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Abstract

This study investigates the difficulties of ensuring a suitable education for children
with medical needs. The aims are to identify barriers to education and to suggest
possible areas for improvement. The research questions are: (1) What are the
educational needs of children with medical needs? (2) How do the systems function to
respond to the child’s needs? (3) What are the barriers to suitable education for
children with medical needs? The study reports on two case studies undertaken in
England and Japan, in which data were collected from arange of stakeholders (people
who experienced hospitalisation in childhood, parents, teachers of hospital and
mainstream schools) through face to face interviews and email interviews. The
findings identify the children’s academic needs, their health condition and medical
care related needs, as well as their socia emotional needs. Hospital school, home
teaching and main school maintain continuity of education in both cases. As obstacles
to education, regiona differences in available support were identified in both
countries. Teacher’s lack of awareness of the child’s education, insufficient
knowledge and skill, lack of communication, lack of information about the child’s
illness, and unsupportive school leadership were identified as barriers. This study
suggests 1) to improve teachers’ knowledge of teaching ill children, 2) to improve
their knowledge of the available support systems, 3) to improve communication, 4) to
obtain sufficient information about the child’s difficulties and illness, and 5) to
improve supportive school leadership. Further developments may be needed in

inadequate systems, teacher training, and social emotional support for children.
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Chapter One

I ntroduction

1.1. Introduction

This chapter presents the general background of the study and the context of the
research. It explains topics of investigation, followed by the aims and research
guestions, the significance and limitations of the study. It finally explains definitions

of key words.

1.2. Background to the study

1.2.1. Topics of investigation

Because of advances in medical treatment, more children are surviving life-
threatening diseases with long-term and health related needs (Brown, et al.1993).
Taking example of childhood cancer, 1500 children in the UK are diagnosed some
kinds of cancer each year. Eight out of ten of those children survive five years or
more. This surviva rate is twice what it was in the 1960s (Cancer Research UK,
2011). However, it is likely that children who experienced serious health problems
have difficulties to access education. In the UK, the number of the children and young
people who cannot access school because of medical reasons is estimated to be more
than 10,000 per year (DfES, 20014). In Japan, the numbers of children who are absent
from school for medical reasons for more than 30 days are reported as more than
25,000 in primary school and 21,000 in secondary school (Nationa Institute of

Specia Education, 2010).



There is significant evidence in past research that many children with chronic or
serious illnesses are at risk of psychological and academic problems because of the
impact of the illness and the frequent hospital admissions for the treatment (Closs,
2000; Lightfoot, et al. 1999; Larcombe, 1995; Mukherjee, et al. 2000a, Shiu, 2001).

For example, an academic delay accumulated during the hospitalisation period may
cause underachievement when they return to school and may lead to low self esteem
(Larcombe, 1995 ; Shiu, 2001). Children often have difficulties in relationships with
peer and teachers in mainstream school (Larcombe, 1995; Lightfoot, et al. 1999; Shiu,
2001; Poursanidou, et al 2003; Mukherjee, et al. 2000a & 2000b) which sometimes
result in school phobia (Madan-Swain et a. 2004). Supporting children to minimize
these negative impacts of illness and hospitalisation on children is considered to be
important. School teachers are required to raise awareness of specia health needs and
obtaining health related information (Murkerjee, et a. 2000) in order to understand

theill children.

In England and Japan, hospital schools and home education provide educationa
support to maintain continuity of education for children when they are away from
school for hedlth reason (DfES, 2001a; Taniguchi, 2009). In both countries, hospital
school and home teachers have a role not only to provide academic supports but to
support child’s social emotional needs and to make a link between the child and
school (Taniguchi, 2009 ; Boonen et a , 2011; Farrell et a. 2003). However there is
little research to investigate provisions as a whole from the perspectives of involved
people such as children, parents, hospita and mainstream school teachers. An

exploration of the education systems and procedures is considered to be important to



improve continuity of education and social and emotional well-being of the children

(Bolton, 1997).

The origin of the study was in my experience as a hospital school teacher in Japan. In
my own hospital school, the hospital school and the pupil’s main school worked
together to support the child. When pupils were in hospital, to what extent the school
contacted the child to support them and how they support them were depending on the
teacher in the school. After pupils return to school, some pupils obtained sufficient
support at school, some others had little support. Some pupils entered school
smoothly, some others had difficulties. As a teacher, | understood that individual
children were different and their circumstances were different. Therefore, there might
be no simple reason to explain these differences. Having said that, | still had a
guestion, were there any suggestions to improve education for the child and support

the child’s well-being during and after hospitalisation?

While | was studying as a master student in England, | had an opportunity to attend
the conference for hospital school teachers in England and other European countries’.
| found some similarities and differences in systems in different countries and in
participant teachers’ concerns. This experience inspired me to do case studies to
investigate provisions of education for children with chronic illness in England and

Japan.

1.2.4. Focus and research aims

! The Hospital Organisation of Pedagogues in Europe, London, England (2006)



This study is a multiple case study of two cases of provision of education for children
with medical needs in England and Japan. It is concerned with the educational settings
for children who cannot go to mainstream school due to medical reasons when they
are in hospital or a home, and their re-entry into mainstream schools after their
hospitalisation. It explores how the systems facilitate to respond to their educational
needs and what the problems to providing education for children with chronic illness
are. | investigate the perceptions of different groups of people (young people who
experienced hospitalisation, parents of children with chronic illness, teachers of
hospital and mainstream schools) about the child’s educational needs and obstacles to

respond to their needs.

1.2.3. Aimsof the study and resear ch questions

The aims of my study are:

e To explore the experiences and perceptions of 1) young persons who
experienced hospitalisation and 2) parents of children with chronic illness
about education for children with medical needsin England and Japan.

e To explore the experiences and perceptions of teachers in hospital and
mainstream schools about education for children with medical needs.

e To explore possible differences and similarities of those groups of people’s
perceived barriers to education for children with medical needsin England and
Japan.

e To suggest possible areas for improvement to achieve more positive

educational experiences for children with medical needs

In order to specify the purposes of my study, | devel oped three research questions:



1. What are the educational needs of children with medical needs?
2. How do the systems function to respond to the child’s needs?

3. What are the barriers to suitable education for children with medical needs?

1.3. Significance and limitations

My study investigates the perspectives of different groups of people: young persons
who experienced hospitalisation in childhood, parents of children with medical needs,
and hospital and mainstream school teachers. To my knowledge, there is little
research which investigates educationa settings from the point of views of hospital
school and home teachers who take charge of education in hospital admission and

recuperation period.

Secondly, my study investigates the educational provision for the children with
chronic illness throughout the process from setting in hospital to setting in school.
Although there are research articles focusing on setting in hospital (eg.Taniguchi,
2009) and at school (eg. Murkeherjee et al. 2000; Norris, et a. 1999), there is little
research to investigate the process as a whole. As the experience in the different
settings may impact on the child, | consider that investigation of whole process is

important.

Thirdly, my study investigates provision in two countries, England and Japan. There
is little research which investigates the educational provision for children with
medical condition in Japan. | expect that this case study contributes to the

understanding of the current situation in the investigated area.



The study is limited in the following ways:

1. This study is limited in terms of geographic location to the provision of
education for children with chronic illness to a small number of schools and
PRUs in central England, and schools in Kanto district in Japan.

2. The choice of types of illnesses considered in the study is a limited number
of chronic illnesses. | did not select specific types of illness but
representative types of participants. Therefore the types of illnesses
themselves were not considered to be of central importance in the study. The

most important feature was that the illness caused absence from school.

As thisis asmall scale study with limited numbers of participants, the results of this
study may not reflect systems and practice in different schools other than the
researched ones, and also may not reflect a variety of different types of illness and
medical condition. Therefore it may not be appropriate to generalise the study to other

contexts.

1.4. Structure of thethesis

e Chapter two: Literaturereviews
| reviewed 1) Inclusive education, 2) Children with medical needs and
school experience, 3) Policy and practice.

e Chapter three: Theoretical reviews



| reviewed literature relevant to two theories, socia ecological theory and
self-efficacy theory. | also explain the relationships with the theories and
thisthesis.
Chapter four : Research design
| present the research design of this study. Methodology, participants, data

collection methods, analysis methods, ethics are explained.

Chapter five: Findings of case study in England
| present findings of perspectives of 1) people who received education
and 2) people who provided education in England.

Chapter six: Findings of case study in Japan
| present findings of perspectives of 1) people who received education

and 2) people who provided education in Japan

Chapter seven: Analysisand Discussion
| present data analysis and discussion. 1) System and practicein
England and Japan, 2) Teacher’s supportive and unsupportive
attitudes, and 3) Possible areas to be improved in system and teacher

attitudes

Chapter eight : Conclusion
| present conclusion, limitation of the study, and further development of

the study.



1.2.7. Definitions of key words

Barriers

Department for Education (2012: p.5) explained barriers as ‘... things that stops
disabled people living as other people. For example, the ways that people think and
act towards disabled people.” Pivik et al (2002) defines ‘physical barriers’ as ‘an
impediment to full participation to activity. They also defines ‘institutional barrier’ as
those reflecting the institutional bureaucracy, which include bureaucratic inflexibility,
and belief towards resource availability. ‘Attitudinal barriers’ is defined as

inappropriate comments, lack of knowledge, rude behaviour (ibid, pp.98-99).

In this study, barriers are defined as:

Impediments which prevent the child to full participation to activity which

other peers participate.

Children with medical needs

The DfES (2001a) defines the group covered by the guidelines of ‘education for
children and young people with medical needs’ as ‘all those pupils who are unable to
attend schools because of medical needs, both those who are physically ill or injured
and those with mental health problems (1.1).” Mental illnesses in this guideline
involves anxiety, depression and school phobia. Although pregnant girls receive
education in some hospital schools, they are not included in this Access guideline

because there is separate guidance available for school age parents (DfES, 20014).

Closs (2000: ppl-2) categorises types of medical conditions of children as;

e Children with alife threatening illness



e Children with prolonged infective or viral conditions

e Children who are required to undergo prolonged or recurrent surgery or
treatment

e Children with genetically determined conditions which cause physical and/or
cognitive deterioration and which are currently life-threatening /life shortening

e Children who experience arange of symptoms or needs which arise from
impairment, damage or dysfunction of organ or central nerves system

e Children with otherwise more stable impairments who are subject to periods
of associated illness

e Children with alergic or other responses to environmental or ingested

substances

Based on Cross’s lists and the guideline (DfES, 2001a), | define the children with

medical condition in this study as:

children who have any illness, injuries, health conditions and mental health
difficulties or who under go prolonged or recurrent surgery / treatment. They
involve children with any sickness or illness including life-threatening, life-
shortening illness, chronic/acute illnesses, genetically determined conditions,
mental health conditions and children who experience symptoms or needs

which arise from their health conditions.

I nclusive education

The UNESCO Salamanca Statement on specia educational needs



e Every child has a fundamenta right to education, and must be given the
opportunity to achieve and maintain an acceptable level of learning.

e Every child has unique characteristics, interest, abilities and learning needs.

e FEducation system should be designed and educational programmes
implemented to take into account the wide diversity of these characteristics
and needs. (UNESCO,1994,p.viii-ix)

On the base of this statement, | devel op the definition of inclusive education in this
study as:
Education in which children has equal opportunity to achieve and maintain
learning and socia emotional well-being. Education system is designed and
educational programme implemented to take into account the wide diversity of

these characteristics and needs that children have.

Suitable education

The Education Act 1996 provides that:
Each local education authority shall make arrangements for the provision of
suitable education at school or otherwise than at school for those children of
compulsory school age who, by reason of illness, exclusion from school or
otherwise, may not for any period receive suitable education unless such

arrangements are made for them (Section 19).

It defines suitable education as ‘efficient education’ which is appropriate to ‘the age,

ability and aptitude and to any special educational needs the child (or young person)

10



may have’. Code of practice (DfES, 2001b), which is the guideline of the provision of
education for children with special needs describes its own aim as ‘enabling pupils
with specia educational needs (SEN) to reach their full potential, to be included fully
in their school communities and make a successful transition to adulthood (1.2.)’. As
children with medical needs is considered to have the equa rights to any other
children regardless they have special educationa needs or not, | apply this prospect to
the definition of suitable in this study.
That mean, suitable education in this study is defined as:
efficient education in which children with any age, ability, aptitude and needs
are able to reach their full potential, to be included fully in their school

communities and make a successful transition to adulthood.

11



Chapter Two
Literaturereview

2.1. Introduction

According to Hart (1998:31), the main purposes of conducting a literature review
include:

e The construction of amap of the literature.

e A demonstration of familiarity with the subject area.

e Acquisition of a knowledge base from which the previous research can be

analysed critically.

In order to serve these purposes, | made four purposes of the literature review for my
study:
e To understand relevant concepts of inclusive education
e Toidentify main findings of studiesin regard with impact of illness on
children, barriers and facilitators to education
e To understand background of education for children with medical needsin
England and Japan

e To consider appropriate research methodology for my study

For these purposes, | review literature regarding as 1) Inclusive education, 2) Children
with medical needs and school experiences, 3) Education for children with medical

condition in England and Japan

12



2.2. Inclusive education

The first section is about inclusive education. | reviewed literature on inclusive
education in order to understand basic concepts of inclusion. As there are substantial
body of literature in this area, it was not feasible for me to review a wide range of
literature in this study. Therefore, | focused on discussions of three topics which seem
to be important for my study: 1) Special educational needs, 2) Disability models, and

2) Barriersto inclusive education.

2.2.1 Inclusive education and special educational needs

Who inclusive education is for is one of the issues that | am concerned about in terms
of concepts of inclusive education. It is often pointed out in literature that the
UNESCO Salamanca Statement on special educational needs created a global
movement of inclusive education (Mittler,2000). This statement notes:

e Every child has a fundamental right to education, and must be given the
opportunity to achieve and maintain an acceptable level of learning.

e Every child has unique characteristics, interest, abilities and learning needs.

e Education system should be designed and educational programmes
implemented to take into about the wide diversity of these characteristics
and needs. (UNESCO,1994,p.viii-ix)

This statement notes that wide variety of characteristics and needs should be taken
into account in school system. Although this statement may have ideologica impact
on education internationally, Micthell (2005:15) notes that different county has
different definition about inclusive education. This is because cultural values and

beliefs, levels of economic wealth medicate the concept of inclusive education.

13



Values such as social cohesion, group identity, collectivism, universal welfare, equity

and equality, may have impact on meaning of inclusion.

In Japan, the government introduced a reform which is caled Special Needs
Education (MEXT, 2012). The aim of thisreform is described as realising a society to
be cohesive and inclusive, in which human rights of people with disabilities are
respected and individual educational needs of children with disabilities are met
(National Institute of Special Needs Education, 2008). This system is criticized that it
simplifies the child’s special needs into just disabilities, therefore the system may not
pay enough attention to the fact that special needs include a diversity of needs that

any children may have (Sanagi, 2011).

In contrast, Code of Practice (DfES, 2001b) , which may be one of an important
policy document in terms of education for children with special needs in England,
does not specify the child’s needs from the perspectives of disability. It states that
children have special educational needs if they have ‘a significantly greater difficulty

in learning than the majority of children of the same age’.

As they are just two examples of policy documents, it is not my intention to say that
they reflect ideology about inclusive education of two countries. However, from this
simple contrast, a question arose. What is disability? Are children with medical
conditions considered to have ‘disability’ or ‘special needs’? How are they supported

in the system? Next section discusses disability and children with medical condition.

14



2.2.2. Models of disability

Llewellyn and Hogan (2000) explained usefulness to consider models that, as children
themselves rarely seek help from them, their problems are often defined by other adult
people involved with the child. When the adult interpret the information given by
others about the child, the use of models may help widen perspectives of situations

and aid understanding of the child.

The ‘medical model’ is one of the disability models, which assumes that difficulties
that people with disability have are associated only with their physical impairment
(Coleridge, 1993). Therefore, overcoming disability is a matter of individual person’s
effort (Johnston, 1994). It is argued that, as this model assumes the problems are
located within the individual person with a disability, it does not take into account the

socia problems which exclude disabled people from society (Oliver, 1996).

In contrast, the ‘social model’ defines disability as socialy constructed and imposed
on people with impairment (Hutchison, 1995). This model put problems on the
collective responsibility of society as a whole not on the individua (Llewellym et a,
2000). It is considered, for example, that difficulties that people with disabilities have
are caused by barriers such as prgjudice and lack of facilities, which are created by

society (Coleridge, 1993; Oliver, 1996).

The ‘transaction” model assumes disability is a result of interaction of influence of
individual persons’ characteristics and the environmental influence (Llewllyn et
al.2000). According to Llewllyn et a (2000), this model assumes that people
influence each other in both positive and negative ways, therefore, any behaviours do

not have a single cause. A child interacts with other people and any environment

15



surrounding him, which may have an impact on the child’s functioning and
psychological well-being (ibid: p.161). Therefore, perceived disability by the child
may be influenced such interaction. This model may require people who support the
child to consider individual children’s difficulty from various directions. That is, not
only the child’s deficit nor environmental factors, but the child’s feeling, behaviours

and reaction of others to the child may be influential factor of the child’s difficulties.

As the needs a result of interaction, individual children may have difficulties in
different ways. However Closs (2000) points out that needs of children with medical
needs are often overlooked. Although the impact of illness and difficulties cannot be
assessed by just medical condition, it may not be well known. Ikari (2001) said, when
difficulty are not visible, it is difficult for other people to identify what problem the

child has (Ikari et al. 2001), which may cause overlook the child’s needs.

Different people may identify the child’s need different way, which may depend on
what they perceived as difficulties and how they interact with the child. If so, are
there any differences in perceived needs by the child and people around them? How

may such differences have an impact on the child in real life world?

2.2.3. Barrierstoinclusion

Researchers who investigate whether the school meet the child’s special needs

identified barriers to inclusion.

Pivik et al. (2002) interviewed 15 students with mobility limitations who studied in

secondary school and their parents to investigate their perceptions of barriers and
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facilitators to inclusive education. They found barriers in physical environment ( eg.
school building, facilities), intentional attitudinal barriers (eg. bullying, isolation),
unintentional attitudinal barriers (eg. lack of knowledge), and physical limitations (eg.
lack of time to move to other classroom). Attitudinal barriers reported were mainly
issues in peer relationships such as bullying and name calling. Unintentional
atitudinal barriers were identified in relationships between teachers. Lack of
understanding of the child was considered to cause inappropriate work given and

failure to provide support.

Baker and Donelly (2001) researched environmental influence of children’s social
experience and found negative and positive influences of environment on the child. In
terms of school, school building and facilities, pupils attitudes, school leadership,
teachers’ professional approach, and school policy are suggested as influential factors

on the child.

From teachers’ point of views, teacher’s own negative attitudes were identified as
barriers to inclusion (Wolstenholme, 2010). Wolstenholme (2010) interviewed
educational specialist in arange of settings including LA officers and school teachers.
They found that teachers’ lack of own role to address certain care needs, and also
severity of the child’s needs cause teachers’ negative attitudes towards the child and

resulted in inappropriate support to the child.

Regarding a role of teachers, research found that teachers play a crucia role in

implementing inclusion (Forlin et al. 2010). Burke and Sutherland (2004) found that
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negative attitudes towards inclusion are because of practical concern about how to do
rather than ideological reasons.There are research evidence that teacher’s self efficacy
belief to teach children with difficulty have a positive collation with their attitudes
towards inclusive education (Weisel and Dror, 2006; Savolainen, et a. 2012).
Savolainen et a (2012) had a large scae of questionnaires survey with school
teachers. As aresult of quantitative data analysis based on a self efficacy scale, they
concluded that teacher’s self efficacy belief was connected to their attitudes toward

inclusive practice.

These researches suggest that attitudes of teachers and pupils as well as school
facilities and environments are considered to be potential barriers to inclusion in
general. Next section reviews literature in order to consider whether there are any

specific issues for children with medical needs.

2.3. Children with medical needs and school experience

This section reviews literature on education for children with medical condition in
order to understand impact of illness, and barriers and facilitators to education for ill
children. In the process of this review, | also considered different methods of data

collection and approaches about who were investigated in the studies.

2.3.1. School attendance and impact on the child

Children with chronic illness are absent from school for an average of 16 days a year
compared to about 3 days for healthy children (McDougal, et al. 2004). Some chronic

illnesses affect children’s school attendance more profoundly. For example, Vance
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and Eiser (2001) reviews literature on school absence of children with cancer and
reported that average absence are from 25 to 80 days, which depends on nature of
cancer and treatment. Other examples are 19.5 days a year in average for cystic
fibrosis (Wildhagen et a. 1996 in Shaw et a. 2007). The pattern of educationa
interruption is vary. According to Bolton (1997: 3), who researched one hundred
parents of children with various chronic illnesses, the patterns of disruption of
education which was found in her study were;
e The single, medium to long period of time out of school that may derive from
arelatively uncomplicated accident or a one-off illness
e The repeated interruptions associated with serious chronic illness, which
include long and short period of school absences (eg. cancer)
e The short but frequent periods of time out of school (eg. severe asthma)
e Theregular short absences for the treatment regimes (eg. renal failure)
e Thelong periods out of mainstream school

(eg. psychiatric illness, mental health problems)

In addition to hospitalisation, child’s health conditions and scheduled clinic visit are
also cause of frequent absence (Sexson and Madan-Swain, 1995). Long-term or
frequent absences from school may affect children negatively in their development
and school life. For example, an academic delay accumulated during the
hospitalisation period may cause underachievement when they return to school and
may lead to low self esteem (Larcombe, 1995 ; Shiu, 2001). In addition, research
suggested that separation from school cause relationship difficulties with peers and
teachers in mainstream school (Larcombe, 1995; Lightfoot, et al. 1999; Shiu, 2001;

Poursanidou, et al 2003; Mukherjee, et al. 2000) which sometimes resulted in school

19



phobia (Madan-Swain et al. 2004). Boonen and Petry (2011; 494) noted that
prolonged school absence is problematic because education plays a major role in
stimulating social development of the child in promoting a sense of normalcy and

psychological well-being.

The complexities of patterns of hospitalization and school absence may require
children to have appropriate support while they are absent from school in order to

prevent negative impact on the child in their school life.

2.3.2. School experiences

Children’s school experiences are researched by investigating perceptions of the
children themselves, parents and school teachers. Norris and Closs (1999) conducted
interviews with children with serious medical condition, parents and school staff in
primary and secondary school in order to investigated teacher-child, teacher —parent
relationships. They found that teachers’ perceptions of the child’s medical condition,
such as feeling of fears about seriousness of condition, lowered expectation about the

child, sometimes negatively affected teacher-child relationships.

Lighthoot, Wright and Sloper (1998) investigated support needs in mainstream school.
They conducted interviews with pupils with chronic health condition, parents and
teachersin primary and secondary schools. They identified difficulties in dealing with
impact of school absence, exclusion from school life, teachers’ reactions to the illness,
and peer relationships. Larcombe (1995) had interviews with children with different

types of medical conditions and their parents, teachers. She concluded that teachers
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need to be informed about medical condition, as lack of information was identified as

cause of difficultiesto support children in school.

