accurate account themselves. Agreement would strengthen the

data and disagreement would highlight areas for further investigation.

4.5 Summary

This chapter discussed the risks poor psychosocial outcomes faced by adults with
persisting SLD: poorer academic achievement; poorer employment outcomes; economic
difficulties; difficulties achieving independent living, and difficulties with social and personal
relationships (see 4.2). It also discussed the strengths and weaknesses of objective and
subjective measures of QoL (see 4.1.3).

In the light of this chapter 5 will present a study that examined the psychosocial
outcomes of same 17 adults with persisting severe and complex SLD as seen in chapter 3; all
attended a residential special school for SLD. A mixed methods approach with be used to
measure the ex-pupils’ levels of objective success and subjective perceptions of different
aspects of their lives (Tashakkori and Teddlie, 2003). Their performance will also be
compared to three nonlanguage impaired siblings to control for genetics, upbringing and
family environment.

Section 4.3 discussed the effects of raising a child with disabilities on the family.

Chapter 6 will present a qualitative study that sort the views and experiences of the ex-pupils
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parents and siblings having had a family member experience severe SLD and go away to
school; this was to examine these theme further in families to children with SLD. In addition
a proxy measure (as in Theunissen et al., 1997) was also collected from the parents to

confirm or enlighten the ex-pupil reports in chapter 5 further.
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Chapter 5 - The Ex-pupil Follow-up; Psychosocial

Outcomes

5.1 Research Questions

This chapter will present another follow-up study of adults with persistent, severe and

- complex SLD.
The following research questions will be addressed:

1. What are the psychosocial outcomes for adults with childhood histories of
severe and complex SLD?

2. How do the ex-pupils’ perceived levels of QoL compare to their psychosocial
outcomes?

3. What are the ex-pupils’ views on special schooling and mainstream education?

4. Is there a relationship between the psychometric data presented in chapter 3
and psychosocial outcomes?

5. How do the ex-pupils’ psychosocial outcomes compare to that of their

nonlanguage impaired siblings?

3.2 Methodology

5.2.1 Design

This study used a mixed though predominantly qualitative methods approach
(Tashakkori and Teddlie, 2003). Semi-structured interviews were used to measure the ex-
pupils and siblings’ levels of success and achievements within a range of psychosocial
domains as well as to document their views and perceptions of their QoL.

Both quantitative factual information (e.g. how many GCSEs did each ex-pupil gain
during their time at the school) and qualitative perceptual and emotional information (e.g.

_how ex-pupils felt about the GCSEs they gained) were collected using the semi-structured

interviews,
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5.2.2 Participants

The participants were the same ex-pupils and siblings as those seen in chapter 3. The
recruitment process was outlined in section 3.2.2. Section 3.3.2 presented study 2 which had
divided ex-pupils into three subgroups based on their performance on psychometric testing at
follow-up. In the present study the psychosocial outcomes of these three subgroups were also
compared to see if any themes could be identified. To recap, the three subgroups were as
follows:

e The resolved or residual difficulties subgroup (RD) was the highest
performing subgroup. None experienced any severe persisting difficulties

however most had mild persisting language or literacy difficulties.

¢ The persisting difficulties subgroup (PD) experienced severe and persisting

language and literacy difficulties.

¢ The complex difficulties subgroup (CD) experienced the most severe and
pervasive difficulties in adulthood. The defining features of this subgroup
were severe difficulties with nonverbal 1Q, in addition to other persisting

difficulties with literacy and language.

Table 5.1 — Ex-pupil subgroups

Ex-pupil Age Gender Boarding status at the  Subgroup
school
Dennis 3511 Male Boarded/then day pupil RD
Grace 26;03 Female Fortnightly RD
Freya 24;10 Female Fortnightly RD
Steven 21;11 Male Weekly RD
Darren 21;10 Male Day pupil RD
Jack* 18,04 Male Day pupil RD
Jacky 38;02 Female Weekly PD
Robin 27,09 Male Fortnightly PD
Karen 2609 Female Fortnightly PD
Jodie 24,06 Female Day pupil PD
Julian 23;11 Male Weekly PD
Fiona 25;00 Female Weekly CD
Toby 23,04 Male Fortnightly CD
Lauren 23,02 Female Fortnightly CD
Kirsten 21;11 Female Day pupil CD
Emma* 19;08 Female Weekly/then fortnightly CD
Lewis* 19;07 Male Fortnightly CD

* Stayed at the school for FE
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Table 5.2 - The siblings

Siblings Age of sibling  Gender Ex-pupil pairs
Thomas 29,05 Male Freya
Petra 26,07 Female Robin
Emily 24,06 Female Grace

The siblings provided additional comparisons at a case study level that controlled for genetics

and family environment.