While many research focus on only school life after the child return to school, there
is little research which investigate the child’s experience throughout the process from
hospitalization to re-entry to school. Bolton (1997) conducted interviews with one
hundred parents and their children who had chronic illness to investigate their
educational experience in hospital, at home and at school. She found that process to
return to school was particularly difficult for some children. Flexibility of procedure
and a good relationships with teachers are required. She also suggests that an
exploration of the education systems and procedures which are most effective in

promoting child’s social and emotional well-being.

Education in hospital and home teaching seem to be under researched area. As one of
few research, Wiles (1998) identified a role of hospital school to link with the child
and the school, to support the child by close collaboration with medical staff as well
as counselling role to the child and families. Taniguchi (2009) also identified similar
findings about the role of hospital school as a result of study on hospital schools in
Japan.

Farrell and Harris (2003) researched hospital schools in different authorities, and
suggested effective practice in the provision of educationa services for children and
young people with medical needs. Boonen and Petry (2011) researched re-entry to
school after a period of homebound instruction for children with illness. They found

that homebound practice contributed to build social contact with the child and peersin
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school, which improved peers’ understanding of the child and resulted in smooth re-

entry.

Research suggest that hospital school and home teaching may have impact on children
and their school life. However, thereislittle research which investigate the process of
the child’s educational provision from the period in hospital and after reentry to
school. Also there is little research which investigate the perspectives of teachers in

hospital school and home teaching.

2.3.3. Resear ch on specificillnessor illnessin general

IlIness and treatment may have influence on children’s life in various ways.
According to Eiser (1993), there may be two perspectives in researching impact of
illness on children. Oneisinvestigating specific illness and its consequences, which
may reflect medical point of views. It assumes that different illness has different

treatment and different consequences..

Another perspective is ‘no categorical’ approach, which stresses similarities of life
stress and difficulties that were identified across different conditions (ibid; p.15). This
type of research may be more beneficia to bring recommendation for children with

illnessin general.

As examples of research on a specific iliness, there are several questionnaire surveys
with children with cancer, which revealed that children with cancer have more school
absence than healthy children or those with other chronic illness (eg. Charlton et a,

1991; Vannatta et al. 1998) As an example of study on non specificillness, Lightfoot
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et a (1999) had interviews with children with variety of illness to investigate school

life for children with illnessin general.

On one hand, studies focusing on a specific category of illness are useful to
understand a range of impact that cancer may have on children, there is an argument
whether it is appropriate to generalise the finding into other iliness (Eiser, 1993). It is
also questionable what are specific for cancer. Eiser (1993) argues that researching a
specific illness is not necessarily clear how far any identified impacts or difficulties
are caused by the specific characteristics of the illness, and how far such impacts are
considered to be different from those of other iliness. She stresses the importance not
the ‘label’ attached to the illness but the extent to which the illness and treatments

disrupt the child’s ability to maintain everyday activities (ibid. p.15).

My research interest is educationa provision for children with chronicillnessin
genera. System and policy are generally not supposed to made for specific illness but
for any types of illness and medical condition. It is not my intention to identify
whether certain system fits for certain illness or not. It may be appropriate not to
specify the types of illness, but investigate illnessin general who needs long term or

recurrent hospitalisation.

In summary, literature review of this section suggested that illness and
hospitalisation often have an impact on the child’s school life and social well-being.
Although educational support while the child isin hospital and at home is considered
to influence their school re-entry and school life, there is little research how

educational provision support the child responding to their needs, who may have
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various absence patterns and health conditions. Although there may be different needs
caused by different illness and medical conditions, are there any common barriers to

their education and well-being at school ?

2.4. Policy and practice

24.1. England

Although education authority were legally permitted to provide educational service
for children who were absent on the ground of health, it became a statutory duty in
England in 1993 (Closs, 2000). According to Bolton (1997) and Closs (2000), the
Education Act 1993 established a statutory duty to provide education to children with
medical condition for the first time.

It states:

Each local education authority shall make arrangement for the provision of
suitably full-time or part- time education at school or otherwise than at school
for those children of compulsory school age who, by reason of illness,
exclusion from school or otherwise may not for any period receive suitable
education unless such arrangements are made for them (the Education
Act1993:298 (1) ).

This recognises educational entitlements of children with illness. The associated
guidance to education authority in relation to this was found in DfEE Circular 12/94.
It stresses educational continuity, liaison between all parties, and a liaison role for
hospital teachers (Bolton,1997). It is pointed out that no national standards of
guantity or quality of out-of school education were specified in law or guidance

(Closs, 2000).
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In real life settings, to what extent children with medical needs are recognized as
having special educational needs or not, is one of issues discussed in the literature.
For example, Closs (2000: 6) claims that ‘children with illnesses may be less likely to
be considered to have specia educational needs than children with constant or
deteriorating and /or overt cognitive and / or physical impairment’. She refers to the
1993 Education Act which defines special educational needs as ‘difficulty in learning’
or ‘disability’, and says that different interpretations of ‘learning difficulties’
‘disability’ and ‘difficulties in learning” may have caused confusion. Children who
have medical conditions may have difficulties in learning, but they may not

necessarily have a disability or learning difficulties.

There is some evidence in other studies which supports Closs’s claim. Mukeherjee, et
al. (2000a) report that most of the pupils with medical conditions in mainstream
schools in their study were not registered as SEN pupils, which might have caused a
lack of individual care. Although it is a controversial issue whether children with
medical conditions have specia needs or not, the lack of a contact person for them
such as a SENCO is considered to be one of the problems to support those children

(Lightfoot, et al. 1999).

The Access to Education for Children and Young People with Medical Needs
document (DfES, 2001a) was published as a guideline to education for children with
medical needs. Significant issue in this document may be that children with medical

needs may have specia needs statements. This guidance note:
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A medical diagnosis does not necessarily imply that a pupil has a specid
educational need. However, it is possible that a medical condition may
increase the likelihood that a pupil has a significantly greater learning
difficulty than the majority of children...If this is the case, then the pupil will
have a special educationa need within the meaning of the Education Act 1996
and this may require a statutory assessment. (4.5.)

Farrell et a (2003) conducted a project investigating provisions in several LEAS,
which aims to identify best practice in the provision of effective service for children
with medical needs under this guidance. As one of the findings, they identified
difficulties in mainstream ownership such as collaboration between school and

hospital school and mainstream school’s obligation to support the child.

2.4.2. Japan

Education for children with medical needs

In Japan, specia education for children with disabilities has been part of the education
system since 1947 when the Constitution of Japan and the School Education Law
have secured the rights of education and equal opportunity of education for all
children. However, children with ilinesses were exempted from school education,
because education was considered to impose excessive stress on ill children. It wasin
1961 when schools for ill children and in-hospital education were legally made a part

of the school education system (Taniguchi, 2009).

Although compulsory education for children with disabilities was established.in
1979, . many children in hospital remained without education due to a lack of

numbers of hospital schools and rigid criteria of entitlement to hospital school,
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(Taniguchi, 2009). After 1994, the government promoted education for ill children
and changed the regulations of entitlement to hospital school education (MEXT,1994),
which resulted in increasing numbers of children who could access education in
hospital (Takigawa, 2010;Taniguchi, 2009). Taniguchi (2009) explained that the
cause of the delay in the improvement of education for children with medical needs
was because people generally made the assumption that education was not a priority
for ill children. It is also said that people are not aware of the ill child’s needs because

their needs are not always recognisable (Tanigucchi, 2009).

Recent reforms of Special Needs Education in Japan

Education for children with special needs in Japan has been sometimes criticised for
having segregated children with disability from main stream education (e.g. Miyoshi,
2009). The recent reform which is called Specia Needs Education is expected to
improve this situation. The government stresses that the reform aims to provide
appropriate support to respond to individual needs of children with disabilities rather
than educate those children in separate settings (Kawai, 2007). According to Kawai
(2007), this reform responds to the Convention on the Rights of Persons with
Disabilities. This convention states that inclusive education and reasonable

accommodation of the individuals should be promoted (UN, 2006).

According to MEXT (2012), Special Needs Education provides various forms of
education for children with disabilities such as schools for specia needs education
and specia classes in regular classes. It ams to enrich education for children with
disabilities. The types of disabilities which are supported is expanded to involve

Developmental Disabilities such as Learning Difficulties and Attention Deficit
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Hyperactivity Disorder (ADHD), which had not been paid attention to in the former
system. The reform aims at realising a society that is cohesive and inclusive, in which
human rights of people with disabilities are respected and individual educational
needs of children with disabilities are met (National Institute of Special Needs
Education, 2008). Under the reform, all schools are required to obtain a specia needs
education coordinator and organise a special educational needs system within school.
It is aso required to provide individual educational plans in order to respond to
diverse needs. Collaboration with specialist agencies in the community is aso

suggested (MEXT, 2012).

Although this reform aims a inclusive education, there is some criticism that
separated education is still remaining. Koyama (2011) pointed out that the numbers of
children who study in special units in mainstream school and specia schools have
been increasing. She said that, on the one hand, this system was effective to identify
children’s special needs who had not been well supported in mainstream classes, but
on the other hand, it promoted separated education by supporting them through
separated units in school. She claimed that one of the causes of this was a lack of
provision of measures to support children with specia needs within regular classes. In
order to achieve inclusive education, Koyama (2011) suggests not to rely on specia
care in specia units and special schools, but to involve children with disabilities in

regular classes in mainstream school.

A study shows the gap of attitudes between teachers and special needs units teachers.

Miyaki et al (2010) carried out a study with 34 special support education coordinators.

More than half of them pointed out the low level of awareness among teachers about
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special support education. Others claimed that the school management team did not

pay attention to the support system.

There seem to be two weaknesses of the Special Needs Education system identified
by researchers. Firstly, lack of understanding of theory of inclusive education is
pointed out. For example, the system simplifies the child’s special needs into just
disabilities. The system therefore may not pay enough attention to the fact that special
needs include a diversity of needs that any children may have (Sanagi, 2011).
Moreover, Miyoshi (2009) claims that difficulties which people with disabilities have
are considered to be caused by individual deficit. Because of this perception, people
may not consider that society itself may have created difficulties which people with
disabilities suffer from. It is suggested to consider the interaction of the individua
child’s condition and environmental factors which may cause a disadvantage for the
child (Sanagi, 2011). The second weakness is insufficiency of the system. For
example, Sanagi (2008) compared the roles of specia educational needs coordinators
(SENCO) in England and Specia Needs Education coordinators in Japan. He found
that the system in Japan is lacking the relevant legal and social background to support
the coordinators’ work. He pointed out that there seems to be a risk that system and
practice which are developed without fully understanding the theoretical framework

of inclusive education may not achieve inclusion (Sanagi, 2011).

The literature showed so far, that there seem to be some problems caused by people’s
low awareness about inclusion and the insufficient system athough the Special Needs
Education system aims at inclusive education. However there is little research about

how this system affects education for children with medical needs. According to
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Takeda (2004), more than 80% of children with medical needs are studying in
mainstream school. As the system is relatively new, not so much research has been
done about how those children are supported under this system and what problems

they have.

System and practice

Education for children with health impairment is provided by three types of
institutions. According to the leaflet “To understand children with illnesses” (“Byouki
no kodomo no rikai notameni”) published by the Association of Headteachers of
Schools for children with heath impairment (2010) to promote awareness of
mainstream school teachers, education for the children with medical needs in Japan

are provided by:

(A) Specid schools for children with health impairment or physica disability
which have hospital schools, outreach teaching in hospital and home teaching.

(B) Outreach teaching in a hospital as a part of a designated primary / secondary
school which are located close to the hospital. A teacher visits hospita to
teach inpatient children when it is required.

(C) A unit for children with health impairment within a primary / a secondary
school. Thisis aresource room for children with health impairment who are
enrolled in regular class may visit few times aweek to receive special

instruction.
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Central hospitalsin the region which have regularly considerable numbers of inpatient
children usually have this type of hospital school (Takigawa, 2010). These hospital
schools which are a part of specia schools have relatively large numbers of teachers
and have branch sites in severa hospitals. Hospitals with a smaller numbers of
inpatient children usually have hospital schools of type (B). Education for children
who are at home due to medical reasons is provided through home teaching which is
organised by special schools of Type (A). Type (C) units look after children who are
not hospitalised but are not well enough to attend mainstream teaching. Type (C) units
frequently take on students from other schools which do not have such units. Type (C)

units have recently increased in number (Takigawa 2010).

Literature reviews that education for children with medical needs in Japan has been
included into regular school system later than education for children with other
specia needs, and researcher hypothesis that lack of attention and misunderstanding

may have caused this delay.

Some researchers pointed out that many children in hospital are still left without
education. For example, a study found that hospital school plays an important role to
support children in hospital by social emotiona support and connecting them to the
community (Taniguchi, 2009) and they also support child’s return to school
(Kamibeppu 2011). However, there seem to be a number of problems in the process
of returning to school, such as low awareness of the needs of the ill child in the
mainstream school (Horibe, 2011). Moreover, a study found that insufficient numbers
of hospital schools have prevented access to education for children in hospital (Ikari

et al. 2002). According to a questionnaires survey (Tochigiken Bengoshi kai, 2009),
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in which 120 hospitals responded out of 330 hospitals which have pediatric wardsin 7
prefectures including Tokyo, 58 % of them did not have any education for primary
school pupils, and 63% did not have education for junior high school students. As the
response rate is quite low, this figure may not accurately represent the situation.

However, it islikely that not al children in hospitals are able to access education.

2.5. Summary of chapter two

Perceptions of inclusive education are influenced by various factors such as culture
and value. As an example, there was a difference in policy documents in England and
Japan. Are children with medical conditions considered to have ‘disability’ or ‘special
needs’?

How are they supported in the system?

What people identify as child’s disability may influence what they understand the
child’s needs are. As a result of contrast of three disability models, I found that child’s
needs are considered to be aresult of interactions between the child and environment.
From this conclusion, question emerged, Are there any differencesin perceived needs
by the child and people around them? How may such differences have an impact on

the child in rea life world?
In terms of barriers to inclusion, researches suggest that attitudes of teachers and

pupils as well as school facilities and environments are considered to be potential

barriersto inclusion in general.
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Regarding school experience of children with medical needs, | found that
complexities of patterns of hospitalization and school absence may have impact on the
child’ school life and socia development. There may be different needs caused by
different illness and medical conditions. However, are there any common barriers to

their education and well-being at school ?

As aresult of review, | develop three research questions:
1. What are the educational needs of children with medical needs?
2. How do the systems function to respond to the child’s needs?

3. What are the barriers to suitable education for children with medical needs?

In order to fill a gap of the research in this area, | investigate education for children

with medical needs throughout the process of hospital to school. | answer the

guestions by investigating different perspectives of people.
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Chapter Three
Theoretical review

3.1. Introduction

This chapter reviews theories which are relevant to my study. One is socia ecological
theory and another one is self-efficacy theory. As | explain later, my study applies
interpretive paradigm (see 4.3.1.), and therefore, it is not theory oriented. However, |
have ideas from these theories to develop my study. | explain how | use these theories

in my study.

3.2. Social ecological theory

The social ecological theory assumes the human behaviour and its environment are
mutually influenced (Bronfenbrenner, 1979). It assumes that the individual’s
behaviour and development are influenced by multiple factors including interpersonal,
social, cultural and political issues (Kazak, 1989). Bronfenbrenner (1989) also
suggests considering a perspective of a time related component. He notes that
characteristics of the person are a joint function of those of the person in the given
time and the environment of the person up to that time. Therefore, change of the time
may need to consider its influence on both environment and the characteristics of the

person.

Llewellyn et al. (2000) suggest that this theory is useful for researchers to examine
issues such as mainstream school re-entry of the child with special needs. In the

process of school re-entry, the existing relationships between the child and
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environment alters and creates a dynamic that may have a impact on the child’s
developmental change. Data obtained before and after a particular life experience or
life transition may enable researchers to examine the mutual influences of the school

community, education system and the self (ibid.: p.160).

| consider that social ecological system theory helps me to understand dynamic and
complex children’s needs who go through different stages of inclusion process, such
as hospitalisation, re-entry process to mainstream school after discharge, and after
entry into mainstream school. When child is in hospital, environment in hospital and
the child’s condition may interact and may influence the child’s need that the child
had then. When the child returns to mainstream school, the dynamics of three
different issues may have an impact on the child’s needs. That is, they may be the
impact that the child has had until then in hospital, the child’s condition, and
environment in school. Therefore, when the child returns to school after
hospitalisation, the child’s educational needs at school may have been influenced by
the experiences and educational support that the child had received in hospital. |
consider that the ecological theory is helpful to investigate the child’s needs which
may have been influenced system and practice of educational provisions in different
stages.

In my study, | investigate the ecological system around the ill child in the different
stages of process from hospitalisation to return to school. That is, 1) in hospital, 2) in

recuperation at home / return process to school, and 3) at school.

As regards the environment in the ecological system, | investigate three levels of

system adopting the concepts of ecological theory. The first level is individua
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interaction level. Bronfenbrenner (1979) suggests that a child has direct impact from
the interaction with in persons around them (eg. the child-the teacher) , and aso have

an indirect impact from the interaction people around him (eg. parents — the teacher).

Secondly, | investigate local level of practice which may have influence parents and
teachers (eg. school policy, local level of support system). Thirdly, | investigate and
also national level of system and practice (eg. education system). | consider how these

different levels of system and practice may have an impact on the child’s education.

| do this by investigating the experiences in each stages of the process that the

participants described.

Figure 3.1 shows the ecological system of my study.

Figure 3.1. Ecological system of educational system and practice

System in the System in the System in the
National level National level National level
i System in local .
System in local Ie)\//el System in local
level level
Individual Individual Individual
interaction interaction interaction
“The child «The child *The child
“Parents «Parents *Parents
Teachers «Teachers *Teachers
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In hospital ) Inrecuperation ——>> At school

at home
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3.3. Social efficacy theory

3.3.1. Sdf efficacy

In my study, impact of interaction between people (eg. theill child — teacher, parent —
teacher) on the child is the important issues that | investigate. In order to consider
process of this influence, I chose concept of self efficacy which is in Albert Bandura’s
self efficacy theory to use supportively. Self efficacy is defined as belief about one’s

own ability to take an expected action (Bandura, 1997).

According to Bandura (1997:116-117), people’s action are initially shaped in thought.
When people need to take a certain action, they construe situations and predict the
likely outcomes. When they predict positive outcomes, how things go in a good way,
people may take action. On the other hand, if they predict negative outcomes, how
things go wrong, they may not decide to take action. Bandura (1989:1181) notes that
these conceptions of prediction are formed on the basis of influential factors, which
are the knowledge gained through observational |earning, inferences from exploratory
experiences, information conveyed by verbal instruction and pre-existing knowledge.
In this process, people’s belief about their own ability to judge to what extent they can
manage things to result in positive outcomes may influence the decision that they
make. If people think that they do not have the ability to mange things, they may not
take action in order to avoid failure. However, if they believe that they have the
ability to mange things, they may take action to achieve a positive outcome. Bandura

calls people’s self belief about their own ability self-efficacy.
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The simplified concepts of decision making process that I understood from Bandura’s

theory (1997) is

When a person considers whether she takes an action or not in a certain
situation, shefirst refersto influential factors that she has as her own
knowledge (which she obtained by observations of others, experiences,
instructions, pre-existing knowledge). Secondly, she makes a prediction of
outcomes. Thirdly, make decision to take or not take action. Sufficient
knowledge may strengthen her self efficacy, and it may lead her to take action.
Insufficient knowledge may weaken her self efficacy and it may lead her not

to take action.

| discuss in later chapter about influential factors, which may have an impact on
teacher’s positive and negative attitudes towards ill children. I considered that data of
‘facilitating factors’ and °‘obstacles’ to respond to the needs were people’s
perception about something may influence the teachers’ action. I also considered that
data of teacher’s ‘supportive attitudes’ and ‘unsupportive attitudes’ were action

that teacher took.

In my study, the participants often said the words ‘aware’. For example, they said
‘awareness about child’s difficulties’ and ‘lack of awareness of his own obligation’.
Without being aware of the child’s difficulties, teacher cannot provide support to deal
with it. Similarly, if teacher were not aware of own role and responsibility to support
the child, teacher may not be motivated to take an action. Therefore, | consider that

awar eness is something occurred in between the first and the second stage.
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Therefore, | developed three categories for my study as below.

1) Influential factors
2) Teacher’s awareness

3) Teacher’s supportive / unsupportive attitudes

These categories are used in Analysis and Discussion Chapoter (ssee Chapter seven)..

3.3.2. Causation model

In discussions in Chapter seven, I borrow Bandura’s causation model in order to

develop my own model.

Self-efficacy theory provides a causal structure of human behaviour (Bandura, 1997).
It assumes that human agency is determined by interaction of persona, behaviourd
and environmental factors, and factors also determine each other reciprocally.
Bandura developed a model consisting of the following three variables to describe
causative factors in human agency, which he called triadic reciprocal causation (see

Figure 3.2.).

Personal factor

P

o ()¢
Behaviour Environment

Figure3.2. Triadic reciprocal causation model (from Bandura, 1997. 5)
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Personal factors mean internal personal factors such as cognitive, affective and
biological events which affect the person’s perceptions and actions. Behaviour
signifies the person’s performance. Environment means the external factors around
the person. All factors interact reciprocally to determine each other. This mechanism
functions (1) when people acquire competencies, and (2) when people take any

actionsin general.

| borrow this model and develop a model for my study (see7.3.). However, my study
is not about self-efficacy. | use this model to consider relationships between teacher’s

attitudes, teacher’s awareness and influential factors (see 7.3.).

3.4. Summary of chapter three

This chapter presents two theories are relevant to my study.

Socia ecological theory helps me to investigate the whole systems of provision of
education for children with medical needs. | investigate three systems in different
stages (in hospital, at home / at school) and in each system | investigate three levels
(national level, local level and interpersonal interaction). | examine the existing
relationships between the child and environment alters and a dynamic that may have a
impact on the child. Self —efficacy theory inspires me to develop categories and a
model to examine teachers’ attitudes towards the child. They are used to examine the

relationships of teacher’s attitudes, awareness and influential factors.

Next chapter explains the research design of this study.
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Chapter Four
Resear ch Design

4.1. Introduction

According to Cohen et a. (2005), there are two principles to determine the
methodology. Firstly, research design is governed by ‘fitness for purpose (ibid, P.73)’.
That means, research strategies and methods should be appropriate for the purposes of
the research. Secondly, the research design should be workable (ibid, P.73). That
means, practical research design should be decided considering the balance between
what could be done ideally and what would actually work. In this chapter, | explain
the methodology of my study applying these principles. Firstly, | explain the origin of
the study in order to describe the issues that | was concerned, and identify the
purposes of the study. Secondly, | explain the methodology. | consider the reasons
why the approaches and theories underpinned my study are appropriate to my study.
Thirdly, | demonstrate the overall research design. | then explain context of the study
identifying differences between ideal research instruments and redlity. Thirdly, |
explain details of research methods and selection of participants. Fourthly | discuss
the ethical issues. Finaly, | explain the methods of data analyses, and consider the

limitation of the study.

4.2. Aims and resear ch questions

The aims of my study are:

e To explore the experiences and perceptions of 1) young persons who
experienced hospitalisation and 2) parents of children with chronic illness

about education for children with medical needsin England and Japan.
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e To explore the experiences and perceptions of teachers in hospital and
mainstream school s about education for children with medical needs.

e To explore possible differences and similarities of those groups of people’s
perceived barriers to education for children with medical needsin England and
Japan.

e To suggest possible areas for improvement to achieve more positive

educational experiences for children with medical needs

In order to specify the purposes of my study, | devel oped three research questions:
4. What are the educationa needs of children with medical needs?
5. How do the systems function to respond to the child’s needs?

6. What are the barriers to suitable education for children with medica needs?

The first question was to identify the participants’ perceptions of educational needs of
ill children. It investigates their perceptions about the impact of the child’s medical
condition, hospitalisation, and any other environmental factors that they would
mention on the child’s education when they were in hospital, in the recuperation

period at home and after they go back to mainstream school.

The second question was to consider the participants’ perceptions about factors which
facilitate education for children with medical needs. It investigates 1) how the
participants understand the systems and policies of education for children with
medical needs, 2) their perceptions of their own role and the roles of others, 3) what

the parents / the child did to receive educational support in hospital and mainstream
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school, 4) what hospital and mainstream school teachers did to provide educational
support, 5) any other factors that they would mention which result in positive

educational experiences for children with medical needs.

The third question is to identify the participants’ perception of difficulties which they
considered a cause of negative outcomes in child’s education. It investigates what the

perceived obstacles were and why they understood them as problems.

4.3. M ethodology

4.3.1. Resear ch paradigms

According to Cohen (2005), educational research is taking two different perspectives
of social reality. One is the traditiona objective approach of positivism and the other
is the subjective approach which is referred to as anti-positivism or the interpretive

paradigm.

Positivism assumes that the social world is an objective reality which is external to
individuals. It assumes that human beings respond mechanically to their condition and
environment, and therefore, the researchers’ role is to observe the phenomena
objectively to analyse the cause and effect like relationships and regul arities between
selected factors (Cohen, 2005:5-7). They are concerned with searching for universal
laws which explain and govern the redlity which is being observed (Burrel and

Morgan, 1979).
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Positivism is often criticised that social world is not fully explainable as a mechanism.
Habermas (1972) argues that scientific explanation in positivism seems to ignore
important aspects of human society such as values and beliefs. It is not concerned

with people’s intentions and individualism (Cohen, 2005).

While positivism seeks the objective one reality in which law-like statements can be
generdised, the interpretive paradigm aims to understand and describe multiple
reaities (Pring, 2000). It assumes that social readlity isthe result of individual people’s
subjective consciousness; therefore it can only be understood through investigating
the views of individuals who are involved in the phenomena, within their natural
settings (Cohen, 2005). Within the Interpretive Paradigm people’s subjective
interpretation and understanding of actions is considered to be knowledge.
Knowledge is also considered to be subjectively formed during the research process,
therefore, research is assumed to be a product of the values of researchers and cannot

be separated from the researchers’ subjective views (Mertens, 1997).

The Interpretive Paradigm assumes that people are not passive and mechanically react
to environment but that they act intentionally and actively make decisions about their
activities (Blumer, 1969). It denies the existence of cause and effect like universal
laws in the social world which positivism seeks. Instead, the socia world is
considered to be formed by interactions of people’s behaviours, and assumes that
people understand and interpret the meaning of the phenomena and their experiences

from their point of view (Usher, 1996). In view of these assumptions, the interpretive



approach seeks to explain how the phenomena are understood and interpreted by

those who are involved in them (Pring, 2000).

4.3.2. The paradigm adopted in my study

In my study, | adopted the interpretive paradigm. This is because the interpretive
approach has some distinguishing features which | regarded as appropriate for my
study for following reasons. Situations of children with chronic illness are often
changed depending on their condition and treatment that they have, such as staying in
hospital or at home, having ill condition or recovering and going back to school. In
the process of these changes, many different people are involved in the child’s
education. These people may have individually different views about the child’s
education. The interpretive approach is appropriate to investigate situations which are
changing rather than fixed, and which involves multiple interpretations of and

perspectives on single events and situations (Cohen, 2005).

According to Beck (1979), the purpose of social science is to understand socia
reality as different people see it and to demonstrate how their views shape the action
which they take within that reality. Adopting this point of view, my study investigates
perceptions and experiences of different people involved in education for children
with illness in order to demonstrate how they interpret their experiences and how their

views have an impact on the children’s education.

According to Usher (1996) and Pring (2000), researchers need to be aware that

phenomena may be observed subjectively by the research participants and the
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researcher in the process of research. In order to reduce the subjectivity which
interferes with the interpretation, Usher (1996) suggests that being aware of the
researcher’s own pre-understandings of phenomena is important. In my study, |
investigate practice in hospital schools and other educational institutions. As | myself
was a hospital school teacher, | avoid any risk to support for hospital school. | include
any negative issues about hospital schools in order to investigate the data objectively

as much as possible.

4.4. Research design

4.4.1. Approach

4.4.1.1. Qualitative study

My research is a qualitative study, using interpretive method approach attempting to
make sense of the concept of education for children with medical needs while they
were in hospital, at home and after they go back to mainstream school. | decided to
use qualitative data in my study because the phenomena that |1 was looking at were a
natural setting and | wanted to investigate it from perspectives of people who were
involved. Qualitative data was considered to be appropriate to collect rich data of
people’s experience and perceptions to understand the phenomena of education for

children with medical needs as a whole from people’s point of views.

4.4.1.2. Case study
This study is a multiple case study which involves two cases of provision of
education for children with medical needsin England and Japan.

Yin (1981) defines the case study as an empirical inquiry that:
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e investigates a contemporary phenomenon within its real-life context; when
e the boundaries between phenomenon and context are not clearly evident;
and inwhich

e multiple sources of evidence are used.

This study investigates the phenomena of education for children with medical needs
from the point of view of different groups of people involved in order to identify the
barriers to education for this group of children. As the investigated phenomena
involve various people, such as child, parents, teachers and peers, | considered it
appropriate to collect datafrom different sourcesto investigate the process as awhole.
Moreover, the issue that this study aims to identify, that is what people consider as
barriers to prevent education for children with medical needs, may be different for
different people, according to their roles and various influential factors. It seemsto be
complex to identify how such perceptions interact and construct a whole. As
mentioned above, Yin (1981) suggests that the case study is appropriate to investigate
phenomena in which the phenomenon and context are not clearly separated. Evidence
from multiple relevant sources may help to understand complex phenomena. The case
study approach is considered to be suitable to investigate the topic of this study,
which involves complex interactions of people, through data from various points of

view.

| chose multiple case study approach because | expected that contrasting different
cases
may help me to understand case of Japan more objectively and clearly. | have only

two cases because | consider it would be appropriate to make my study simple and
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clear. | chose England as a case to contrast with a case of Japan, because both
countries are similarly developed democratic countries, and they have the nationa
insurance system and the compulsory education system until 16 years old, which may
be related to the topic that | investigate. A practical reason for this choice was that |
had an opportunity to study in a university in England, therefore | expected that it
would be convenient to find appropriate participants to my study through the network

of the university staff.

4.5. Selection of participants

This section presents the selection of samples. Firstly, | explain theoretical framework
for the selection of participants. Then | present the process of selection, followed by

the list of participants.

4.5.1. Theoretical framework for sampling process

| adopted interpretive paradigm in my study in order to investigate education for the
ill children from different perspectives of people who are involved. Educationa
settings of children with medical condition may be changed depending on where they
are, namely, in hospital, at home, or at school (DfES, 2001a). In the process of these
changes, many different people are considered to be involved in the child’s education.
| expected that perspectives of such different people who are involved in the child’s
education would be useful to explore the real world of phenomena, education for

children with medical needs.
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In order to investigate the phenomena systematically, | used the concepts of social
ecological theory (see 3.2.). This is because this theory may help me to understand
dynamic and complex needs of children who go through different stages of process
such as 1) hospitalisation, 2) re-entry process to mainstream school after the child’s
discharge from hospital and 3) after they go back to school. Bronfenbrenner (1979)
suggested considering a perspective of a time related component in investigation, as
environmental change around the child may have an impact on the child. | consider
that educational settings in these three stages are important to investigate to

understand the child’s education as a whole.

Having understood these concepts, | decided types of people to involve in my study
as.
1) Personswho received education

2) Persons who provide education in three different stages

In terms of the first group, | select either persons who experienced hospitalisation in
childhood or parents of children with medical needs in each country. Regarding the
second group, | select teachers in different settings in each country. In order to focus
the investigation on education and to make the study ssimple, | did not involve the

other possible persons around the child, such as medical staff and peers at school.

In terms of persons who provide education, | selected people who may take charge of
education in three stages of the child’s process; in hospital, at home, and school. From
a Literature suggests the educationa settings in these stages are generally hospital

school, home teaching and main schools (DfES, 2001a: NISE, 2010) Therefore |
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selected teachers in 1) hospital schools and home teaching, and 2) teachers in

mainstream schools as samples.

4.5.2. The process of selection of participants

45.2.1. England

Hospital school and home teaching teachers

| initially made a choice to restrict my search to the West Midlands region in England.
This selection was made for practical reasons, that is, for reasons of feasibility to
conduct the interviews, as the university where study was located was in the same
area. | searched the websites of all 33 loca councils in the region to find hospita
schools. | looked at the information about education for children with medical needs
and the list of schools. Five councils presented information of alternative education
for ‘children with medical needs’ or ‘children in hospital’. One of them was a special
school and the other four were Pupil Referral Units (PRUS). | sent request letters to
five schools (see Appendix 1). One specia school and one PRU accepted to

participate in the research.

The second stage of the selection of special school and PRUs was to use a list of
hospitals in the network of Children’s hospitals specialised in child cancer, which is
called Children’s Cancer and Leukaemia Group (CCLG). I knew about this network
at the seminar for teachers about child cancer. According to CCLG (2007), specialist
medical treatments of child cancer and leukaemia are provided in the 20 hospitals in
the UK, among which thirteen hospitals are in England. That is, any children in

England who need such treatment would stay in one of the hospital in the list. Child
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cancer is one of the illnesses which are often discussed in the context of having an
impact on the child’s school life (eg. Vance and Eiser, 2000). I hoped that hospitalsin
the list would provide useful insight into finding out how children with cancer are
supported in their educational needs in hospital. In order to find hospital schools in
the listed hospitals, | used the websites of all 13 hospitals and general search engines,
using key words such as ‘hospital school in X (name of the city where the hospital is
located)’ ‘hospital and home teaching service in X’, ‘special school for children with
medical needs in X’, ‘PRU for children with medical needs in X’, ‘Hospital and

outreach educational service in X’.

These key words were developed through the following considerations. According to
the website of a special school in the West Midlands, which provided hospital school
education, the school was described as ‘specialised in children with medical needs’,
which seemed to be different from other special schools for children with physical
difficulties. Similarly, one of city councils described the PRU, which provided
hospital school and home teaching, as ‘PRU for children with medical needs’ or
‘specialist unit for medical needs’. They were differently classified from another type
of PRU for children with behaviour problems. Such information about names and
categories was useful to develop key words to search other hospital schools in other

regions.

As a result, | found three special schools and four PRUs which provided hospital

school education within the hospitals in the list. Out of the three special schools and

four PRUs, one was the special school in the West Midlands that | had aready
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contacted. | sent request letters to the remaining two special schools and four PRUS.

One PRU accepted to take part in the research.

A third method of sampling was employed in order to expand the scope of data
sources. | made use of the opportunity to discuss my research interest with a number
of special schools and PRUs from outside the West Midlands. This opportunity was
presented to me by taking part in number of seminars and conferences were | made
contact with the representatives of these schools. Out of these, two special schools in
and one PRU gave me the opportunity for unofficia visits. Only the PRU agreed to

take part in the research officialy.

In each of the special schools and PRUs which agreed to participate, the head teacher
or the head of department selected the teachers to be interviewed. Three teachers in
the specia school, one head teacher and three teachers in one of PRUs, and four

teachersin other PRUs were interviewed.

Mainstream school and local authority

In the case of the mainstream schools, | expected to be able to access mainstream
schools which hospital schools and units had worked with. However, hospital schools
were reluctant to disclose mainstream schools because of confidentiality issues in
connection with the pupils. Instead of this, | accessed two mainstream schools, one
primary and one secondary school, through the assistance of colleagues at university.
Although they were opportunistic samples, they were good examples of local schools
which provided education for children from multi cultural backgrounds who had

various needs. The secondary school that | visited had experience of working with one
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of the researched hospital schools to support a pupil in the hospital. The schools
selected the participants. One teacher and SENCO participated the study. A head

teacher of the primary school aso participated.

In addition to teachers, the educationa consultant service for parents of children with
special needs which belongs to alocal authority was selected to be interviewed. The
reason for this selection was that it was atypical service which any local authoritiesin
England have, but that there was no similar service in Japan. Therefore, it was
considered to be important to have data from this service to understand the system in

England.

The possible weakness of the selections of samples in this group of people who
provide education is that the limited numbers of samples may not reflect a variety of
schools. That is, all sample sites of hospital schools, PRUs and mainstream schools
were in urban areas which may not reflect the perspectives of schools in rural aress.
Smaller sized hospitals than the selected hospitals may have different systems for
children, and hospitals which have specidlities of certain medical conditions may
provide different support for children in the hospital. Therefore, the limited numbers

of hospitals in this study cannot reflect such varieties.

Personswho werein hospital at school age

The data of experiences of children with medical needs were collected by interviews
with young people who were in hospital at school age. There are two reasons for this
selection. Firstly, it islikely to be difficult to do research on children in hospital. Asit

is pointed out by some researchers who carried out research with children with
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medical needs, it is a complicated and time-consuming process to receive ethical
approval from the NHS and the relevant ethical committees to carry out research in
hospitals (Alderson 1995; Miller, 2000). For example, Stalker et al. (2004) who
interviewed children with medical needs reports that the process of obtaining ethical
approval and access to children was complicated and time-consuming. As aresult, the
delay affected the following research. As aresearcher from outside the UK, it seemed
even more difficult for me to deal with this problem under the unfamiliar system.
Secondly, as the literature shows, researchers often point out that many children with
medical needs are staying at home or in mainstream school, rather than in hospital
(Farrell et al. 2003; Ofsted 2003). Even if | had been able to recruit the interviewees
through hospital or hospital school, it might have been difficult to access those who

had been discharged.

The interview participants within the group of people who received education for
children with medical needs were university students and staff who had experiences
of hospitalisation and illness in their childhood. They were recruited as voluntary
interviewees through posters that | distributed in various public spaces on campus
including libraries, restaurants and shops for one term. The reason for this selection
was that there might be some interviewees from various backgrounds. As aresult, one
member of staff and two students who responded were recruited as research

participants.

A possible weakness of this selection method was that there might be students and
staff on campus who may not have seen the posters and therefore were not involved in

the interviews. The sample also did not involve people with different educational back



grounds other than university backgrounds. These limitations were taken into
consideration in dealing with the data, especially in recognising that generalisations

were not possible.

45.2.2. Japan

Hospital school and home teaching teachers

In searching specia schools which provide education in hospital and home teaching in
Japan, | used the list of specia schools for children with medical needs which were
published by the association of head teachers of those schools (Association of Head
Teachers of Schools for children with health impairment, 2010). In addition to special
schools, | searched units in which designated mainstream primary or secondary
schools provided outreach teaching in hospital. For this purpose, | used a list of the
participant schools of one of the regional seminars for hospital school teachers that |
had attended in the past. | selected schools from one of the prefectures in Kanto
district. Three specia schools and two main stream schools which provided education
in hospitals in the prefecture were sent request letters (see Appendix 2). One hospital
school accepted to participate in the research. The head teacher selected the teachers
to participate in the study. A head teacher and two hospital teachers were selected as

participants.

A possible weakness of this sampling method is that only one special school was

selected, therefore, the study could not involve any data about other special schools

and unitsin hospitals.
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Per sons who experienced hospitalisation in childhood and parents

Accessing children with medical needs who received education in hospital and home
teaching was difficult in Japan as well as in England. The school that | accessed allow
me to have interview with teachers but was reluctant to involve the pupils and their
parents into research. Instead of accessing this group of people through schools, |
accessed two charitable organisations which support families of ill children, one was
for chronic illnesses and the other one was concerned with children with cancer.
However both of them replied that they would not participate in any research for

degree purposes.

Because of conducting research from a distance, that is, from the UK, getting access
to appropriate sites and participants was particularly difficult. The online forum
presented a feasible and accessible source of data. A discussion about this selection of
method is present later (see 4.5.3.3.). One of the reasons was that the participants in
the forums involved different groups of people, such as parents, teachers of children
with illnesses and people who had childhood illnesses, who might provide rich data

for the study.

| used one of the widely used online social network systems (SNS) in Japan. Anyone
who is over 18 years old and who can read and write in Japanese is able to register the

SNS. This SNS does not have any social, political, or religious ideol ogies.

In order to select participants, | accessed online forums for families of ill children and

people who support children with illnesses. | selected this SNS specifically because

the purpose of each community and eligibility of members were clearly explained by
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the organisers, and the memberships were also assessed by the named organiser. This

system was helpful to identify suitable communities to access for my study purpose.

| firstly selected the communities within the SNS according to the context of the
communities by using the search engine in the SNS. Key words were children with
illness, children with difficult illness, children with cancer/ kidney trouble/ heart
trouble/ asthma/ mental health, family of children with illness. This produced a result
of 83 possible communitiesin all. Secondly, | selected 23 communities out of the 83
according to the criteria as follows:

e Communities which aim to share information about socia issues to support
families and children with illness

e Communities which are concerned with children with illness who are in Japan

Thirdly, | selected 5 communities out of these 23, which I, as a researcher, was
eligible to be a member of. I did not select the communities for ‘patient’, ‘family of

patient’ and ‘medical practitioners’.

Finally, | examined the topics in the forums of the selected five communities, and
found two communities which had school related topics. | selected three topics from
these two communities which were relevant to my study. The topics were ‘problems
about education’, ‘general school issues’, and ‘school when the child is under

treatment’.

| sent arequest mail to the organiser of the SNS and the organisers of the forums that
| selected asking for consent of using the forums as selecting research participants

(see Apendix4). | introduced my self, position, and explained purpose of mu research.
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| explained what data | needed, that is, posted comments on the forum and any further
information by asking questions through email. In the mail, | explained how | would
maintain confidentiality, anonymity, and privacy of the participants. For example, |
do not disclosure any individua name, handle name, name of place as well as other
private information. Then | asked if to contact participants for this purpose is against

the SNS and the community policy.

After | obtained consents from them, | sent request mails to the al participants, who
participated in the discussions of the topic that | selected. In the mail (see Appendix 5)
| introduced my self (name, position, contact address) and explained purpose of the
research. | explained about voluntary participation, withdrawal, my obligation to
maintain confidentiality and so on. | asked them if they are interested in participation
send me back the consent form by mail function of the community. | offer three level
of participation. 1) agree with using some comments that he / she selected, 2) agree
with using all comments that he/she sent, 3) agree with further questions by email.
(see Appendix 5.and 4.5.3.). Three people who experienced hospitalisation in
childhood, eight parents and three teachers participated. Three of them chose 2), and

other chose 2) and 3).

Ethical issues in using online forums are discussed later in the section of ethical

considerations in online research (see 4.5.3). Validity and reliability of using internet

as research data are discussed later (see 4.7).
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A possible weakness of this sampling method is that samples may not involve people
who could not access the internet, as the literature about limits of internet research
confirms (eg. Krants and Dala, 2000. in Whitehead 2007:784). Moreover, the size of
the sample was limited. Therefore the study may not reflect experiences and views
which reflect avariety of medical conditions. Validity and reliability of data collected
from the internet are also needed to be considered. This is discussed below in the

validity and reliability section (see 4.7.).

4.5.3. List of the participants

The list of the participants of this study is presented in the table 4.1. In England,
twelve teachers n special schools and PRUS, three teachers in mainstream schools,
three consultants in a local authority were involved as a category of people who
provide education. In Japan, three teachers in a special school, and three teachers in

mainstream schools were involved in this category.

Table4.1. Participants of the study

Categories | Groups and individuals involved | England | Japan
People Special schools | Headteacher 1 1
who and PRUs
provide Hospital teacher 6 2
education
Home teacher 5 0
Mainstream teacher 2 2
school Health teacher 0 1
SENCO 1 0
Local authority | Consultants 3
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People Parents of children with medical 0 8

who needs
receive
education  "young people who were in hospital 3 3

at school age

Total 21 17

Headlth teacher in the list is a qualified teacher who takes charge of health care and health
education in Japan (see 6.2.1.) As the list shows, the numbers of participants in two cases were
unbalanced. Although they are not ideally balanced, variety of participants covers range of two
targeted groups, which | explained in theoretical framework for selection of participants (see
45.1). That is 1) persons who received education and 2) persons who provided education. As
regards teachers, participants involved teachers in different settings. Therefore, | consider data is

useful to examine in this study.

4.3. Data collection methods

4.3.1 Faceto faceinterviews

| used face to face interview as one of the data collection methods for my study in
Japan and England. | explain the reasons for selecting these methods and how | used it

in my study.

| used face to face interviews with the two groups of people (provider and receivers of
education). One of the advantages of the face to face interview is that it is useful to
collect descriptive data through ora questionnaires. Drever (1995: 8) describes this
point as follows, ‘the interview can provide depth of explanation within a particular

context, while questionnaires paint a broad though possible superficial picture’.
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Another advantage is to avoid low respondent rates which might occur in postal
guestionnaires (Robson, 2002; Martens, 1998). Face to face interview has aso
beneficial as observing the respondent’s body language and their contextual
surroundings may aso provide data (Martens, 1998). | selected this method because
the respondents may describe the detail of cases in conversation style rather than
writing it on the paper. | expect that an interview enable me to ask questions flexibly

rather than fixed questionnaires.

According to Yin (2003; p.90), the open-ended question is considered to be an
appropriate strategy to ask “key respondents about the facts of a matter as well as
their opinions about the events”. Thomas (1998; p.129) describes this type of
questions as ‘loose question strategy’ or ‘Broad questions approach’, which aims to
reveal variable ways of respondents’ interpretation through general questions. The
aims of the interviews in my research were to collect data of people’s perceptions
about what the child’s needs are, how the system facilitates to respond to their needs,
what the met and unmet needs were and why, from individual people’s points of view.
Considering these aims and the diversity of samples, it seemed important to ask
guestions which did not restrict the respondents’ replies. Therefore open-ended

guestions were developed to be used in al the semi-structured interviews in my study.