5.2.3 Ethics

This study was approved by the University of Sheffield ethics committee in the
department of HCS prior to any contact with participants (see appendix A4.1). Participants
had the nature of the research project explained to them before they agreed to take part.
Participants were also given the opportunity to ask questions before and after taking part.
They were made aware their anonymity would be maintained, and that they could withdraw
at any time. They were also advised that it would be helpful if they agreed to be recorded
during the study session and given the option to be video recorded or audio recorded or not
recorded at all. No participant was pressured to be recorded if they felt uncomfortable. Each
participant was also given the choice whether to allow the use of their comments and/or -
interview recording in research presentations. There response to these questions did not affect

their participation in the project.

5.2.4 Materials

A semi-structured interview schedule was used to measure life outcomes and
experiences. This was originally modified from an interview schedule devised by Rutter,
Couteur, Lord, MacDonnald, Rios and Folstein (1988) by Clegg et al. (2005), and then
further adapted for use in the present project. The original interview schedule was comprised
of closed questions only, these yielded responses that were coded according to numerical
scores. For the present project the interview schedule was adapted to include open ended
qualitative questions and questions on the school, support services, perceptions on current
communication, technology and hobbies. The inclusion of open ended questions was
important as they allowed rich qualitative data to be collected (see appendix A5.4).

The ex-pupil interviews covered a range of topics and life domains: living

arrangements; employment; education; current communication; friendships and social
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relationships; relationships and children; finances; hobbies, and life expectations. The sibling
interviews covered a similar but not identical list of topics: early childhood; living
arrangements; employment; education; current communication; friendships and social
relationships; relationships and children; finances; hobbies, and life expectations. The semi-
structured interviews were designed to elicit factual information from closed questions and
qualitative information from open-ended questions.

During the interviews each topic was discussed in as little or as much depth as the
participant wished. Participants were made aware that they did not have to answer any
questions they did not want to. The interviewer had a series of prompts to steer the interview
to elicit relevant information when needed. The interview format was also flexible enough for

the participants to talk about topics of their choosing.

5.2.5 Procedure

The data presented here were collected at the same time as the psychometric data
presented in chapter 3. The ex-pupils and siblings completed the semi-structured interviews
with the researcher once they had completed the psychometric assessment battery presented
in chapter 3. The interviews lasted between 45 minutes and two hours depending on how
much the participant wanted to say. The participants were also offered breaks as and when
they needed them.

Before the interviews began the researcher briefed the participants about the interview
and gave them another opportunity to ask questions. The interview sessions were either video
or audio recorded for later transcription purposes. The recording method was the participant’s
choice and the majority gave consent for this, however two participants refused to be
recorded in any form (one ex-pupil and one sibling) because it made them feel
uncomfortable. In these instances the researcher took careful and detailed notes during the

interviews; this meant these sessions were more time consuming.

5.2.6 Data analysis

The interview recordings were transcribed in full to prepare them for the analysis. The
interview notes taken from the two participants who did not consent to recording were also
typed up and treated as interview transcripts. The steps taken to prepare and carry out the data

analysis are outlined in figure 5.1. The qualitative analysis used content analysis (Weber,
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1990) and was conducted using NVivo (NVivo qualitative data analysis software, 2008).
Content analysis was used because it allowed the researcher to address the research questions
outlined in 5.1 specifically. The full data analysis, including transcription time, was a
meticulous and time consuming process. Once the analysis was complete a 2" coder scored 2
full interviews using the final coding system; interrater reliability was shown to be 92. 13%.

See appendix A2.1 for the final coding system and A3.1 for a worked example.

Figure 5.1 — Methodology used to devise the coding system used to analyse the interview data.

Step 1

The transcribed interviews were read in detail so
the initial coding system could be devised. The
coding system was based around four broad
research areas: education, independence, personal
lives and SLD. Each research area was divided
into themes and detailed codes were used to
analyse the content of themes.

Step 2 \I/

Each interview was then read to and coded in full.
The coding system was constantly being revised
during this process to accommodate new ideas or
remove superfluous codes. These aimed to make
the coding system fit the data as well as possible.

Step 3 \l/

Each interview was then reread and checked. Any
codes that were incorrectly placed were recoded
and corrected.

Step 4 \l/

Once the researcher was satisfied that each item
had been coded correctly meaning could derived
from the emerging theme and the results were
written up in the sections that corresponded to the
four broad research areas: education,
independence, personal lives and SLD.
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5.3 Results

The findings from the semi-structured interviews are presented in this section. The
themes that emerged from the qualitative analysis are presented in four sections: education,
independence, personal lives, and speech and language difficulties. Descriptive and factual

quantitative results are presented in tables.

5.3.1 Education

a. Educational placements

Ex-pupils attended different types of educational placement before the school for
children with severe and complex SLD (see table 5.3%). Those who attended mainstream
schools typically reported negative experiences. Five ex-pupils (Robin, Freya, Emma, Steven
and Jacky) struggled at mainstream school; mainly because the work was difficult. Three also
felt they struggled due to their SLD (Robin, Emma and Freya); one was moved down an
academic year on two occasions (Emma); and two felt the staff had not understood their
difficulties (Steven and Freya). Jacky reported being turned away because her mainstream
school could not cope with her needs. The only positive comments concerned having good
social relationships with mainstream peers (Jack and Emma).