4.3.2. Onlineresear ch

This section firstly reviews how the online research method has been used in previous
research, and explains the reasons and purposes of this method in my study. It then
explains how | used online research in Japan. Ethical considerations in online research

are discussed later (see 4.5.).
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In the literature, the internet has been used as a research tool to do research with
people who have health conditions and disabilities. Research is often done by online
guestionnaire surveys via e-mail or web page delivery (eg. Meho, 2001; Berger et al.
2009) and observation of the internet communities of relevant people (eg. Klemm et
al.1998; Brownlow et al. 2002). According to Brownlow and O’Dell (2002) and
Mann and Stewart (2000), the benefits of using internet as a research tool is that it
offers possibilities for researching groups of people who are hard to research in
traditional methodologies. Brownlow and O’Dell (2002) observed the online
communities of people with autism and explained a reason to use this method is that
the use of the internet by autistic people was increasing as a forum for self-advocacy
and a way of meeting other members of the autistic community (e.g. Blume 1997),
which enabled researchers to hear voices of people in naturally occurring discourse in
online forums. Similarly, communities for patients of certain medical conditions are
considered to be rich resources of qualitative data for health researchers to understand
the experiences and views of people and patients (Eysenbach et al, 2001). Another
example is Rodgers and Chen (2006), who researched an internet community of

women with breast cancer by observing postings to the bulletin board.

| used online communities because | considered it would help me to hear voice of
different groups of people. As the purpose of the study is to consider perceptions of
different groups of people who are involved in education of ill children, | expected
that participants involving a variety of stakeholders would enable me to investigate

opinions from different perspectives in naturally occurring interaction among them.
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| selected the community following the ethical requirement (see 4.5.3.). | used online
communities for families and people who support children with medical needs in
Japan in order to understand the participants’ views and experiences related to
education for ill children. Previous research found that patients and their families are
likely to use internet communities to seek information and interaction with peers
(Klemm 1998; Rodgers et al. 2005; Suzuki et al. 2003). After | obtained consent
from the participants of the forums (see 4.5.3.), | sent email to ask them questions.
Qualitative data of their experiences and opinions were collected. Details of process

and ethical consideration is presented later (see 4.5.3.).

4.4. Development of interview schedule

4.4.1. Semi-structured interview

According to Robson (2002: pp270), there are three types of style of interview: Fully
structured interview, semi-structured interview, and unstructured interview. Fully
structured interview has questions with fixed wording in a pre-set order. Semi-
structure interview has predetermined questions but the order and wording of
questions can be modified based on the interviewer’s perception of what seems most
appropriate. Unstructured interview lets the conversation develop within the area of

interest and concern.

In my study | use semi-structured interviews because this seem to be appropriate to
collect rich descriptive data of participants’ experience and opinions which covers
certain topics that I investigate. As my study investigate the participants’ personal

experience and opinions, | consider that it is important to ask questions flexibly in the
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interviews in order to let the participants talk what is important for them to talk.

Flexibility in order and wording may be aso important to establish rapport.

4.4.2. Interview schedules

Interview schedules are developed based on the research questions. | mainly use
open-ended questions. The advantage of thistype of questionsisthat it lets participant
answer flexibly and allows the interviewee to widen or go in depth of what are talked
(Cohen, et a. 2000). | consider this flexibility is important in my study, because it
may alow participants to talk about the topic according to their interpretation and
priority, and aso alows me to collect appropriate data for my study by asking

following questions.

As an example, some extracts from the interview schedule for young people who

experienced hospitalisation in childhood are shown below (see Appendix 3)

2-1 Could you please tell me your experience about education when you werein
hospital ?

2-2 What was your main concern when you were in hospital ?

2-3 What was helpful / unhelpful for you to reduce your worries?

2-4 What do you think the reason for it?

First question is asking the participants’ experience of education while they were in
hospital. | did not narrow the topic, for example, whether there was hospital school or
not.

| expected them to explain anything significant for them in order to expand the
interview from what they talk. The second question is made to answer the research

question about the child’s needs. The third one is asking how the systems /practice



worked and what they think as useful and useful support. The fourth one is asking to

answer the third question, obstacles to respond to their needs.

Interviews schedules for al groups of people can be seen in appendix (see Appendix

3).

45. Ethical considerations

45.1. Ethical considerations

The study applied for ethical approva from the Ethics Committee in the school of
education of the University of Birmingham in 2007. In this section, | explain how this
study adheres to the ‘code of practice for ethics’ of  University of Birmingham
(2013) and the ethical guidelines by the British Educational Research Association
(BERA, 2011). | do this by addressing nine suggestions by BERA (2011) and other

issuesin the code of practice of University of Birmingham (2013).

Voluntary informed consent
BERA (2011) required researchers to ensure al participants in the research
understood the process. It especially notes:

Social networking and other on-line activities...presents challenges for
consideration of consent issues and the participants must be clearly informed
that their participation and interactions are being monitored and analysed for
research (BERA, 2011: 11)

In order to fulfil this, | obtained consent from the interview participants and the online

forum participants. | explain the process of gaining consent for the face to face
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interviews. The process of gaining consent from the participants of the online forums

isfollowed.

Firstly, request letters to participate in the research were sent to the head teachers of
the schools and their approval was received either by post or by emails. Secondly, the
individua teacher’s consent was obtained orally prior to the interviews. I did not
obtain written consent because the ethical guidelines, which | applied at that time, did
not specify the form of consent that was needed. Consent was obtained addressing the
ethics guideline as follows. | developed an interview check list (see Appendix 4)
according to the BERA guidelines (2004). The interviews were conducted following
this check list, and | made sure that the participants understood the process and agreed
to their participation. | explained their voluntary informed consent (BERA, 2004: 10,
11, 13), their right to withdraw (ibid, 15) and how privacy and anonymity would be
protected (ibid, 25-28). All the interview participants were asked for their consent
after this process, and consent was obtained orally. Permission to audio record was

also obtained prior to the interviews.

In terms of participants of the online forums, | followed BERA (2011), and the
guidelines by Association of Internet Researchers (AolR, 2012) and The Code of
Practice of Ethics (University of Birmingham, 2013). | followed the guidelines and
relevant research books throughout the research, that is, in the process of selected the

community, obtained consent and data analysis and presentation (See 4.5.3.).

In the section of ethics on online research of my study, | explain how each topic

related to my study. In the section (see 4.5.3.), | surmised the process, and what |
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used as data. | explained how | protect the confidentiality in the presentation of the

findings (see 4.5.3.).

Openness and disclosure

Researchers must therefore avoid deception or subterfuge unless their research

design specifically requires it ... (ibid, 14)

| disclosed my self as a researcher to any participants of this study. For example,
when | sent the request letter to schools, | explained myself, my position and contact
address as well as information about research. When | contacted the organisers and
the forum participants, | sent mails through the community system, in which |

explained my self, my position.

Right to withdraw

I explained the ethical issues, including the participants;’ voluntary participation and
right to withdraw to the interview participants before | started interviews. In terms of
participants in the online forums, | also explained the same issues in the mail when |

contacted them.

Children ,vulnerable young people and vulner able adults

BERA (2011:20) notes that researcher needs to avoid distress or discomfort in the
research process and to reduce the sense of intrusion and to put them at ease. The
group of young people in this study are al in their 20s; therefore, children under the

age of 18 were not involved in this study. However, the young people and adults who
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were involved were considered to be vulnerable as they were patients or members of
families of patients. | considered their vulnerability seriously, and avoided distress or
discomfort in the interviews. For example, | selected the place for the interviews. |
used the private rooms in the library on campus or in schools in order to avoid any
risk of distress. | prevented their stress and threat of disclosing sensitive topics in

public. | selected a quiet and bright room to make them fedl at ease.

I ncentives
BERA(2011) suggests to avoid any incentives to encourage participants. | did not

provide any incentives to the participants.

BERA(211) also note,

Researchers must take steps to minimise the effects of designs that advantage

or are perceived to advantage one group of participants over others.

In order to avoid any risk of incentives, | involved any positive and negative data for

any groups of participants.

Detriment arising from participation in research

| avoided any detriment arising from participation in research. For example, | did not
disclose any private information that | obtained from the participants. | aso avoided
any negative impact of requesting online forum participants to participate to my study.

Thisisdiscussed later (see 4.5.3.)

Privacy
In the process of the research, confidentiality and anonymity of all the participants

were protected as follows. The data was kept confidential in a lockable cabinet and
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PC which required password. The data were used only for the research purpose. |
understand that sensitive topics were treated as confidential issues as ESRC (2003)
also suggested. | considered that all data about individual children and adults such as
name of illness and place of hospital /school were anonymous, | made fields notes
without identifiable information of individual persons, and saved any record of private
information, such as contact details, separately from the field notes. therefore, in

order not to disclose the identity of individual persons.

Disclosure
BERA(2011:29) note,
if the behaviour is likely to be harmful to the participants or the others, the

researchers must also consider disclosure.

In my study, it was unlikely to identify any harmful behaviour. But | understood my
responsibility of this disclosure, and | understood where to report in case | identified
any concerns. That is, | understood who was the responsible and appropriate person to

report, such as school teacher in the school that | visited for my study.

From the Code of Practice (UoB,2013) | write here which were not mentioned so far.
Resear ch Data

Researchers are required to keep clear and accurate records which must be in durable
and auditable (UoB,2013). Audio recorded interview data and transcripts, record of

analysis, any corrected documents and record were kept.

Ethical review
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My study had ethical assessment and approval from university before | started data

collection in 2007.

Misconduct, Mismanagement of data

Code of practice (UoB,2013) notes
fabrication, including the creation of false data or other aspects of research
including research documentation such as regulatory or internal approvals or
participant consent

| did not have any misconduct in my study. There is no fablication and creation. All

relevant data and record are kept to approve this. In order to avoid any

mismanagement of data, any data were recorded.

Plagiarism , Misrepresentation

| presented reference of any thought and ideas from other publication.

Mismanagement of data

| avoided mismanagement of data by keeping confidentiality of participants.

4.5.2. Ethical considerationsin research on sensitivetopics

Researching on experiences related to health issuesis considered to be a sensitive area
which requires special consideration in conducting the research from the researcher.

Lee (1993: p.4) defines sensitive research as ‘research which potentially poses a
substantial threat to those who are or have been involved in it’. If there are any risks
that researchers or participants feel threatened in the process or as a result of the

research, such research is considered to be sensitive. Disclosure of private experiences
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in interviews, for example, might be threatening for the interviewees. However, it
should be taken into account that the level of stress is different depending on the
individual person. Careful consideration of privacy, confidentiality and ‘a non-
condemnatory attitude’ of researchers are important to build trust with research
participants (Lee, 1993: p.98). The issues of sengtivity affects all stages of the
research process in a variety of forms, therefore researchers should consider any
potential risks in methodological, ethical, technical, political and legal issues

throughout the research process (Lee, 1993).

Brannen (1988) in Lee (1993: p.102) suggests contingencies in interview research on
sensitive topics. Firstly, he suggests that the researcher should bear in mind that the
interviewees will very likely talk about sensitive or confidential information when
trust has been established between the researcher and the interviewee. If the
researcher reveals their definition of the topic in the early stage of the interview, it
might restrict the interviewee’s own definition, which might result in
‘depersonalizing’ the respondents (Lee, 1993:p.103). In order to prevent this, it is
suggested to present the topic gradually in the process of the interview (Lee, 1993).
Brannen (1988, in Lee 1993: p.102) also suggests that the complexity of sensitive
topics and the interviewee’s emotions should be taken into account. As sensitive
topics are likely to contain complexity and emotionality, it is difficult to investigate
them by simple questions or pre-coded categories. Therefore the researcher needs to
take into account the interviewee’s interpretations about the topic in the process of

interviewing (Brannen, 1988 in Lee, 1993; p.104).
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In terms of emotional distress, the interviewees sometimes expressed their feelings
when they described painful experiences, for example, dislike of people who had
showed offensive attitudes towards them. | just responded to express my empathy
with their feeling. It seemed to be appropriate to encourage them to continue talking

without disturbing their thoughts.

Brannen (1998) also suggests that the interviewing conditions needs to be considered.
He stresses that an interview dealing with sensitive topics should be a ‘one-off’
interview so that the interviewee and interviewer would not meet again afterwards.
Braunnen said this is essential to ensure trust (Lee, 1993: p.112). In contrast, some
other researchers argue that interviewing with the same person more than once is
necessary to deal with sensitive topics. For example, Laslett and Rapport (1975) in
Lee (1993: p.113) suggest that different types of data would be collected in the first
and second interview. While the first interview provides superficia information, the

second one provides more complete data.

I agree with Laslett and Rapport’s suggestion from my experience. When I had the
opportunity to carry out interviews with the same interviewee twice, both of the
interviewees and the interviewer were more relaxed in the second session and more
detailed data were collected than in the first session. However, | also understand the
merit of one-off interview from my experience of one of my interviews. | carried out
an interview with a hospital teacher, who asked me to have alesson with her students
about Japan in her school sometime later. In the interview, she was reluctant to

describe her students’ medical conditions to me. She said “I cannot tell details now,
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because you will see them” She was worrying about any risk that private information

might be disclosed to students through me.

Finally, Brannen (1998) stresses that the disclosure of private information from

published material must be prevented.

4.5.3. Ethical considerationsin on-lineresearch

Researchers often discuss the ethical considerations with regard to online discussion
groups in the literature (e.g. The Association of Internet Researchers 2002; Bromseth,
2002; Eysenbach and Till, 2001; Hewson et al. 2003; King, 1996; Mann and Stewart,
2000; Markham, 2004). As an example, Eysenbach and Till (2001: 1103-05) clarify
seven ethical considerationsin qualitative research on the internet as follows:

e Intrusiveness-Discuss to what degree the research conducted is
intrusive

e Vulnerability- Discuss how vulnerable the community is.

e Percelved privacy- Discuss the level of perceived privacy of the
community.

e Potential harm- Discuss whether the intrusion of the researcher or
publication of results has the potentia to harm individuals or the
community.

e Informed consent- Discuss whether informed consent is required or
can be waived.

e Confidentiality

e Intellectual property rights
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In this section, | explain the methodological choices | made by referring to the ethical

issues mentioned by Eysenbach and Till (2001) and relevant discussions in literature.

4.5.3.1. Intrusiveness and vulnerability

Although data can be collected from online forums without direct interaction between
researchers and participants of online communities, it is stressed that researchers need
to take the level of intrusiveness and potential harm of researching communities and
individual participants into consideration (Eysenbach and Till, 2001). Some internet
communities, especially for vulnerable people, are supposed to be involving only
people who are vulnerable in the context of their community. Therefore, members are
unlikely to expect that a researcher is involved and that the community members are
researched. It is reported that the researchers are sometimes perceived as ‘intruders’

and may damage the community (Eysenbach and Till, 2001).

If my appearance is considered as intrusiveness by community members, it would be
harmful for the community. In order to avoid this, | carefully selected the community,
which are open to anyone including a researcher. | did this following the guidance.

Thisis explained later (see 4.5.3.).

4.5.3.2. Perceived privacy and informed consent
Although it is technically possible to observe online communities without contacting
the participants to avoid any influence of research on the community, conducting

research without consent of participants is a controversial issue. Even though an
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online forum is accessible in public, it is stressed that the ‘perceived privacy’ that the
group of participants may have needs to be considered seriously (King 1996:119-129).
That is, if the participants consider the forum private, researchers need to obtain
permissions from the participants to observe their forums. Brownlow and Lindsay
(2002) also note that a group could be private in the sense that only group members or
those with related issues are the intended audience, not researchers. Therefore

obtaining consent is considered to be important.

The two online communities that | used in my study in Japan were accessible to read
within the Social Network System (SNS) (see the details of the researched SNS in
45.2.2. and 4.5.3.). The registration of members to these communities was aso open
to anyone in the SNS who was concerned with ill children. Therefore | registered with
these two communities as a researcher and wrote my self introduction as a researcher
in the members’ self introduction page within the communities which any members
could read. | also explained my self as aresearcher in the request mails. | aso posted
to other topics of the same community as a member; therefore, the members

understood that 1, aresearcher, joined in the community as a member.

Although these facts may indicate that these communities may be considered as
public and a researcher is accepted as a member of the community, it may not mean
that a researcher is alowed to use the online community for research purposes
without any permission of the members. There are two reasons for this. Firstly, a
member is expected to contribute to the community by sharing information and views
with others, however, using the community for research purposes may not be

considered as a direct contribution to the community unless the community has such
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purposes specifically. Therefore, as the second reason, other participants may not
expect that their discussions in the online forums were observed for research purposes.
For these reasons, | decided to obtain consent from the participants to the online
communities in Japan that | observed. The process of obtaining consent was described
previousy (see 4.5.2.2.). | obtained the consent from the SNS organisers, the form
organisers, After that | sent request mails to al participants of the relevant topics that
| selected (see 4.5.3.). Request mails and a consent form are shown in the appendix

(Appendix 5).

4.5.3.3. Potential harm

It is required for a researcher who uses online communities for research purposes to
consider any potential harm or risk for the individuals, for online communities and for
researchers (AolR, 2012). In my study, potential harm for the community was that
informing the community members about using their forums for research purposes
may cause damage for the community if it is not appropriate for the ams of the
community. Sharf (1999) suggests that the researcher should consider whether or not
the purposes of the research are in conflict with or harmful to the purposes of the

group, and whether the research will benefit the groups in some way.

My study investigates people’s views and experiences regarding children’s
educational needs and barriers to education, and reflects their views in an academic
study. The aim of the study is to contribute to long term improvements in education
for children with medical needs. The selected two communities described their aims
as to promote supportive environments for children with illnesses, to reduce prejudice

about illnesses, to raise awareness of ill children among the people in society. For
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these aims, these communities involved any people who were concerned with ill
children such as families of ill children and various specialists. It was unlikely that my

appearance as aresearcher was harmful to these two communities.

In order to obtain consents from the participants, | followed the process that
Brownlow and Lindsay (2002) applied in their research. | made initial contact with
the organisers of each community (see Appendix 5), introduced the research project,
explained how ethical issues would be secured and asked for the organiser’s
permissions to use the online communities for my study. After | obtained their
permissions, | sent emails to the individual participants to people who posted to the
topics that | selected (see 4.5.3.) and asked their consent to use their posted opinions
as data for my study (see Appendix 5). | explained that the aim of the study was to
reflect the views of families of ill children and people who supported ill childrenin an
academic study which aimed to contribute to the long term improvement of education

for children with medica needs.

| used comments of the participants, whose consent | obtained, as data, and | did not

use others in my study. | also sent the emails to the participants to my study to ask

further questions to support the opinions that they sent.

Another potentia risk to the community and the individual may be in the publication

of the study. Thisis discussed next.

4.5.3.4. Confidentiality and intellectual property rights
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Regarding confidentiality, Eysenbach and Till (2001) emphasise the importance of
avoiding the risk of ‘violating privacy’ in the process of reporting. Because of
powerful internet search engines, using the exact words that a participant used in the
conversation might reveal the original message, including individuals’ name and
email addresses. In order to avoid this problem, it isimportant to consider whether the
materia is referred to by direct quote, or whether it should be paraphrased
(Association of Internet researcher, 2002). In order to secure anonymity, Milligan
(2005) suggests to remove or change al identifying elements from the message
header, the name / pseudonym of sender of the posting, and the name of the
community. It is also suggested to remove demographic data, and references to
places, people and eventsin the text. | followed these recommendations in my study. |
removed any identifying information and avoided direct quotes from the online

forumsin the presentation of the study.

4.6. Methods of data analysis

The interview transcripts, posted opinions of the online forums and their emails were
printed out and read thoroughly. The data were firstly analysed through descriptive
coding by highlighting passages. Secondly, codes were grouped according to settings,
that is, in hospital, in recuperation at home, at school, no specific setting. Thirdly,
codes in each group of setting were grouped in order to develop categories. Concepts
of grouping were based on the research questions. Concepts were needs, facilitators
to respond to needs, obstacles to respond to needs, positive relationships,
negative relationships, system and practice. As a result, codes were divided into

Sixteen categories (seetable 4.2.).

78



Table 4.2. Data analysis: categories

Categories
educational | medical academic | social positive system
provision needs needs emotional | issue in and
needs relationships | practice

facilitators | facilitators | facilitators | Facilitators | negative
to access to to to social issues in
provision medical academic | emotional | relationships

needs needs needs
obstacles obstacles | obstacles | obstacles [ obstaclesin
to access to to to social relationships
provision medical academic | emotional

needs needs needs

themes were developed. (seetable. 4.3.)

Table4.3. Data analysis. Themes

The sixteen categories were grouped according to common themes. As a result, six

Themes
continuity | medical | academic | social interpersonal | system
of needs needs emotional | relationships | and
education | and and needs practice
support | support and
support

Table 4.3. shows an example of themes. Categories and codes of academic needs and
support, which is based on data of young people who experienced hospitalisation in

childhood in England. All codes can be seen in appendix (see Appendix 6 ).

Table4.4. An example of atheme, categoriesand codes

| Themes | Categories | Codes
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Academic needs
and support

In hospital

Academic needs

overcome delay
of study /
preparation for
examinations

Facilitating factors
in responding to
academic needs

teaching style /
individual support

Obstacles to
respond to
academic needs

Impact of health
condition / impact
of admission
patterns / limits of
environment
(time, facilities) /
teachers'
specialism / lack
of collaboration
with school

In
convalescence
at home

Academic needs

Overcome
academic delay /
Preparation for
examinations

Facilitating factors
in responding to
academic needs

learning in small
groups

Obstacles to
respond to
academic needs

Limits of
environment
(time, facilities)
lteacher's
specialism / lack
of collaboration
with school

At school

Academic needs

Overcome
academic delay/
preparation for
examinations/
Sitting
examinations

Facilitating factors
in responding to
academic needs

Teacher's
attitudes
Teacher's support
(additional
lessons, work
sheets), pupil's
initiative

Obstacles to
respond to
academic needs

Teacher's
attitudes (lack of
awareness of
needs) / low
expectations

Similarities and differences were compared within each group of people, across

groups (see Chapter 5 and 6) and across cases ( Chapter 7).
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4.7. Reliability, validity, and generalisation
4.7.1. Validity and Reliability

Asregards validity and reliability in interview methods specifically, Gull et al. (2007)
suggest 1) to collect evidence of the respondents’ opinions, and 2) to determine
whether the respondents express similar opinions on other measures of the same
construct (Gull et a, 2007:229). | used these suggestions to assure validity and

reliability not only for the interview data but aso in the online forums data as follows.

According to Frankel (1999) and Wasukul (1996), it is a threat to internet research
that the internet user may mislead others about their identities when they participatein
the internet research. In my study, | investigated opinions on online communities sent
by community member, whose consent | obtained. | also sent emails to them for
further questions. These communities were not for commercial purposes nor for
promoting any specific ideologies but for sharing information and opinions among
members. Therefore, it was hard to consider that members who voluntarily
participated in these communities may have used false identities or wrote false
experiences purposefully, as there seemed to be no benefit for them to do so. However,
in order to assure the validity of what the participants wrote in the online forum, |
looked at whether the self reported profiles of people whose consent | had obtained
were consistent with other opinions that the same person posted into other topics. |
also sent the participants an email to ask about any ambiguities in what they wrote
into the online forums. For example, | sent an email to one of members who wrote

about the administration process of entering a hospital school. | sent an email to this
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participant to ask further information about the hospital school. | then compared the

reply that | received with the hospital school policies.

In addition to the strategies that | have mentioned, | employed some other strategies
that were suggested in Robson (2005:174) in order to reduce the threat to validity and

reliability in this study. These were triangulation, member checking, and audit trail.

Triangulation is the use of multiple sources to enhance the rigour of the research
(Robson, 2005). In my study, | used data triangulation, which involved more than
one method of data collection, and methodological triangulation, which involved
gualitative and quantitative data (ibid; 174). For example, in order to identify how the
system is organised within a special school, data were collected not only from hospital
school staff, but also from other staff such as home teachers of the same sites. |
conducted interviews with different groups of people, collected data from relevant

documents and online research.

Member checking is returning to respondents and presenting to them materials that the
researchers made (ibid: 175). In my study, | asked the participants if the want to
ensure the accuracy of the transcript. One participant requested. | sent the interview

transcripts to her, and she sent me back. She approved the accuracy of the transcripts.

Audit trail isto keep afull record of the activities while carrying out the study. | kept

a record of the raw data such as interview transcripts, field notes, research journals

and details of data analysisto refer to any relevant records to ensure the accuracy.
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4.7.2. Generalisation

According to Robson (2002), generaisability is the extent to which the findings are
generdly applicable in situations different from the study (Robson, 2002). This study
aimed to identify possible barriers to education for children with medical needs by
exploring views and experiences of different groups of people who were involved in
education for children with medical needs. As this was a small scale study, as such it
cannot be generaisable. For example, this study certainly doesn’t reflect education
affected by various medical conditions in different settings. As my study is a case
study of two cases in limited areas, it aims to understand the situation in the cases as
an example. Whether the findings are applicable in other cases or not may be needed

further research.

4.8. Limitation of the study

Because of small scale of study, collected data may not reflect perspectives of other
people who were not involved in this study. For example, this study could not cover
diverse medical conditions that children have. Sample cites of school were selected in
certain urban areas in both England and Japan, the study may not reflect issues in any
other different areas including rural areas. Moreover, as the study was concerned
about education, it involved mainly educational stakeholders but no other experts such
as medical staff was involved. In terms of internet research, study did not reflect
perspectives of people who do not access internet and who did not participate in the
communities which were used in the study. These possible limitations needed to be

considered in discussion and generalisation of the study.
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4.9. Summary of chapter four

Adopting interpretive approach, this study investigates education for children with
medical needs from perspectives of different groups of people. It aims to explore
educational provision by perceptions and experiences of stakeholders, people who
receive education and people who provide education. | do thisin a case study of two
cases in England and Japan. Case study approach aims to explore possible differences
and similarities of those groups of people’s perceived barriers to education for
children with medical needs in England and Japan.

Research questions were 1)What are the educational needs of children wit medical
needs?

2) How do the systems function to respond to the child’s needs? and 3) What are the

barriers to suitable education for children with medical needs?

Participants are young people who were in hospital in childhood, parents of children
with medical needs, teachers in hospital and main schools. Main data collection
method is face to face interview; however, online research is aso used. Participants

are selected from the selected online forums in Japan.

Qualitative data collected by interviews and online research are thematically analysed
in order to identify participants’ perceptions about barriers to education for children
with medical needs. | explaned how my study was applied within the ethical

guidelines.

Next chapter present the findings of case in England.



Chapter Five Findings of Case study of provision in
England

Chapter 5 and 6 present the data and the analysis to answer the research questions:

1. What are the educational needs of children with chronic illness as perceived by

the participating groups of people the study ( young person who experienced
hospitalisation in childhood / parents of children with chronic illness/ teachers
in hospital and main schools)?

2. How ill children were supported in system and practice to respond to their needs
in different stages in the process between hospitalisation and re-entry to
mainstream school ?

3. What are the barriers to education for children with medical needs as perceived

by the participating groups of people in the study?

The chapters contain interview data and online research data in England and Japan,
the perception of stakeholders regarding child’s needs, systems of education for
children with medical needs and barriers to it. Chapter 5 presents the results of the
study in England. Firstly, | present the findings of perspectives of people who
received education (Y oung people who had hospitalisation in childhood). Secondly, |
present findings of perspectives of people who provide education (hospital and home
teachers / mainstream teachers / local authority). In Chapter 6, | present data and

analysis of datain Japan.
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| present findings according to six themes; continuity of education, medical needs,
academic needs, social emotional needs, interpersona relationships, system and
practice. The tables of codes in context of the themes were demonstrated in each
section of theme. All the tables of whole codes of this study can be seen in Appendix

6. .

5.1. Perspectives of persons who experienced hospitalisation
in childhood

5.1.1. Participants of the interviews

Data of perception of pupils with chronic illness were collected by interviews with
young persons who experienced hospitalisation in childhood. There were three
participants for the interviews of this group in England in my study (see Table5.1.).
As explained in previous chapter (see 4.5.2.1.), the participants were two university
students and one young university staff who responded to my poster advertisement for
voluntary participants to my study at the university where | was studying. Each
interview was conducted on campus individualy for about an hour. As the findings
describe details of three participants’ experiences, I use pseudonyms for them, Ben,
Judy, and Emma. Ben is experienced hospitalisation in primary school age, Judy was
in secondary, and Emma was in both. Their patterns of hospitalisation were either a
long term admission or frequent admissions. Ben did not receive aternative
educationa provision, Judy studied at hospital school, and Emma received education

from both hospital school and ateaching centre of PRU.
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Table 5.1. Participants of interviews. Young people who experienced
hospitalisation in childhood in England study

Data No. Gender | Year when Pattern of Alternative
(Pseudonym) hospitalised | hospitalisation | provision
EY1l male Year 5 and 6 | Recurrent None
(Ben) admissions
EY2 female | Yearll Long term Hospital
(Judy) school,

PRU
EY3 female | Year 6to 12 | Recurrent Hospital
(Emma) admissions school,

PRU

These participants described their experience in different urban areas in England in
late 1990s.

Although the data may not reflect the present situation, | consider that these interview
data are useful in my study for three reasons. Firstly, they provided rich data about
details of experience at school and in hospital from the pupils’ point of view.
Secondly, as grown-up young adults, they looked back their childhood experience and
explained causes or consequences of certain events from their perspectives. | consider
that such data were useful to examine how people interpreted the meaning of

experience and events which they were involved.

Thirdly, the Education Act 1993 has already been in force at the days which the
participants talked about in the interviews. This Act established a statutory duty for
Local authority to provide ‘full time or part time education at school or otherwise than
at school for those children of compulsory school age who, by reason of illness...’
(Department for Education, 1993:19). The governmental guideline for education for
children with medical needs (DfES, 2001), which was valid when other interviews in
my study were conducted, was aso referred to the Act 1993 as its statutory
framework (ibid, p.5). Therefore, | consider that the interview with this young people

provided useful data about their experiences and interpretation of interaction with
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people in hospital and at school, which occurred in the same legal framework as other
groups of people in my study. In data analysis and discussion, | took the time

difference of datainto consideration when it was appropriate.

5.1.2. Continuity of education

The theme of continuity of education examines how the continuity of education was
delivered while children were in hospital, while they were at home in recuperation

period, and in the process of returning to school (see Table 5.2.).

All the three participants mentioned in the interviews that they had an offer of support
from hospital school when they stayed in hospital. Judy and Emma understood that it
was statutory to provide hospital education for children in the ward. However, the
decision of whether they received education in hospital school or not were mainly
affected by the child’s condition, the child’s needs, patterns of admission and to how
extent they could receive support from their main schools. In case the child needed
academic and mental emotional support, and also, the child had stable condition while
they were in admission, they received education from the hospital school (Judy,
Emma).

However, in case the child’s condition was too severe to receive education whenever
he had short and recurrent admissions, he did not have education from the hospital
school (Ben). In his case, he had enough support from main school whenever he was
discharged from hospital, which also caused of his decision not to receive education

in hospital.
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Recelved educational support in recuperation period and in the process to return to
school were individually different. Ben, who had recurrent admissions when he wasin
primary school, kept contact with main school throughout the process and received
provision within school such as allowing flexible attendance at school. Emma, who
had recurrent admissions in primary and secondary school, also kept going to school
as much as possible in between admissions. She also received support within school
such as flexible timetable and attendance, which she accepted helpful for her to keep

school life.

Table 5.2. Continuity of education; Young people who had hospitalisation in

childhood in England study

Themes Categories Codes

Continuity of In hospital Provisions that the Hospital school /

education child received support from school
Reason for receiving Statutory support /
education in hospital Needs of academic
school support / Needs of

mental support /
Needs of social
support / Lack of
support from school

Reason for not health condition /
receiving education in | support provided from
hospital school school
Obstacles to access None
hospital school
In Provision that the child | Teaching centre
recuperation | received /support from school
at home Reason for receiving Need of academic
home teaching support, Lack of

support from school
health condition

Reason for not Support from school

receiving home

teaching

Obstacles to access System / lack of

home teaching communication
Return Provision of returning Dual registration to
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process to to school alternative and main
school school / provision
within a school /
private tuition /
interagency meeting
/school visit by
medical staff

Facilitating factor in system,

providing smooth Communication
return process among stakeholders
Obstacles in return lack of

process communication

In case of having a long term admission and recuperation period at home, Judy
received alternative provision of individua lesson at teaching centre. When she
returned to school, she received education from both of teaching centre and schooal.
However, she found difficulties in relationship in peers and teachers at school in this
process, which resulted in her changing school afterward. Issues in interpersonal

relationship are analysed later (see 5.1.5.).

As preparation for return to school, Ben mentioned that he had collaboration between
school and hospital such as meeting and school visit by nurse, which he though was

helpful to promote teachers’ and pupils’ understanding about his condition.

Data found that continuity of education was maintained for al three participants.
However, received provisions and perceptions about them were individually different.
The environmental issues such as provided support from school, communication
among school, hospital, local authority were identified as influential to their education
as well as the individual factors such as heath condition, pattern of admission and

perceived needs.
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5.1.3. Health conditions and medical carereated needs

The theme of medical conditions related needs examined the child’s health condition
which caused of difficulties at school and medical care related needs that the child
experienced in school setting, while the child was in recuperation period, in return

process to school and after they went back to school. The facilitating factor and

obstacles to respond to their needs were also examined (see Table 5.3).

Table 5.3. Medical condition related needs :Young people who experienced

hospitalisation (England)

Themes

Categories

Codes

Medical needs and
support

In
recuperation
at
home/return
to school /
at home

Child's needs due to
health condition

Limit of strength and
tiredness / unstable
conditions /change of
conditions /
appearance change /
Individuality of
condition

Medical care related
needs

Place and time for
medical care /
teacher's awareness
of needs / protecting
privacy

Facilitating factors in
responding to health
condition and medical
care needs

Flexibility (timetable,
use of facility, rules) /
understanding of
needs and condition /
sensitivity /
communication

Obstacles to
responding to health
conditions and medical
care needs

Inflexibility (timetable,
rules) / lack of
understanding of
needs and condition /
lack of sensitivity /
lack of
communication
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All three participants mentioned that limit of strength and severe tiredness caused
difficulties at school when they were not fully recovered or after they had treatment.

They commonly mentioned that flexible adaptation of timetable was helpful when
they could not attend school whole day. Flexibility in rule (eg. leaving the lesson
earlier to move to another classroom) and in usage of facilities (eg. putting a chair in
the playground to take a rest in lunch time) were also considered to be useful to

reduce the child’s difficulties.

Receiving medical care or medication at school was considered as a sensitive issue, as
different children have different views about how to do it. Ben openly had medical
care such as taking blood tests at school by a nurse, which promoted other children’s
understanding about his condition. In contrast, Judy thought the medication as a
private issue. She was annoyed about other people interfering with it. She needed a
secure place and time alowance so that she could take the medication without letting

other students know about it.

In order to provide appropriate support to respond to children’s needs, all three
participants mentioned that teachers needed to understand the child condition and
medical care needs. Ben, who had positive experiences of receiving well support in
his primary school, considered the reason for supportive atmosphere was that all
teachers knew about all children as it was a small scale of primary school, therefore,
his condition and needs were well understood by teachers. He also mentioned that the
school, the hospital and his home were located closdly, which may have caused good

communication in teachers, medical staff and his parents.
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As an obstacle to responding child’s needs, negative experiences of lack of teachers’
understanding the child’s health condition were found in the interviews. Emma and
Judy claimed that child’s chronic condition, which was often changed, unstable and
unpredictable, were not always understood well by teachers. For example, Emma
experienced that a teacher accused her in class that she could not explain when her
chronic illness would be better, although the doctors did not have clear provision
about her rare illness and no explanation was given to her at that time. She said;

She [teacher] was basically asking me,” when you are coming back to school
properly? When is this condition going to end? When are you going to get
better? What are the doctors doing about it? And I said, “I don’t know. I just
don’t know. They haven'’t said what they are doing about it.” And then she
said, “Look! You are a young woman now, nearly fifteen years old. Don’t you
think it is your responsibility to find out what’s going on? Start taking your
responsibility if you want your own health”....I just felt like having been
attacked from all angles. You are completely powerless, especially at that age.

(Emma)

She claimed that, as a patient and a student, she was vulnerable in the power
relationship between her and medical doctors or teachers. Both of her doctors and this
teacher didn’t communicate with her well, which she pointed out that a cause of
misunderstanding in this case. It also seems that this teacher did not take into account
the complexity that certain illness might have and assumed that it was her fault not to

know the provision of her treatment. She said;

Treating the child as an individual and there are no hard and fast rules.
The sick child A is different from sick child B and sick child C. And they are
not always ‘sick’, you know, there are well periods in between. Yeah, it’s

complex. (Emma)
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All three participants said that teachers needed accurate medical information so that
they could understand the ill child. Judy added that teachers could explain to children
in easy way to understand. However, participants also mentioned that medical
information should be treated sensitively. Judy suggested that ‘it is important to
consider how to explain the illness to other people. Ask the child ‘what would you like

to do?’ Someone doesn’t want to let anyone know about their illness, someone does.”

4.1.4. Academic needs

The theme of academic needs examines what needs the child had in terms of studying,
and how their needs were met or unmet in hospital, in recuperation period at home,

and after they went back to school (seetable 5.4.).

Table 5.4. Academic needs. Young people who experienced hospitalisation

(England)
Themes Categories Codes
Academic needs In hospital Academic needs overcome delay of
and support study / preparation
for examinations
Facilitating factors in teaching style /
responding to individual support
academic needs
Obstacles to respond Impact of health
to academic needs condition / impact of
admission patterns /
limits of environment
(time, facilities) /
teachers' specialism
! lack of
collaboration with
school
In Academic needs Overcome academic
convalescence delay / Preparation
at home for examinations
Facilitating factors in learning in small
responding to groups
academic needs

94




Obstacles to respond Limits of

to academic needs environment (time,
facilities) /teacher's
specialism / lack of
collaboration with
school

At school Academic needs Overcome academic
delay/ preparation
for examinations/
Sitting examinations

Facilitating factors in Teacher's attitudes

responding to Teacher's support

academic needs (additional lessons,
work sheets), pupil's
initiative

Obstacles to respond Teacher's attitudes

to academic needs (lack of awareness

of needs) / low
expectations

Academic needsin hospital and in recuperation at home
Ben said that he did not have academic concerns, other two who were in secondary
school had concerns about academic issues, which were mainly how to catch up with

delay and to prepare for examinations. They received education in hospital school.

As a facilitating factor to respond to needs in hospital education, Emma and Judy
pointed out that the small group or individual study was helpful. They studies what
hospital school provided and both of them did not receive any support from their
home school such as worksheets to study in hospital. Judy said that such support from

the school would have been helpful especially for a pupil with along term admission.

Emma pointed out that limited lesson hours in hospitals restrict the quantity of

lessons. Moreover, she claimed that there were not enough resource and numbers of

subject teachers to help academic education.
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The interviewees who had recurrent admission mentioned that the admission pattern
and impact of treatment might limit the quality and quantity of academic study in
hospitals. For example, Ben received chemotherapy in hospital which severely
affected his conditions during his stay. He did not have any education in hospital for
this reason. Emma, who was hospitalised only when her condition was devastatingly

bad, said that she also had difficulty to study under unstable conditions (EY 3).

Judy had educational support at ateaching centre in PRU after along term admission.
Although she accepted the small group of teaching was helpful for her to study
focusing on her academic needs, she concerned with not having received any support

from school in this period as well asin hospital.

Academic needsin mainstream school
Participants experienced difficulty in study at school differently. Ben said that he did

not have significant academic problems when he went back to primary school.

However, Judy and Emma experienced problems of catching up the missed lessons in
the secondary school. Although both of them mentioned that some teachers provided
different forms of supplemental teaching such as individual lessons and extra
worksheets which were helpful, some other teachers did not take into account their
absence and consequent problems of delay, and provided no support. In order to
receive support, Emma experienced that asking teachers for help was effective to get

support rather than waiting for teachers’ attention and offer.
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An obstacle to academic needs was found in terms of sitting examinations in
secondary school. Judy claimed that her academic ability was underestimated by her
school after her long absence, and she was not given the equa opportunity to take
exams as other students had. She said, while most of her peers took nine subjects in
GCSEs exams, she was allowed to take only six subjects because the headteacher
restricted it. According to her, the reason for this restriction was that if she fails, it
may affect the reputation of the school.
She said:
| was mad when | heard it, and my parents were also mad about it. | felt asif
it was the end of the world. (Judy)
As the schools tend to stress the importance of GCSEs and most students put high
value on achieving good marks and qualifications at that stage of the lives, the impact
of GCSE related issues seem to be huge on any students including those with medical

conditions.

In contrary, when school was supportive about sitting examination regardless the long
absence, the participant had more positive impression about school. Emma mentioned

about her experience;

It would have been a lot easier for them [school] to say, ‘Well, no, sorry, we
can’t cater for this kind of child.” Because there was a risk that somebody like
me would pull down the league table. But [they didn’t say it like that and] they
cared for each girl just as a human being, which was great. (Emma)

Emma said that her school dealt with her difficulties flexibly and most of the teachers
were supportive. Because various factors may be different between these two cases, it

IS not appropriate to compare the different attitudes of the two schools. However,
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what is noteworthy is that both of the interviewees considered school’s attitude
towards them in connection with school’s reputation. That means that either in the
girls’ own thinking or because someone had suggested this to them the school’s
reputation and their own illness were somehow connected. The fact that these two
words appeared somehow connected had an impact on their trust in the institutions.
While one felt as if the school had denied her future, the other one felt like the school

had respected her dignity.

5.1.5. Social emotional needs and inter per sonal relationship

The young people acknowledged in the interviews that their illnesses and
hospitalisation affected their social relationships and feelings at school in their
childhood. This section presents findings in themes of social and emotional needs and
interpersonal relationships to examine the social difficulties and emotional issues that

children with medical needs reported to have had.

Social emotional needs

This section presents findings of what social and emotional problems the young
people who participated in the interviews reported to have had during and after
hospitalisation in their childhood. Their social and emotional conditions, facilitating
factors to respond to needs, and obstacles in responding needs were examined in two

different stages of (1) hospital and recuperation period, and (2) at school.

Table 4.5. shows the codes within the context of social emotional needs which |

developed from the interview data.
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Table 5.5. Social emotional needs. Y oung people who experienced hospitalisation

(England)

Themes

Categories

Codes

Social emotional
needs and support

In hospital and

Child's social

Anxiety about

convalescence | emotional conditions future , fear of death,
at home stress, loneliness,
anxiety about
communication with
peers, identity as a
child
Facilitating factors in Communication with
responding to child's peers/ support from
social emotional staff in hospital /
conditions support from family /
counselling /
distractive activities
Obstacles to lack of
responding to child's communication with
social emotional peers
conditions
At school Child's social Difficulties in peer

emotional conditions

relationship /

difficulties in
relationship with
teachers
Facilitating factors in Communication with
responding to child's peers,

social emotional
conditions

communication with
teachers , peer’s
attitudes , teacher's
attitude,
Understanding of
illness

Obstacles to
responding to child's
social emotional
conditions

Teacher’s lack of
understanding of
illness , peer's lack
of understanding of
illness , lack of
information

Ben and Emma said in the interviews that they had anxiety about future and fear of
death due to seriousness of the illness that they had. Ben said, ‘| was worried if |
would be able to finish before I go to secondary school...and I also wondered if 1

would survive the treatments whether | come out to the outside.” (Ben)
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Judy who had childhood cancer said that children with such a life threatening illness
often felt isolation. She said, ‘They feel isolation. It is important to have friend who
understand their feeling, who can talk to, who are in similar situation. | did not have

one at that time.”

As supportive issues for them to deal with their feelings, participants mentioned about
‘support from family’(Ben, Emma) and ‘positive attitudes of family’ (Ben) as well as
support from medical staff including counselling . Two participants who received
education from hospital schools said that having a visit of hospital teachers was

helpful to have a distraction from illness.

While Judy said that she did not have any contact from school nor friends when she
was in hospital for a long term admission, other two who had recurrent admissions
kept communicating with peers when they went back home between admissions. Ben
said his efforts to keep communication with school were useful to make supportive
environment in school:

When | was out of hospital, | was obvioudly still ill but not as bad. So | tried
to go to school as much as possible. | think if you have communication with
your school, and then your classmates and teachers understand what’s going
on, what you are going through, what problems you might have, what

problems you are likely to cause. I think that’s important. (Ben)

Emma, who kept contact with school and had close friends at school, said positive
peer relationship make theill child feel like anormal child rather than anill patient.

| was very lucky to have a group of friends. | think for the kids, for lots of
teenagers who just desperately want to be normal, then it [having friends]
might be more than an issue’ (Emma)
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As a difficulty after going back to school, Judy pointed out accepting differences in
her appearance and physical mobility before and after the illness. Peer’s attitudes
towards such differences also affected her peer relationships.

When children get sick suddenly, it is hard for them to accept the differences
and changes in themselves before and after the illness. Friends know how |
was before. For example, | liked sports very much, but after 1 got illness, |
could not do sports. They asked me why. They also asked me about my
appearance in nasty way. (Judy).

As positive experience, Judy said that her friends accepted her as she was without
asking her uncomfortable questions about her illness, and therefore, she could openly
say what support she needed and what she didn’t want others to do. She considered

that such attitudes made positive relationships.