Four ex-pupils (Grace, Steven, Lewis and Fiona) attended language units attached to
mainstream primary schools and felt this was a positive experience. One commented that her
language unit was able to support her (Grace).

Lastly, two ex-pupils attended other special schools. Jacky’s special school catered
for general learning difficulties and disabilities including physical disabilities. Her
experiences from this time were traumatic. Karen attended a similar residential special school
to the one in this project.

There was an overall consensus that ex-pupils favoured the residential special school
for SLD to mainstream school. They reported smaller class sizes (Grace and Emmay; more
support (Jack and Jodie); less bulling than in mainstream school (Jack and Steven), and felt

more able to keep up academically (Jack).

® In some cases responses from ex-pupils were unclear, so further clarification was sought from the archive data
or parental interviews,
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Table 5.3 - Educational placements prior to the ex-pupil’s time at the school, and the ex-pupils
entry and leaving ages to the school.

Ex- Mainstream school Language Unit Other special Entry age  Leaving age
pupil school
Grace  Until year 3 Until year 7 - 11;11 16,9
Steven  Until year 6 Until year 7 - 11,7
& Darren  Missing data 88 16;5
go Jack Until year 9 - - 13;? 17,7
5 5 Dennis Missing data 5;7 12:4
2 Freya  Until year 7 - - (11:3) n/a
Robin  Until year 7 - - 11;5 16;3
o Jodie  Went straight to the school from nursery 5;8 15511
g’n Karen = Missing data * - - 7;5 16;3
A 8 Jacky  Inreception - Until year3  6;5 12;6
A« @ Julian  Missing data - - 6;11 16;5
Kirsten  Unsure of type of school before attending the school ** 11,5 16;3
Emma  Private school 3 till 9 - - 9;10 19;1
o. Lauren  Unsure of type of school before attending the school ** 7,9 n/a
§ Lewis - Until year 11* - 12,02 19;0
2 Toby - - Until year 6  11;10 16;9
5 3 Fiona - Until year 3 - 85 16:2
The shaded bars are used to highlight cases where the types of educational placement listed at the
top of the table were not applicable.
* Were a year older in academic years when they entered the school; Karen spent an extra year in
nursery and Lewis spent an extra year in primary school.
** Spent a time out of education before attending the school.
() Estimate from interview data. No archive data available.
Table 5.4 — The types of schools the siblings attended before compulsory education.
Ex-pupil Mainstream Language Unit  Other special Entry age  Leaving age
school school
Emily Until year 11 - - n/a n/a
Petra Until year 11 - - n/a n/a
Thomas  Until year 11 - - n/a n/a

All three siblings attended mainstream education (see table 5.4) and all gave positive

reports of their time at school: for example; an enjoyable, fun experience; receiving the right

education, and being prepared for life. None of the siblings reported receiving any extra

support at school, and all three felt mainstream school had been the right choice for them.
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b. Education at the Residential Special School for Speech and Language Difficulties
Memories from the school were mostly positive and 11 ex-pupils explicitly reported
an enjoyable experience. Pupils felt staff were understanding and supportive (Jodie and
Lewis) and the school did everything a mainstream school would at a manageable pace
(Darren). Five pupils described a mixed experience of the school. These pupils felt it was a
positive experience overall, but also expressed some negative feelings towards it. Negative
comments included: traumatic boarding experiences (Jacky); difficulties with peer
relationships due to their SLD (Freya and Jack); limited opportunities to form friendships
outside the school (Jack and Steven), and being frustrated with their SLD (Dennis). Lauren
was the only ex-pupil who reported a solely negative experience from her time at the
110

school™. This included not getting along with teachers or peers and being disciplined

frequently.

Support at the school was seen as readily available. This included help with SLD,
behaviour, work in lessons, literacy skills and visual learning strategies. Comments included:
the support was useful (Freya); staff made sure pupils understood a topic in the class before
moving on'' (Jack); staff understood what a pupil was trying to express (Dennis); and the
staff were approachable (Fiona). Only Lauren reported negative feelings towards support at

the school, stating that it could be inconsistent.

c. Speech and Language Therapy at the Residential Special School for Speech and Language
Difficulties
Ex-pupils received SLT at the school alongside the curriculum and there was a

consensus that this had been beneficial. This supported pupils with all aspects of their SLD.
Researcher: Was (SLT at the school) helpful to you... ?

Jodie: Oh yes::: ... coz ... I suppose I wouldn’t be the same person would 1.

More critical comments included: SLT was boring (Darren), and the disruption of
having to change therapist regularly (Grace). However, as adults both Darren and Grace
appreciated the SLT they received. All ex-pupils felt SLT had been beneficial.

There was a consensus amongst ex-pupils that special school had been right for their

needs and had provided them with the right education. Reasons included: focusing on SLD

10 e . . .

| Adfiltlonal evidence in the archive supported her report and suggested she was very unhappy at the school.
This was seen as a better teaching system then compared with mainstream school where the whole class move

to the next topic together.

1