Teacher’s lack of understanding also mentioned in the interviews. Emma and Judy
mentioned in the interviews that, while some teachers understood their difficulties at
school caused of their health condition or absence and provided support, some others
did not provide appropriate support. Whether teachers understood the ill child and

supported them well or not was important to affect child’s school life and their feeling.

4.1.5.2. I nterpersonal relationship with peers

This section presents the findings of perceptions about interpersonal relationship with
peers during and after hospitalisation that the young people who had hospitalisation in
childhood had. | examined their positive and negative experiences and their perceived

obstacles in relationships.
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Table 5.6. shows the codes within the context of interpersonal relationships with peers

which | developed from the interview data.

Table 5.6. Interpersonal relationship with peers. Young people who experienced

hospitalisation (England)

Themes Categories Codes
Interpersonal The pupil Positive issues Communication /
relationships and peers feeling of normality /

feeling of belonging /
understanding of

condition
Negative issues Rumour / name

calling / treated

differently
Obstacles in Lack of
relationship communication /

negative image
about illness / lack of
understanding about
illness

Communication with peers was one of the issues which were often talked in the
interviews. Ben had positive experiences in peer relationships saying, ‘It [having
illness] affected my social life only in a good way. Because | became close with alot
of my friends, they helped me through it.” He considered that this was because he had
kept contact with school, have improved other people’s understanding about the chid
and their relationships. He said

When | was out of hospital, | was obvioudly still ill but not as bad. So | tried
to go to school as much as possible. | think if you have communication with
your school, and then your classmates and teachers understand what’s going
on, what you are going through, what problems you might have, what

problems you are likely to cause. I think that’s important. (Ben)

Another issue which were often talked about in positive experience in peer

relationship was attitudes of peers. Two participants said that being treated the same
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as other children in peer relationship was important to make them feel normal as a

child. For example, one participant said:

They would be there when | came out of hospital, and they just accepted that |
spent a lot of time there...that was helpful to be able to go into school and
have contact with my friends, and to have, you know, some sort of
resemblance of normality. Because | think that was one of the really difficult
things about having a chronic illness as a teenager, you are not normal.

(Emma)

She said that because of her illness there were many things that she could not do,
which other peers could do; therefore, it was especialy important for her to do

something ‘normal” when her condition was stable.

Judy also stressed that feeling ‘normal’ was important for them to maintain their
identity as teenagers. She described positive impressions about friends in college in
the interview, ‘They didn’t make me feel different’, and ‘they gave me equal
opportunities’ Friends’ attitudes which were equal in their relationship, regardless of
whether they had aillness or not, was important for her to make her feel comfortable

in the relationships.

Contrary to that, the negative experiences were referred to as, for example, Judy said

“[T was] treated differently.”

| wanted normality. | wanted to be treated the same as everyone else, not as

an ill person. But they [her school friends] treated me differently. They said

things in an insensitive way, in a hegative way. (Judy)
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The two participants experienced that rumours about them were spread among peers
while they were absent from secondary school. Judy also experienced friends’ asking
‘nasty’ questions about them. Such difficulties in human relationships at school often
had a strong impact on children. Judy decided to go to different school because of

these negative experiences.

| nterpersonal relationship with teachers

This section presents the findings of perceptions about interpersonal relationship with
teachers during and after hospitalisation that the young people who had
hospitalisation in childhood talked in the interviews. | examined their positive and
negative experiences and their perceived obstacles in relationships.

Table 4.7. shows the codes within the context of interpersonal relationships with

teachers which | developed from the interview data.

Table 5.7. Interpersonal relationship with teachers. Young people who

experienced hospitalisation (England)

Themes Categories Codes
Interpersonal The pupil Positive issues Equality / teacher's
relationships and teachers supportive attitude /

understanding of
illness and needs/
flexibility

Negative issues Teacher's
unsupportive
attitudes / inequality
/ low expectancies

Obstacles in lack of

relationship understanding of
illness and needs /
lack of

communication
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As far as relationships with teachers are concerned, Judy and Emma suggested in the

interviews that teachers should treat them equally to other children.

| just think, you know, first and foremost children with medical needs are
children, and you know, they happen to have a medical condition. But they 're
children first...Don’t overlook the human being because of their condition.
(Emma)
However, as a fact, they said that had difficulties in school which were caused by
their physical conditions. Such difficulties prevented them from doing things in the
same way as others did. When teachers showed understanding for the children’s wish
to be treated equally, and supported them to overcome difficulties which prevented
their learning for example, they felt like the °‘teacher understood me’. Such
experiences were talked about as positive memories in school. For example, Judy
said:
My German teacher said in the class, ‘Don’t worry even you don’t understand
the lesson now, because you missed lessons while you were in hospital’, and
he taught me later. He didn’t expect me to miss things and gave me adequate
teaching. He was sensitive to me and under stood me. (Judy)
Contrary to that, Emma talked her experience in which ateacher told her off in class
because she could not answer the question although she explained that it was the first
lesson after her long absence. She said, “I did really feel like she [teacher] has given

up on me. She didn’t care” This teacher did not take into account her difficulties,

which made her feel like being ignored.

In the case mentioned earlier (see 4.1.3.), a headteacher of Judy’s school did not

consider how to support a ill child’s disadvantage in taking exams caused by her
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absence. Although he acknowledged her academic delay, he restricted the number of
her subjects instead of listening to her wish about this issue and supporting her in
catching up with her studies. It resulted in, from her point of view, her equality being

infringed.

When the participants talked about the negative experiences, especially in the
relationship with teachers, they often expressed themselves emotionally, sometimes
with abusive words. It is surprising that they remembered the details of the situation
and the words what they heard athough it happened to them long ago. It may show
that such negative experiences between teachers have had a strong impact on the

children.

Other issuesin inter personal relationships

This section presents issues in interpersonal relationships other than between the ill
child and peers / teachers. The participants talked about relationships between
parents-child, parents-teacher, teachers in hospital and school, and teacher — teacher
within school in the interviews. | examined positive and negative issues, and obstacles
in each relationship from the perspectives of the persons who experienced
hospitalisation in childhood. Table 4.8. shows the codes in the context of other issues

in interpersonal relationships which | developed out of the interview data.

As this study was focusing on school issues of ill children, | did not ask about family
issues specifically in interviews. However, participants sometimes mentioned about

impact of parents on their school experience. Ben said parents’ positive attitudes
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Table 5.8. Other issues in interpersonal relationships. Young people who

experienced hospitalisation (England)

Themes Categories Codes
Interpersonal The pupil Positive issues support child's
relationships and parents positive attitudes
Negative issues N/A
Parents and | Positive issues communication /
teachers parent's network /
parent's experience
Negative issues Teacher's
unsupportive
attitudes
Obstacles in Lack of
relationship communication
Teachers Positive issues Sharing information /
within main collaboration among
school teachers
Negative issues Difficulties in sharing
information /
difficulties in
collaboration
Obstacles in Lack of
relationship communication
among teachers /
lack of awareness of
child's need

were helpful for him to overcome difficulties caused of his illness. The particularly
noteworthy issues talked in the interviews were the participants’ perception about the
factors to promote good communication with teachers and peers. Two participants
mentioned that their mother played an important role in liaison between the child and
school. Ben said his mother had been working as a parent committee member;
therefore, she had a lot of contact with school and other parents. Emma said her
mother used to be a school teacher, so she knew whom she should contact and how, in
case she needed any support. In these cases previous knowledge was useful for the

mothers to communicate with school. Negative issues in related with the pupil-parents
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and parent —school relationship, and obstacles in relationship were not mentioned in

the interviews.

As regards teachers’ relationship within school, Ben said teachers seemed to exchange
information well because teachers of different year also understand his condition and
needs well. He said that this was because the school was a small scale of primary

school, ‘it means everyone knows someone, so they care’.

5.1.6. System and practice

There were few comments about issues in system and practice in the interviews of this
group. In terms of continuity of education, Judy experienced boundary of local
authority. According to her, it was not the local authority of the pupil’s school to have
responsibility to provide home teaching, but the local authority of the pupil’s
residential area. However, she said, lack of understanding of the system of both
authorities caused delay of providing her home teaching. (seetable 4.7.)

Table4.7. System and practice: Young personswho experienced hospitalisation

in childhood (England)

Themes Categories Codes

system and practice Return Issues in support provided Lack of collabol
process to authorities
school

5.2. Per spectives of people who provide education

This section presents the findings of the data analysis of the perspectives about

education for children with medical needs of people who provide education in
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hospital schools, home teaching, teaching centre, main school and local authority.
Findings are analysed and presented according to six themes (continuity of
education, medical needs, academic needs, social emotional needs, inter personal
relationships, and system and practice). I present the participants’ perceptions about
each theme and examine similarities and differences among them. Relevant sections
of the governmental guidelines of education for children with medical needs (DfES,

2001a) arereferred to in order to contrast how policy isinterpreted in practice.

5.2.1. Participants

The participants of the interviews with people who provide education were teachers of
four different schools and consultants of alocal authority (see Table 4.1). One of the
schools was a hospital school which belonged to a special school (Site A). A head
teacher and three teachers were interviewed. One of other schools was a PRU which
provided education in a teaching centre and home teaching (Site B). A head teacher
and four teachers were interviewed in Site B. Another PRU provided education in
hospital schools and a teaching centre (Site C). Three teachers in this PRU were
interviewed. Two main schools were also involved in my study. Site E was a
secondary school, in which ateacher and a SENCO participated in the interview, and
Site F was a primary school. Three consultants of a parent partnership service which

belonged to alocal authority took part in the interview.

Table 5.9. Participants of teachers and staff of local authority in England study
Site School type Participant's | Gender | Data
position No

Site A Special school (Hospital | Head teacher | female ET1
school, teaching centre,
home teaching)

Teacher female ET 2

Teacher female ET 3
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Teacher female ET 4

Site B PRU (Teaching centre Head teacher | female ET5
and home teaching) Teacher female | ET6

Teacher female ET7

Teacher male ET 8

Teacher female ETO

Site C PRU (Hospital school Head teacher | female ET10
and teaching centre) Teacher female | ET11

Teacher female ET12

Site D Secondary school Teacher male ET13
SENCO female ET14

Site E Primary school Head teacher | female ET15
Ste F Local authority (Parent Consultant male ET16
partnership service) Consultant female | ET17
Consultant female ET18

5.2.2. Continuity of education

The child’s movement between institutions

Children with chronic illnesses often move between institutions because of their
conditions and treatments. In this study, there were four patterns of children’s
movements that the teachers explained in the interviews (see table 4.2.). Pattern typel
was as follows. According to the head teachers of the two hospital schools (ET1,
ET10), children in hospital, who need one short or long term hospitalisation for
chronic illness or injury, usualy go back to school after they leave hospital. Type 2:
some children, who need a period of being at home before they return to school,
receive one to one tuition at home or have a period of being taught in a small group of
students in the teaching centre. Type3: There were also children who need recurrent
hospital administrations. They tended to move between hospital school and main
school repeatedly . Typed: Another type was identified by the head teacher (ET5) of
the PRU (Site B). Some children in her PRU were at home for health reasons but did

not have hospital admission. They were able to receive education in home teaching or
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teaching centre of the PRU by areferral from a school or CAHMS. They would go to

main school after they left the alternative education.

Table 5.10. Types of children’s movement between institutions

Type 1. Hospital school(s) — School

Type 3. Hospital school(s) «» School

Type 2. Hospital school(s) — Home teaching or/and Teaching centre — School

Type 4. Home teaching or/and Teaching centre — School

This section examines how continuity of education is maintained among different

ingtitutions. Table 4.3. presents the codes which appeared in data anal yses of this

themes.

Table5.11. Continuity of education:

Personswho provided education (England)

Themes Categories Codes
Continuity of In hospital Provisions that Hospital school ( long
education the child received | term, recurrent,
outpatient) / support from
school
Facilitating factor | regulations /system /
to access communication
hospital school
Obstacles to System / lack of
access hospital awareness
school
In Provision that the | Home teaching
recuperation | child received /teaching centre /support
at home from school
Facilitating factor | regulations / system /
to access home communication
teaching/teaching
centre
Obstacles to System /regulation / lack
access home of communication /lack
teaching of information
Return Provision of Dual registration to
process to returning to alternative and main
school school school

Facilitating factor
in return process

Interagency meeting
school visit by hospital

to school staff /gradual return
process
Obstacles in lack of communication

return process
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Access to hospital school

The government guideline (DfES,2001) mentions that educational needs of children
with medical conditions may be overlooked while they are away from school because
their absence is considered as being ‘authorised’ (DfES, 2001a; 3.13). In order to
prevent prolonged absence from education because of medical reason, the guideline
provides the standard timescale of when aternative education should be arranged as

follows:

LEAs must have arrangement to ensure that a pupil with medical needs who is
away from school for any period has access to education. If a pupil is away
from school for more than 15 working days, education, in whatever form,
should begin immediately [as] the pupil is absent from school ( DfES,
2001:3.2.).

15 days means the ‘total time of predicted absence from school’ which includes
periods of hospitalisation and recuperation after discharge (ibid, 3.2) and it does not

necessarily mean to be continuous throughout the 15 days.

The Access guideline (DfES, 2001a) also provides,

Education should be available on the day of admission in recurrent illness
cases, for example where a child is having dialysis. In other cases the
judgement about when education should begin will need to take account of the
length of stay and medical condition. (3.14)

Pupil who are admitted to hospital on a recurrent basis experience particular

educational disruption. These pupils should have access to education from day
one (4.7.).
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In three sites of hospital schools (Site A, B C), head teachers ( ET1, ET5, ET10) and
teachers ( ET3, ET11) mentioned about this guideline (DfES, 20014) as these policies
were reflected in school policies and regulations of their hospital schools. The
following list summarises the priorities according to which the researched hospital
schools and home teaching centres provide education. Teachers referred to these in

the interviews (ET1, ET5) and can aso be found in the leaflet of the PRU (Site C).

e Children with an illness or diagnosis indicating a hospitalisation or time
at home after discharge of more than 15 working days

e Children with recurrent admissions

e Children with SEN statement

e Children who are taking public examination

Teachers often mentioned that recurrent admissions have increased recently in
particular (ET1, ET2, and ET10). A teacher in hospital school (ET10) referred to the
school statistics which showed that 678 pupils out of 1440 admissionsin total werein
hospital school due to recurrent admissions in 2009. Certain illness such as Cystic
fibrosis required children to have frequent admissions like 15 times a year at the most
(ET10), and children with cancer tended to have recurrent short term admissions

rather than long term admissions (ET2).

In order to provide education in hospital as soon as the child enters hospital, early

identification of the child’s educational needs in hospital is considered to be important

(ET3, ET4, ET6, ET10). Communication with medical staff, such as having the daily
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consultations with medical staff in the units, are commonly used methods for hospital
school teachers to identify such childrenin hospital (ET2, ET3. ET10).

In hospitals where outreach teaching is arranged only when a school aged child is
staying, it is considered to be important to inform parents about education in hospital
so that parents are able to contact hospital school (ET11). For this purpose, |eaflets of
educational services in the hospitals and relevant medical and social services such as

CHAMS are available to raise awareness of parents who visit there (ET11).

Outpatient children aso received education. Children who were discharged from
hospital and had treatment as outpatients, who were not well enough to go to loca
school, were able to study in the hospital school (ET3). Children who underwent
kidney dialysis as outpatients were a so able to receive education in the hospital (ET3).
They spent half a day in the hospital three times a week, which was an enormous
disruption to their education; therefore, those children were also involved in hospital

education although they were not inpatients (ET3).

Access to home teaching and teaching centres

According to the Access guideline (DfES, 2001a), education for children with
medical needs at home is provided in two different ways depending on the duration of
being a home. Firstly, for children whose absence is expected to last less than 15
days, it is the school’s responsibility to make an arrangement. It says, ‘arrangements
should be made in liaison with the child’s parents to provide the child with homework
as soon as they can cope with it’ (ibid, 3.10). Secondly, if the absence is expected to
last more than 15 days due to chronic conditions, alternative arrangement should be

made. The guideline says ‘The LEA should ensure that the child is provided with
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education as soon as they are able to benefit from it’ If the child has recurrent absence
due to medical condition, he/she is entitled to the latter type of education. (DfES,

2001a:3.10).

Home teaching is the arrangement for children who are away from school long term.
In the interviews, teachers mentioned that there were two types of children who were
taught through home teaching. One was those children who had medical proof that
they needed to stay at home for more than 3 weeks after they were discharged (ET3,
ET10). The other type of children in home teaching was those who were not able to
attend school due to psychiatric or emotional problems (ET4, ET7, ET8, ET12). They
were accepted to home teaching only when they had referrals from designated persons
such as CAMHS, educational social workers, clinica psychologists, or the SEN

assessment service (ET5, ET6, ET11).

While teachers (ET1, ET10) said that children who were in recuperation at home after
hospitalisation and who obtained medica approval were able to start home teaching
smoothly, home teachers often said in the interviews that children who could not go to
school for mental health problems often had difficulties to access home teaching for

three reasons (ET6, ET11).

Firstly, there may have been a lack of information to parents about the educational
support for children with mental health (ET6, ET11). Parents often did not know that
children who cannot attend school for mental health difficulties are entitled to receive

aternative education and that school has to arrange it (ET6, ET11). Parents who
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contacted their services were suggested to talk to school and request a referral from

school (ET6).

Secondly, in the regulations of the PRU, home teaching was not available for the child
until they had received a medical diagnosis as a proof of an educational need which
often resulted in a delay of providing education (ET11). A similar opinion that
emerged from the interview was that the prolonged time for the clinical assessment

may have disrupted continuity of education (ET5, ET7, ET8,).

Thirdly, financial issues were also pointed out in the interviews as one of the potential
barriers to access certain types of education for children with medical needs (ET6,
ET11). One teacher of PRU (ET11) said that ‘we are not school but a service’ which
is provided buy LEAs. The LEA charges the school where the child is on role for the
services, because the school has received funding for the children including funds for
the days that he/she is away from school for medical reasons (DfES, 2001a:8.8). This
teacher said that this charging system might cause a barrier, saying;

...school has to pay for them to come to us, and they don't like that very much,
because we are quite expensive. We don’t set the fees or anything, but the
amounts of money that the school gets for the child from the government do
not cover the amount that our LEA charges. So they guess about that. So
sometimes they try to keep them at home, they send out work, they don’t refer
themto us either (ET11).

A teacher in another PRU also said, ‘some schools called us to ask about the cost and

didn’t call back again. We were worried that there might be pupils in the school who
needed referral’ (ET6)
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Return process to school
The Access guideline (DfES, 2001a:6.3.) describes the process as follows,
For some, reintegration is likely to be a gradual process over a period of time.
Initially some children and young people will benefit from flexible
arrangements which may include attending school part-time while retaining
some other support... (6.3.)
A gradual process was often used for children who lacked the physical strength or
confidence to spend the whole day / week at school. Both researched PRUs (Site B
and C) and the special school (Site A) in this study provided an integration period.
During this time, the child received education some hoursin aweek at ateaching
centre or home teaching, and also attended some lessons at main school (ET5, ET7,
ET11). Pupilswere encouraged to increase the time that they attended |essons at
school. Site C used a gradual return system which they called ‘sliding scale’. In the
reintegration period, their service reduced the teaching time at the site gradually as the
student increased the time to go to school (ET11). A teacher explained this system:
The more time the child can spend in school, the more we will cut back on five
hours. For example...then the child is well enough and could access school for
three hours per week, and we cut our time by one and half hours. Then when

the child could go to school ten hours per a week, then we close the case.

Through deciding on goals in the time of attending school, it was expected to prevent
prolonged absence from school and to motivate pupils to make efforts to return to
school (ET11). In other two sites, the time scale was not so strict, but pupils often had
gradual integration. As an example of returning after long term absence from school,
it was difficult for her to go into the new school, gradual integration was arranged in

the interdisciplinary meeting for her. Her home teacher took her to school for short
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sessions, twice a week for a while. The teacher also talked to teachers about the
difficulties that the children who had leukaemia might have. She aso had atalk to the
peers in the school about her. She gradually increased the time to spend in the school

(ET7).

A teacher (ET7) described this gradual process as an important opportunity for the
child, as it enabled her to build confidence to return to school by developing
relationship with peers and teachers. Such gradua return was addressed in liaison
with main school to make supportive environment in the school by raising awareness
about child’s difficulties among teachers and peers (ET7, ET6). For example, a
medical staff or hospital teacher visited school to talk with teachers and peers in
school when it was needed (ET 10). A teacher said that it was essential to establish
good communication between school and aternative school in the gradual return

process (ET7).

5.2.3. Medical needs
This section presents findings of data analysis of the perceptions about medical needs
of group of people who provides education. Table 4.6. shows categories and codes

appeared in this theme

Table5.11. Medical needs: People who provide education (England)

Themes Categories Codes

Medical | In hospital Child's needs Condition and impact of medication

needs due to health (Limit of physical function / limit of

and condition strength / impact of treatment /

support unstable conditions) , change of
conditions
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Facilitating
factors in
responding to
health condition
and medical care
needs

understanding individual condition
and needs/ Collaboration with
medical staff (meeting, sharing
information), education plan that
corresponds with treatment
provision, flexibility (timetable,
lesson plan)/ team teaching,
sensitivity

Obstacles to
responding to
health conditions
and medical care
needs

Limited staff availability

In
convalescence
at home / at
school

Child's needs Condition and impact of medication
due to health

condition

Medical care Place and time for medical care
related needs

Facilitating Flexibility (timetable, use of facility,
factors in rules) / understanding of needs and

responding to
health condition
and medical care
needs

condition / individual educational
plan / communication

Obstacles to
responding to
health conditions
and medical care
needs

system (SEN statement, information
sharing) / teacher's lack of
understanding of needs and support
/ lack of communication

Responding to medical needs in alternative education

Teachers mentioned in the interviews that understanding child’s medical condition
and needs were essentia to teach children with health problems (eg. ET1, ET2, ET3,
ETS5, ET10). Teachers understood the child’s condition and impact of medication in
liaison with medical staff, which was useful to identify needs and to provide

appropriate lessons (ET3).

The importance of identifying individuality in children’s needs was commonly
mentioned in the interviews by teachers in hospital school (EY3), PRUs (ET5, ET6)
and mainstream teachers (EY 14, EY15). It was especialy stressed not to label

children by their medical condition (ET3, ETS). A hospital teacher said (ET3), ‘All
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children are different. Different back ground, family problems, different age, different
time to come here. The child’s condition is varying although the name of disease is

the same as others.’

The importance of understanding medical condition and impact of it on individual
child was often mentioned in the interviews (ET2, ET3, ET5, ET6, ET7, ET9).
Teachers in hospital and home teaching shared information with medical staff and any
relevant specialists regularly to understand children’s condition and needs (ET, ET10,
ET11). A teacher (ET6) said, ‘Medical information is not useful as it is, because there
is lots of jargon. We have to collect more practica information for us, for example,
how this symptom affects this particular student’s life, daily life, and school [life].”
In order to understand the needs, information were collected through various sources
who worked with the child such as family, school, medical and social welfare staff,
as well as the child themselves in hospital school and PRU and mainstream school
((ET, ET6, ET12, ET14). In order to respond variety of children’s medical needs,
flexibility in teaching (eg. lesson plan, teaching material, teaching style) was

considered to be useful un hospital schools and teaching centres (ET3, ET6).

Respond to medical and health related needs in mainstream school

According to a consultant of parent partnership service in a local authority whom |
interviewed (E16), the range of medical conditions that children had was increasing.
Therefore schools were required to respond to diverse educational needs caused from
various medical conditions. For example, many children with developmental delay in

mainstream schools needed support of personal care skills such as feeding themselves.
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However, a consultant (ET16) said that school facilities, teachers’ knowledge and

skills in many mainstream schools were not well enough yet in this area.

As an obstacle which the same consultants group indentified in the interview was that
children with medical needs were not always accepted to have a SEN statement unless
they had learning difficulty or other physicaly or sensory difficulties (ET16, ET17,
ET18). They explained a reason for this is that one of criteria is having learning
difficulty, which often prevents the child with medical condition to obtain SEN

statement (ET16).

SENCO in a secondary school whom | interviewed also mentioned that students with
medical condition in their school, who did not have learning difficulty, did not have
SEN statement. However, the Guidance and Support Unit (GSU) has the
responsibility of supporting children with medical needs regardless having statement
or not (ET14). Their roles were varied including assessing the needs, liaising with the
GSU and the subject teachers, supporting children in the classroom and the unit, and
working in partnership with outside agencies. If any special educational needs were
identified, Individual Education Plan (IEP) was created regardless of having SEN
provision or not. IEP which she showed in the interview included special arrangement
and support, such as reduction of lesson time. Pupils who need medical care are aso

provided appropriate support in liaison with school nurse (ET14).

When | visited this school (SiteD), three students who had different medical

conditions (heart problem, cystic fibrosis and broken leg) received support for their

medical care from school nurse as well as other support from teaching assistants at
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school (ET17). Whenever any student stayed in the local hospital, SENCO had arole

to contact the hospital school (ET17).

Difficulties in sharing information of child’s medical needs among teachers within
school were also mentioned in the interviews with teachers in a secondary school

(EY 13, EY 14). Thisisreported later (see 5.2.6.).

5.2.4. Academic needs

This section presents findings about perceptions about academic needs of group of
people who provides education. Table 5.12. shows themes, categories and codes in

this theme

Table 5.12. Academic needs: People who provided education (England)
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Themes Categories Codes
Academic | In hospital Academic needs | overcome delay of study /
needs preparation for examinations /
and sitting examinations
support Facilitating curriculum, support from school,
factors in record of study / teaching style/
responding to collaboration with main school /
academic needs | reasonable adjustment in
examination
Obstacles to Impact of health condition / limits
respond to of environment (time, facilities) /
academic needs | teachers' specialism /lack of
collaboration with school
In Academic needs | Overcome academic delay /
convalescence Preparation for examinations /
at home Sitting examinations
Facilitating learning in small groups /
factors in individual support
responding to
academic needs
Obstacles to Limits of environment (time)
respond to /teacher's specialism / lack of
academic needs | collaboration with school
At school Academic needs | Overcome academic delay /

preparation for examinations /
Sitting examinations

Facilitating
factors in
responding to
academic needs

Teacher's attitudes (awareness of
needs) / Teacher's support
(additional lessons, work sheets)

Obstacles to
respond to
academic needs

Teacher's lack of awareness /
difficulty in sharing information

Curriculum in alternative education

The Access guideline (DfES, 2001a: 1.8.) says,

Hospital schools are not under alegal obligation to offer the National

Curriculum.

Thisis applied to hospital schools because

Educational law reflects the specia nature and variable circumstances of

hospital schools by providing, in some areas of legislation, more flexible

arrangements than those applying to other special schools (1.8).

On the one hand, the nature of circumstances of hospital school istaken into account

to reduce the obligation to provide curriculum; on the other hand, it isalso
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encouraged to protect the rights of children with medical needs to have equal

educational opportunities as other children have.

Pupils with medical needs should have access to the full National Curriculum
wherever possible. As aminimum, pupils with medical needs are entitled to a
broad and bal anced curriculum complementary and comparable to that in
school (8.8).

These issues were reflected in the school policy of a hospital school. A school policy
document of Site A in this study notified that ‘a broad and balanced curriculum within
the framework and strategies of the National Curriculum’ and ‘a personalised

approach’ to respond to the individual needs, taking account of health and medical

needs, are provided.

According to the school policy documents about curriculum (Site A,B,C), these sites
provided various opportunities to learn at hospital and teaching centres throughout
curriculums including Physical Education and arts as well as other subjects. Children
were taught either the curriculum that the hospital school offered or home school
provided materials (ET1, ET3, ET5). The decisions about the priorities and balance
between the two were made by negotiation between the child and the teachers (ET3).
However, it was often mentioned in the interviews that main schools did not always
send teaching materials for the child in hospital (ET3, ET10, ET11). Thisis examined

later .

Children’s academic needs and practice in alternative education
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Teachers often mentioned that to catch up delay of studying and to prepare for
examinations were considered to be main issues in academic needs (eg. ET1, ET5,
ET10). Teachers made an individua educational plan (IEP) with the child and the
parent, in which academic issues such as short term aim and subjects to study were
involved (ET3). Hospital schools, teaching centres and home teaching provides
individual lesson or lessons in a small numbers of pupils, which enable teachers to

teach individually and flexibly considering child’s condition (ET1,ETS5).

Keeping precise record of the individual child’s studying was also considered to be
important as evidence of students’ academic achievements especially when they
returned to local schools (ET2, ET3, ET6, ET10). Hospital schools developed its own
forms of children’s administration and academic issues which suited different types of
long term, short term and frequent admissions (ET3, ET10). Individual student’s
records of attendance, contents of lesson that he/ she received and the achievement
were precisely kept everyday in order to send al records to the school where they
were on roll, as well as to share the information for team teaching within the hospital

school/ PRU (ET3).

For pupils who needed to sit examinations, hospital schools and PRUs were accepted
as an official exam centre for national examinations (ET3, ET8, ET11). Specia
arrangements could be made under the statutory regulation. If pupils took exams after
they left hospital, hospital school would ensure that the school and the exam boards

were aware of any medical problems and needs to prevent any disadvantages (ET3).
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As an obstacle to provide sufficient academic support, PRU teachers talked about
difficulties to teach al subjects by limited number of teachers regardless of their
specialism (ET6, ET10). Limited allocated time was also mentioned as issues which
may have an impact on the subject selection, especialy in home teaching (ET10,
ET11). Home teaching provided 5 hours lesson per week, which was designated as
minimum in the Access guideline (DfES, 2001a). Although subjects taught were
decided by negotiation between most of the students and teachers, it was likely that
Key stage 4 students were taught mainly core subjects to facilitate them obtaining
GCSE qualifications to make use of limited time of home teaching (ET3, ET11). As
many students in this PRU had experienced low self-esteem and withdrawal (ET5S),
obtaining qualifications was considered to be important to widen their opportunities to

return to socia life and gain their self esteem (ET5, ET11).

Children’s academic needs and support in mainstream school

A SENCO (ET14) mentioned in the interview that the individual educational plan was
made for students who needed academic support to overcome delay of study due to
absence for medical reason. Students were able to study in guidance and support unit
or class room with an assistant teacher (ET14). Teachers were also informed to
provide study supply for those pupils (ET14). In order to inform teachers about such
child’s needs, there was an internal database about individual students, which al the

teachers of this school were able to access.

According to teachers of this school (ET13, ET14), the individual student’s data, an

attendance report was accessible as well as the academic record. Therefore any
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teacher were able to access the information about who was absent and for how long.

The |EP was also shown if the child had one.

Taking an example of this data base which was shown in the interview, a year 10
student who has frequently absent due to her chronic illness, attended 68% of school
dayslast year. Shedid not have any statement but had an |EP. According to her |IEP,
she would have ‘Teaching Assistant accompany’ and ‘monitoring of progress by
subject teachers’. The IEP also mentioned that ‘Teacher gives catch up work’. If any
teachers were aware of her frequent absence, or, Teaching Assistants requested
teachers to access her 1EP, they would be able to acknowledge what they should do to
support her. It was not certain from this database to what extent the required support
had been provided, however, her academic record of the past two years showed that
she received grades from only two subject teachers. Other teachers commented that

the assessments are not available due to her lack of attendance.

As the academic results might be affected by various factors, it may not be
appropriate to consider whether her academic achievement reflected the support that
she received. However, the fact that she has not had enough academic records in the
past two years, although she attended 68%, made me question whether she has had the

support that she needed.

Regarding the information sharing, this data base seems to be a good system to inform
all the teachers about the students’ needs. The database was just a part of a
information sharing system and interaction between teachers and the Guidance and

Support unit monitored whether the students were supported or not. However, to
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what extent the teacher took into account the required support seemed to be depend on

the individual teacher’s decision.

5.2.5. Social emotional needs

This section presents findings of perception about social emotional needs of group of
people who provides education. Table 5.13 shows themes, categories and codesin this

theme

Table5.13. Social emotional needs. The people who provide education (England)

Themes Categories Codes
Social In hospital Child's social Anxiety about future, fear of death,
emotional emotional stress, loneliness, anxiety about
needs conditions communication with peers (8)
and Facilitating collaboration with family and
support factors in hospital (2) / collaboration with
responding to school (5) / Understanding of
child's social individual needs (5)
emotional
conditions
Obstacles to lack of communication with peers
responding to and school teachers (4)
child's social inappropriate facilities in hospital
emotional Q)
conditions
In Child's social Anxiety about future (3) Low self
convalescence | emotional esteem (5)
at home conditions
Facilitating Communication with children /
factors in staff in teaching centre (4)
responding to communication with peers / school
child's social teachers (3), counselling (1) social
emotional skills training (4) progress in study
conditions (1)
Obstacles to Lack of communication with
responding to peers/school teachers (1)
child's social
emotional
conditions
At school Child's social Difficulties in peer relationship /
emotional difficulties in relationship with
conditions teachers / low self esteem /
withdrawal from school
Facilitating Communication between the child
factors in and other pupils, teachers /
responding to teacher's awareness of the child's
child's social social emotional conditions /
emotional inclusive school ethos
conditions
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Obstacles to Lack of communication between

responding to the child and other pupils,
child's social teachers / teacher's lack of
emotional awareness of the child's social
conditions emotional conditions

Social and emotional needsin alternative education

Teachers often mentioned in the interviews that children with health conditions had
difficulties in relation to social emotional issues (eg. ET1, ET2, ET4, ET5, ET7). In
hospital, children were often under stress caused of various reasons such as
seriousness of illness (ET3), impact of treatment (ET2, ET3), anxiety about cure and
future (ET3), anxiety about family and school issues (ET3, ET10). In order to support
children who had such needs, teachers collaborated with parents and other speciaists
in hospital to identify needs and to provide appropriate lessons and activities which

may suite the child’s condition and emotional needs (ET1, ET3).

In case the child had a long term admission, maintaining social relationship of the
child was also considered (ET2). For example, in the oncology ward for young
children who tend to have long term admission, a teacher made news letters about the
lessons with the children to send to their schools, which enabled them to maintain

socia relationships with their peers (ET2).

In teaching centres where pupils often had mental health difficulties, socia and
emotional aspects of children’s need were considered to be crucial (ET 4, ETS, ET12).
Teachers especially identified pupil’s lack of self confidence was the issue to be
considered. For example, a head teacher of PRU (ET5) said;

So first thing what we have to do isto try to build their confidence, make sure

they can achieve. And then they would begin to believe that they can actually
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settle out to work again, because they missed alot of schooling, and the think
they cannot achieve anything. And when they begin to feel comfortable with
themselves, they begin to be happy here, trust us, our staff. Maybe we can get
back in whole business of education and make progress which is what most of

them doing. That’s very important.

She stressed in the interview that a good child-teacher relationship was vital for
leaning to happen. Especially for children who had mental health difficulties, past
negative experiences often prevent them from having communication with other
people.

So when they are first coming, its’ a long time before they begin to understand
that they can trust people here, and that people are actually interested in the
individuals. Once they begin to do that, then maybe relationships build, and
they get on with school work, because school work was not very important to

them when they had got far more important things to worry about. (ET5)

At the teaching centre of PRU (Site C), there were varieties of programmes to
enhance the pupils’ social development (ET5, ET6). When they were able to do
something that they couldn’t do before, they were likely to gain confidence.
Throughout the activities in which they worked with adults and other pupils, they aso
learned how to interact with people (ET5). Such social skill training was involved in

the curriculum which was considered to be essentia for children in this school.

The pupils aso had individual or group counselling to learn how to cope with
difficulties. If children had had difficulties in school such as bullying, it was unlikely
that they went back to the same school, because the school was the same difficult
place for them. In such cases, children often went to another school. The teachers said

it took afew years for some children to gain confidence to go back to school.
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A teacher in this PRU mentioned that teachers needed to have sensitivity and
flexibility to identify the child’s needs, because the cause of problem often could not
be clearly seen and the children themselves might not acknowledge what the real
problem was and what their needs were (ET8). The same teacher referred to a case of

apupil who had difficulty to study at ateaching centre;

...you [a pupil] may go back home and say ‘“no, not go in there again’”, so
[we] stop the process over again, and say, “we know what’s wrong with it
what didn’t you like, what and how did you feel uncomfortable,” and you
talked them through. And it may be something simpler, “what I don’t like was
eating in front of the people,” and then you can make an arrangement ...(ET8)
He said that child’s needs were often found in the process of communication between
teachers. Another teacher in different PRU also mentioned about similar process. She

and said one-to one based or a small group of teaching were suitable settings to allow

such a process and to identify needs (ET11).

Social emotional issuesin main schools

A hospital teacher (ET3)(ET10) and PRU teacher (ET6) said that when a pupils
return to school, they asked the school to decide a named person in the school whom
the pupil could contact whenever they had any difficulties, including socia and

emotional issues.

Teachers in main schools also mentioned in interviews that pupils’ social emotional
development was important issues that teachers needed to pay attention to (ET16,

ET17, ET18). When pupils had any mental health issues, teachers in both primary
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and secondary school had a system to work with CHAMS, so that they could provide
appropriate support for the pupil (ET14, ET15). In primary school, a head teacher
(ET15) said that aform teacher and assistant teachersin a class room observed
individual children’s behaviour and their peer relationships to identify any needs of
support, especially when there was a child who might have difficulties. In secondary
researched in this study, ateacher (ET13) said that the pastoral care team had a
responsibility to look after well being of the students. When students had difficulties
in socia and emotional issues, they could contact the team through aform or a subject

teacher.

5.2.6. Interpersonal relationship

This section presents findings of perceptions about interpersonal relationship of group
of people who provides education. Table 5.14. shows themes, categories and codesin

this theme.

Table5.14. Per ceptions of peoplewho provide education (England) :
I nter per sonal relationships

Themes Categories | Codes
Interpersonal | Parents and Positive issues | Communication, understanding
relationships | teachers of role, teacher's understanding
(hospital of illness and needs, teacher's
school, home supportive attitudes, parents'
teaching, positive attitude, mediatory role
school) Negative issues | parents' unsupportive attitude,
teacher's unsupportive attitude
Obstacles in Lack of communication
relationship
Teachers in Positive issues | Collaboration in teaching,
hospital and awareness of role, sharing
main schools information
Negative issues | Lack of collaboration, negative
impact on child (feeling of
isolation)
Obstacles in Lack of communication, lack of
relationship awareness of role, teacher's
workload
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Interdisciplinary
relationships

Positive issues

Communication, Collaboration
in providing support, facilitating
meeting

Negative issues

Difficulty in communication

Teachers
within main
school

Positive issues

Sharing information,
collaboration among teachers

Negative issues

difficulties in collaboration, lack
of awareness of needs

Obstacles in
relationship

Difficulties in sharing
information among teachers,

lack of awareness of child's
needs, lack of awareness of
regulations, workload,
unsupportive system within
school

Relationships between parents and teachers

Interpersonal relationships between parents and teachers were often mentioned in the
interviews which may have impact on child’s education. A home teaching teacher
said that parent’s understanding and cooperation were considered to be important to
promote educational environment for children (ET11). In order to promote parent’s
understanding, all hospital school, home teaching researched in this study had regular
review meetings with parents which provided opportunities for parents, teachers, and
relevant specialists to communicate each other and promoted collaboration among

them (ET1, ET5, ET10).

However, teachers experienced that partnership with parents was not aways available
because some parents did not appear to the regular review meeting of their children.
(ET3, ET8, ET12). Although there may be various reasons for this problem, two
teachers mentioned their experience that parents’ health conditions or views to
education sometimes might have affected their attitude towards their child’s education
(ET8, ET12). For example, in a case in which parents themselves had little education
and did not have good impressions about school, which seemed to have affected their

reluctance to contact their children’s school (ET12). In such case, teachers promoted
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partnership with parents by understanding parents and working in liaison with other

agents such as socia work (ET12).

In contrary, when parents found difficulties in communicating with schools, Parent
Partnership Service (PPS) in local authority plays a mediatory role between parents
and school if the parents need it. According to the consultants of this service whom |
interviewed (ET16, ET17, ET18), they supported parentsin mainly three ways. Firstly,
they helped parents to communicate with schools, local authorities and other statutory
agencies, when parents needed any support. Secondly, they provided information and
advice to parents such as parent’s role, rights, and responsibility relevant to their
child’s education. Thirdly they linked parents to appropriate services by providing
information about various services and voluntary organisations. The member of PPS
said in the interview that ‘getting them [parents] in touch with the right organisation
or people who can support them is important. It would enable them to receive

appropriate support’ (ET18).

. Partnership with main school and alternative education

According to the Access guidelines (DfES,2001), the main school has a ‘vital role’ to
ensure that children are able to receive educational support while they are away from
school, because children are on roll at the school even when they receive education
from the hospital school, the home teaching service and the teaching centre.

(DFES,20014).

The schools are obliged
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e To haveapolicy and anamed person responsible for dealing with the pupils
who are unable to attend school because of medical needs.

e To supply the appropriate information about a pupil’s capabilities, educational
progress, and programmes of work.

e To be active in the monitoring of progress and in the reintegration into school,
liaising with other agencies

e To ensurethe pupil is kept informed about school social events, are able to
participate in activities such as homework club and study support.

e To encourage and facilitate liaison with peers. (DfES, 2001a: 1.17.)

Teachers in alternative education mentioned in the interviews that, while some
schools had enough communication with hospital school and home teaching when the
pupil received support from them, not so many schools did this communication (ET3,
ET6, ET10). Schools did not always send worksheets for the pupil to study, athough
such support was considered to be helpful for the pupilsto fedl like they had a contact
with school (ET3, ET10). A hospital teacher said that lack of communication often
made the child feel isolation (ET10). She stressed the responsibility of school to keep
contact and said, ‘One of the big problems is that the school may forget about them.
We have to keep reminding school that this child is on your roll, you are getting
money for this child from the government. So this child is still in your responsibility.’

(ET10)

Whether work was provided by mainstream school or not was considered to have an
impact on teaching especially in a small scae hospital school and home teaching

(ET11). Where there were only two teachers, it was difficult to teach al speciaist
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subjects (ET12). A hospital teacher explained her role in sharing study work with
main school and said, ¢ the school teacher’s role is to deliver study work for children
and the hospital teacher’s role is to modify it and deliver it at an appropriate pace for

the child considering her condition and allocated time in hospital” (ET12).

In order to promote active communication and support from school, a PRU (Site C)
exchanged the agreement with the school when the child started hospital education or
home teaching (see Apendix 7). It aimed to enable the school to understand itsrole,
which confirmed the school’s responsibilities for the pupil such as supplying work,
attending review meetings, contacting the child, and sharing information with the

services (ET10).

Although the agreement exchanged with school, a teacher in this site said that it was
still difficult to obtain support from teachers. In a case, a child, who was receiving
home teaching while she is absent from school for a long term due to medical
conditions, had a difficulty to receive homework from school. The parent said school
had not delivered any work for the child although she requested it many times. The
home teacher monitored it and found that no work had been delivered to the child
from school. The home teacher called the school and asked why the work wasn’t
delivered. The school found that it was difficult to get work from teachers for the

pupils whom they have never met for along time (ET11)

The home teacher in this case said, ‘I’m not criticising the teachers, because their time

isvery limited. The teachers are to be expected to provide home work for a child who

they never see. It’s quite tricky to manage. In secondary schools especially, to liaise
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with al the other teachers and organise work for such a child are not aways done

well’ (ET11).

A SENCO of a secondary school who was interviewed said that it was difficult to
collect study material from many teachers in readity (ET14). She also said that
teachers might not know the school teachers’ obligation to supply materials which
were mentioned in the guideline (DfES,20014). It was because such obligations were
not identified in their SEN school policy (ET14). Teachers’ low awareness about their
obligation supporting children with medical needs was identified in the interview with
a teacher in her school. A subject teacher of the same school mentioned in the
interview that he did not know about school’s obligation written in the guideline
(DfES, 20014) and that it was not common to supply work for children who were
absent for medical reasons unless it was especialy required (ET13). This teacher
suggested that this may be due to workload issues as teachers aready have to deal

with any different issues everyday in school.

I nterdisciplinary work

The Access Guideline (2001a) mentions;

Effective collaboration and a flexible approach between LEAS, schools and
other agencies, in particular the NHS, are crucial to the provision of continuity
of high quality educational provision for children and young people with
medical needs and successful reintegration into school. (5.1)

According to a PRU teacher (ET10), the members who were likely to beinvolved in

the collaboration were:
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e Medical staff (eg. medica practitioners, nurses, therapists)

e Social worker

e Connexions

e CAMHS( eg. clinical psychologist, educationa psychologist, psychiatrists,
psychiatrist nurse etc)

e Mainstream school

e Alternative education (hospital school, home teaching, teaching centre)

The partnership with the specialists worked throughout the period of the referral,
review meeting, liaison and follow up after liaison in order to identify needs and

provide appropriate support (ET10).

The Access guideline (2001a) does not particularly mention who would facilitate the
partnership. According to hospital teachers interviewed (ET3, ET11), it tended to be a
hospital teacher who had the leading role of collaboration for a child who was
educated on their sites. In one of the researched site (Site C), as an example, the main
role of the facilitator was to organise the review meeting of the case every six weeks,
monitoring it and inviting the right persons (eg. educational psychologist) to the
meeting in right timing when they were needed (ET11). For example, an educational
psychologist was not necessary at the moment, but it might be afew months later they
need to talk with her. She said, ‘we try to be very mindful of how expensive people’s
timeis. And we only invite those people who, we will feel, can help and support at the
moment in time. So it’s about flexibility (ET11)’ In order to decide about the

appropriate persons, she considered that a facilitator needed to understand the child’s
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condition and prospects to some extent, as well as good knowledge about the role of
each specialist and the communication system to contact them at the right time

(ET11).

According to head teachers in hospital school and PRU (ET1, ET5, ET10), when a
pupil went back to school from the aternative educational provision at any of the sites

in this study, an individual re-entry plan was made in liaison with:

e Named person from a school (eg.Inclusion coordinator)

e Hospital / Home teacher

o Reevant professionals (eg. CAHMS, specialist nurse)

e Parent
The meeting and networking is often facilitated by the hospital/ home teachers.
Timetable, communication system among the members, any concerned issue were

discussed and agreed. (Site A, C)(ET1, ET10)
When a student was discharged from a hospital, especially for a long term patients’
admission, hospital school teachers were involved in multi-agency case meetings with

the full range of medical staff who treated the child and social workers to agree on a

discharge plan. (Site C)(ET10).

5.2.7. System and practice
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This section presents findings of perceptions of problemsin system and practice.
Impact of hospital admissions over authority boundaries, teacher development and

education for post-16 are examined.

I mpact of hospital admissions over authority boundaries

Teachers in a hospital school mentioned in the interview that there was an impact of
hospital admissions over authority boundaries on education in hospital (ET10, ET12).
According to them, their hospita (Site C) had children from many different
authorities, because children who needed specialist care in their hospitals came to the
hospital from a wide range of areas. The statistic of Site C in the annual report of
2009, which the head teacher (ET10) showed me, indicated that 468 children from
other local authorities were taught in the hospital teaching service, which was more
than half of the total amount of children taught in this hospital. Teachers said that
education for those children is affected by local authority boundaries in following two
ways. Firstly, it was difficult to liaise with home teaching in those children’s cases
after they left hospital. As home teaching was financially supported by the local
authority, the children outside the council were not able to receive home teaching. If a
child from another council required home teaching after discharge, it was the
mainstream school’s responsibility to refer him/her to the local home teaching centre.
It was likely that the liaison process became more complicated than if it happened

within the same authority.

A head teacher (ET5) similarly pointed out that the level of service was different from
authority to authority. For example, not all councils had teaching centre and enough

staff, therefore, children who lived in such area had much limited support compared
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with children in other area. ‘It’s unfair system, it just depends on where you live what

you get’(ETS).

Secondly, the problem with children from other councils arose in budget related issue.

The Access guideline (2001a) mentions recoupment as follows:

The inter-authority recoupment regulations require the payment of recoupment in
respect of the cost of providing education for persons under the age of 19 in
hospital from another authority. The amount of recoupment should be agreed
between authorities...to aid the subsequent education of the pupil, that adequate
information is provided to the pupil’s LEA (5.11).

In order to claim the payment, teachers are required to do time consuming paper work.

A teacher explains the complexity of this problem like this:

We sent a bill to X city for the children we work with, and the hospital school in
X city send to our city a bill for our children who are in the hospital in their city.

So the money is going back and to. (ET10)

Similar opinion was heard in another hospital school. A teacher (ET4) said that,
although children were able to receive treatments from any hospitals under the present
medical system if they needed specia treatments and were referred to, it was argued
that the education system for those children was not designed to fit the medical
system (ET4). This enforces teachers’ excessive administrative work and

consequently it affected teaching in hospitals(ET4).

Teacher development

141



The teachers acknowledged in the interviews that they had expertise in teaching
children with medical needs (ET2, ET3, ET5, ET10). The teachers of hospital school
and home teaching service obtained general qualifications as secondary and primary
teachers and there wass no additional teaching qualification specified for the
education of children with medical needs (ET10). They had training about various
medical and mental conditions and teaching skills (ET5, ET10). Teachers in teaching
centres had training to deal with mental health difficulties and emotional needs (ET1,

ET4, ETS).

While teachers accepted the importance of training (ET4), some teachers commented
that they learned more from colleague teachers and from their own experience (ET3,
ET6). One of the hospital teachers said that it was not about training, but experience
that they learned how to respond to the variety of complex needs that children had and
how to work in partnership with various specialists (ET3). Another teacher (ET6) said
support and advice from other teachers were helpful to learn how to deal with any
difficulties in teaching the children with different types of medical needs. Teachersin
three sites tended to have long term experience in the same hospital school and home
teaching service. Therefore, a teacher stressed that gained experience and developed

networks throughout the time were useful in teaching (ET3).

A head teacher of one of the hospitals and home teaching units (ET10) said her
concern in the interview, that due to financial reasons, more full time teachers who
had experience were replaced with part time teachers. As experience and expertise of
teachers were considered to be important, how to maintain the quality of education in

her service was a serious issue to be dealt with (ET10).
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Post-16

While the researched specia school provided education for children over 16 years old
(ET1), PRUs offered education to this age range of children (ET5,ET10). A head
teacher of PRU (ET10) said that it was common for them to teach children over 16
years old in the ward athough it was an unofficia service (ET10). They
acknowledged that there was need of education for them in hospital. Similarly,
teachers of teaching centres also said that the support after 16 years old was necessary
(ET5)(ET7). These teachers were concerned that children with medical conditions

who were over 16 seem to be overlooked in the education system.

5.3. Summary of chapter five

This chapter presents provision of education for children with chronic illnessin a case
of England through perceptions of people who received education (young people who
experienced hospitalisation in childhood) and people who provided education

(teachers of hospital, mainstream schools, local authority).

Continuity of education in hospital and in recuperation at home was maintained by
hospital schools, home teaching, teaching centre and main schools, which were
managed by either special school or PRU. Children were on role of main school while

they study at aternative education.

The guidelines (DfES,20014) clarified the role of key agents, such as school, hospital

school and LEA. However, obligations of school to support ill children, who are
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absent from school, was not well known to school teachers, and therefore, the child’s
needs to receive support from school do not always met.
Regiona differences of system and school financial were an concern which might

have been an obstacle to provide support for children in some cases.

Participants commonly stressed that individual child’s needs should be identified.
Teachers need to understand the child’s condition, difficulties and illness, and deal

with them sensitively with appropriate support.

Academic delay was serious concerns especially for secondary school pupils.

Teachers’ support to catch up delay was considered to be important at school.

Participants in different groups commonly identified the importance to support the
child’s social emotional needs. In addition to anxiety and loneliness caused by illness
and hospitalisation, socia relationships between peers and teachers might have
greatly influenced the child’s emotional well-being. To be treated the same as other
peers and to maintain the child’s identity as a child is considered to be important.

Negative attitudes towards the child were serious concerns for the ill child.

While participants commonly accepted that there were many supportive schools and

teachers, whether the child had appropriate support or not was considered to depend

on individua school and teacher.
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Chapter Six
Findings of Case Study of Provision in
Japan

6.1. Introduction

Chapter 6 presents the results of the case study of provision in Japan. Firstly, | present
the findings of the analysis of the perspectives of people who received education
(young persons who experienced hospitalisation in childhood, parents of children with
chronic illness). Secondly, | present the findings relating to the perspectives of people
who provided education (hospital and home teachers and mainstream teachers). Each
section presents the findings according to the six themes, which are ‘continuity of
education’, ‘health condition and medical care related needs’, ‘academic needs’,

‘social emotional needs’, ‘interpersonal relationships’, and ‘system and practice’.

6.2. Per spectives of personswho receive education

Participants within the category of persons who received education in Japan were
young persons who experienced hospitalisation in childhood and parents of children
with medical needs. The data used for analysis consisted of opinions that the
participants posted into the online forums and emails that the individual participants

sent to me as areply to my questions.

6.2.1. Participants

Three young persons participated who had hospitalisation in childhood, and eight
parents of children with chronic illness also participated. Two of the young persons
experienced hospitalisation in secondary school, and one in primary school (see table

6.1).
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Table 6.1. Participants : young persons who experienced hospitalisation in
childhood (Japan)
Gender | Type Year when Pattern of Alternative | Data no
of hospitalised | hospitalisation | provision
illness
male Internal | Year 7 long term Hospital Jy1l
illness school
female cancer | Year8to9 recurrent no JY2
admissions provision
female | cancer | Year4to5 recurrent Hospital JY3
admissions school

Out of the eight participants in the group of parents, five parents had children who
were in primary school when they were in hospital, two parents had children who
were in secondary school, and one parent had a child which was first in primary
school and then moved on to secondary school while she was in hospital (see table

6.2.).

Table6.2. Participants. Parentsof children with chronicillness

(Japan)
Type of Year of Pattern of Child's Data
Participant | child's child when | admission | alternative | No
illness hospitalised provision
Mother brain Year 2 long term hospital JP1
tumour school
Mother leukaemia | Year 2 long term hospital Jp2
school
Mother cancer Year 3to 4 long term hospital JP3
school
Mother cancer Year 5 Long term hospital JP4
and school
recurrent
admissions
Mother cancer Year 6 long term no provision | JP5
and
recurrent
admissions
Father leukaemia | Year 7 to 8 long term hospital JP6
and school
recurrent
admissions
Mother cancer Year 8 long term hospital JP7
and school
recurrent
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admissions
Mother internal Year 6to 9 long term hospital JP8
illness and school and
recurrent home
admissions | teaching

6.2.2. Continuity of education

The theme of ‘continuity of education’ describes the participants’ experience of the
educational support they received, facilitating factors, and their perceived obstacles in

hospital, in recuperation and in the process of returning to school (see table 6.3.)

In terms of education in hospital, ten out of the twelve participants said that they
accessed hospital school. Five of them mentioned that they accessed hospital schools
to reduce the delay in their studies, and eight of them said that they received support
to deal with the child’s stress and anxiety in hospital. There were three participants
who could not access hospital school. The main reason for it was that there was no
hospital school where they stayed (JY 2, JY 3). One participant (JY 3), who stayed in

several different hospitals, said not all hospitals had a hospital school.

There was a case in which continuity of education was not maintained because of lack
of awareness of school teachers. One parent (JP5) said, when her child had a
diagnosis, the head teacher of her child’s school said ‘don worry about study, curing
the illness is important’ and school provided no support and no information of
hospital school to her during her stay in hospital. As a result, her child left without

education for three months.

147



The same parent talked about the problem of regulation as well. She learned from a
medical social worker that there was a hospital school in which teachers of a special
school for children with medical needs visit only when a school age child stays in the
ward. However, she decided not to use this support because of a problem of the
regulation to enter this hospital school. She understood that children needed to move
their school enrolments from main school to hospital school, but her daughter did not
want to do this. She said that changing school would make her daughter feel like
being completely separated from school (JP5). Although she remained enroled in
main school during hospitalisation, her school did not provide educational support. As
aresult, she left without education while she was in along term admission in hospital

(JP5).

In terms of recuperation period at home, one participant’s child continued to receive
support from hospital school before going back to school (JP1), and another one used
home teaching (JY 8). Others said that the child stayed at home and went to school
when the children’s conditions allowed to (JY'1, JP2, JP3, JP5, JP6, JP7). While some
participants said that school was supportive in this period (JY1, JY 3, JP1), a parent
claimed that school offered little support for the child while she could not go to school

after recurrent admissions for medical treatment (JP5).

In another case, when the child left school, two parents mentioned that there were
interagency meetings between medica staff, hospital and school teachers (JP1, JP2),
but there was no such meeting for one other participant (JP3). Two parents claimed
that systems were different in different hospitals (JP3, JP4). Four participants said that

hospital school had contact with school (JY 1, JP4, JP6, JP7).
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Table 6.3. Continuity of education: Personswho received education (Japan)

Themes Categories Codes
Continuity of In hospital Provisions that Hospital school / support
education the child received | from school
Reason for Academic support /
receiving mental support / social
education in support
hospital school
Reason for not No hospital school
receiving provided / health condition
education in / support provided from
hospital school school / to prevent
separation from main
school
Facilitating factor | regulations / system /
to access hospital | communication
school
Obstacles to System / regulations / fear
access hospital of separation from main
school school/ lack of awareness
of educational support
In Provision that the | Home teaching / support
recuperation | child received from school / no provision
at home Reason for Academic support /
receiving home mental support / social
teaching support
Reason for not No service provided / lack
receiving home of information
teaching
Facilitating factor | regulations / system /
to access hospital | communication
school
Obstacles to System / regulations / lack
access home of communication/lack of
teaching information
Return Provision of provision within a school
process to returning to
school school

Facilitating factor
in return process

Interagency meeting /
school visit by hospital

to school staff / information to share
with teachers,
peers/gradual return
process

Obstacles in regulations / system /

return process

different system in
different hospital, school

6.2.3. Health condition and medical carerelated needs
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This section presents the findings related to the theme of ‘health condition and

medical care related needs’ in recuperation at home and at school (see table 6.4.).

It seems common among the participants that children received cancer treatment as
recurrent admissions or outpatients rather than in long term admission. Five parents
said that their children were receiving treatment as outpatients with minimum hospital
admissions (JP2, JP3, JP4, JP5, JP6). When the children went to school between
treatments, the parents were especially concerned that, because the children were
under treatment, their conditions required schools to give them some consideration

and support.

The flexible adaption of the child’s timetable and of the school rules was often
mentioned as supportive for children when they had lack of strength (JY'1, JY 2, JP1,
JP2), and when they had needs such as wearing a hat in school in case they had hair
loss (JY2, JP4, JP6, JP7). However, parents thought that limited facilities and
numbers of staff may have caused a lack of flexibility in some schools. For example,
parents were often concerned with how to deal with fatigue and how to prevent
catching viral infections in school. As the children’s physical strength was likely to be
weakened by treatment, children often needed extra rest at school. But school could
not always provide an appropriate place to rest (JP1, JP4, JP6). Some parents
considered that the medical room, where there were many children who were not well,
was not safe enough for the children whose immune systems were weaker than other
children’s (JP1, JP4). One child sometimes stayed in the library with a librarian (JP1),
but not all schools were able to provide an appropriate place or staff to supervise the

child (JP4).
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Parents often mentioned that children’s conditions and their needs often changed
especially when the child was under treatment, but that teachers did not always show

an understanding about such changes (JP1, JP2, JP3, JP4, JP6, JP7).

Parents were also concerned about teachers’ lack of sensitivity when they dealt with
the child’s medical needs. For example, a parent claimed that her child was shocked
when the teacher told the class about her medical needs without consulting with the

child or parentsin advance (JP2).

Some parents mentioned that teachers’ misunderstanding about illnesses may have
caused overprotection or inappropriate support for the child (JP4, JP5). In one
example, a parent said that the head teacher refused to take the child who was under
cancer treatment on a school trip, although there was an approval of joining the trip
from the medical doctor. The head teacher explained to her that the reason for his
decision was that school would not provide medical care and extra support for her

during the trip, (JP5).

Table 6.4. Health condition and medical care related needs. Persons who
received education (Japan)

Themes Categories Codes
Medical | In Child's needs due to limit of physical function / limit of
needs convalescence | health condition strength / tiredness / unstable
and at home / at conditions/change of conditions/
support | school appearance change
Medical care related Place and time for medical care
needs / teacher's awareness of needs /

protecting privacy

Facilitating factors in Flexibility ( timetable, rule,
responding to health facility) / understanding of
condition and medical | needs and condition/ sensitivity
care needs / communication
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Obstacles to Inflexibility (use of facilities,

responding to health rules) / lack of understanding of

conditions and needs, condition, iliness / lack of

medical care needs sensitivity / overprotection / lack
of communication

As a facilitating factor to respond to the child’s medical needs, participants often
mentioned good communication with teachers. One parent said, ‘ Whenever my child’s
condition changed, and she needed any support and care, | passed on a note to school,
so that any teachers who teach my child can seeit’ (JP3). Another one said, ° | think it
is important to give enough information to teachers, so that they understand what
support my child needs and why’ (JP2). Parents also recommended involving medical
doctors in communication with school. ‘I asked the doctor to contact school directly.
A message from the specialist was much more persuasive than those from parents’

(JP8).

6.2.4. Academic needs

This section presents findings relating to the theme of ‘academic needs’. I examined
the participants’ perceptions of ill children’s academic needs, facilitating factors to
respond to the needs, and obstacles to the needs in three different stages, in hospital,

in recuperation at home, and at school (seetable 6.5).

Table6.5. Academic needs: Personswho received education (Japan)

Themes Categories Codes

Academic | In hospital Academic needs overcome delay of study /

needs preparation for examinations

and Facilitating factors in teaching style / individual

support responding to support / collaboration with main
academic needs school
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Obstacles to respond
to academic needs

Impact of health condition /
impact of admission patterns /
limits of environment (time,
facilities) / teachers' specialism /
curriculum/lack of collaboration
with school

In

Academic needs

Overcome academic delay /

recuperation Preparation for examinations /
at home Sitting examinations
Facilitating factors in learning in small groups /
responding to individual support
academic needs
Obstacles to respond Limits of environment (time,
to academic needs facilities) lack of collaboration
with school
At school Academic needs Overcome academic delay /

preparation for examinations /
Sitting examinations

Facilitating factors in
responding to
academic needs

Teacher's attitudes (awareness
of needs), Teacher's support
(additional lessons, parent’s
support to children

Obstacles to respond
to academic needs

Teacher's attitudes / lack of
awareness of needs

Year 9isthelast year of compulsory education in Japan, and therefore, pupils have to
obtain a place in a senior high school in the end of Year 9 to continue their education,
which is usually decided by their academic records and entrance exam results. Three
participants of this study who experienced hospitalisation when they were in junior
high school wrote that they were concerned about their academic record and exam
preparation. For example, one of them wrote:

[ After | left hospital in the middie of Year 9,] | received neither rehabilitation

nor mental carein order to focus on catching up studying and prepare for the

exams. | tried to do the same as others did, pretending as if | had no illness,

which was very hard. (JY?2)

One of them (JY3) had a positive experience in hospital school. As she said ‘ The

hospital school teachers contacted my school to know what other pupils were studying

then, which was helpful. One to one lessons in hospital school were very good for
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me ’. However, a limited access to studying was pointed out by another participant
(JY1). He said that doctors restricted his study time in hospital due to his health
condition. He had lessons only three times a week to study English and Maths. This
participant said that when the condition was severe, studying was not a priority in
hospital. In his case, it was important to receive support after he went back to school.
All of these participants (JY1, JY2, JY3) said that they received support such as

supplementary lessons in school after they went back.

As regards support for primary school children in hospital, a parent said ‘It was
helpful that teachers understood the child’s condition and teach the child
individually’ (JP8). However, a parent (JP1) claimed that not all teachers in hospital
had the specialism to teach ill children. Her child received outreach teaching in
hospital, where teachers in local primary and secondary school visited to teach ill
children. This mother said, not all teachers provided appropriate support for ill
children, and some of them did not understand the child’s condition. She said that it
was because some teachers might not have been specialised in teaching ill children

(JPL).

In terms of children at school, a parent of a child who went to primary school between
recurrent admissions talked about the importance of academic support to improve the
child’s well being. She said,
One day my daughter said to me, ‘I cannot follow the lessons at school. As |
cannot understand the lesson, something else always distracts me, such as...I

feel like my wig is heavy. | fed like | have a headache. And then | go to the
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medical room.” She was spending more time in the medical room than in her
classroom.
When this parent consulted with the school about this, the headteacher said that
school could hardly provide extra support and that parents should support a child

which could not follow the normal teaching approach (JP5).

Two participants made suggestions to other parents how to support ill children who
are suffering from anxiety about their studies. One of them (JP3) said ° What parents
can do is to enable the child not to compare herself academically with others, and to
know that she will overcome study delay later’. Another parent (JP2) said” ‘I often
talked with my child and decided together what she could do and could not do. |
wrote to her teacher what she could and what she couldn’t do too. It was useful to

reduce her anxiety about school.’

6.2.5. Social emotional needs

This section presents the findings related to the theme of ‘social emotional needs’. I
examined perceptions about children’s social emotiona needs, facilitating factors to
respond to the needs, and obstacles to the needs that the participants experienced in

hospital, during recuperation, and at school (seetable 6.6.).

Table 6.6 . Social emotional needs. Personswho received education (Japan)

Themes Categories Codes

Social In hospital and | Child's social Anxiety about future / fear of
emotional | convalescence | emotional conditions death / stress / loneliness/
needs at home anxiety about communication
and with peers
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support

Facilitating factors in
responding to child's
social emational
conditions

Communication with peers /
staff in hospital / counselling /
distractions

Obstacles to
responding to child's
social emotional
conditions

lack of communication with
peers

At school

Child's social
emotional conditions

Difficulties in peer relationship /
difficulties in relationship with
teachers

Facilitating factors in
responding to child's
social emational
conditions

Communication with peers /
communication with teachers/
teacher's supportive attitude/
head teacher’s leadership

Obstacles to
responding to child's

Teacher’s lack of
understanding of iliness /

social emotional
conditions

peer's lack of understanding of
illness / lack of communication

The participants often mentioned the importance to understand the child’s social
emotional needs. Two of the young persons who participated in this study said that
life in hospital was stressful and that they needed support to deal with anxiety and
stress (JY'1, JY2). One of them said, ‘| experienced terrible loneliness because | had
little communication with people outside the hospital. | felt like | was locked in a
special place where | was completely separated from my daily life’ (JY1). He said that
distractive activities to reduce stress and support the continuation of the child’s daily

life would have been helpful.

Communication with peers was often mentioned by the participants as an important
issue which might have an impact on children. A parent said that communication with
peers was helpful for her child to have resilience (JP1). She said that her child kept
going to school between recurrent admissions. Whenever she went to school, peers
and teachers were supportive and treated her as a peer in the class, which encouraged

the child to complete the treatment. Another parent said that a hospital school teacher
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liaised with the child and the school, which was helpful to improve communication

among them (JP7).

Contrary to this, | aso found a negative experience of communication. A parent

whose child did not receive any contact while he was in hospital said;
When my child was absent from school just for a few days because of a cold,
the teacher used to contact us. But after | had informed the teacher that my
son would stay in hospital for a while due to his illness, there were neither
visits nor phone calls from the teacher. It seemed that he [the teacher] thought
my son was not belonging to the school anymore because my son could not go
to school. As | had expected that any teachers would communicate with ill

children to cheer them up, | was so shocked with his attitudes. (JP7)

Other parents were also concerned with communication. They said that it was
important for the child to know that there was a place to go back to where the child
belonged to (JP3, JP4). A parent said,

| believe that school aged children need to have a place to go back to. They
need to have a communication with people there while they are away from
school. Without communication, they may feel separated from their friends
and fed like they are left alone. (JP3)

In addition to peers in school, a parent (JP7) said that communicating with peers in
hospital was also important for the child. According to this parent, her son made
friends with a boy who had the same illness and they seemed to have a kind of sense
of solidarity with each other because they shared a similar experience. Her son’s

attitude became more positive than before he met this friend.

To what extent the child understands their own illness was considered to be another

issue which might have an impact on the child’s well being (JP1, JP2, JP3). In order
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to reduce the child’s fear of treatment and anxiety of future, participants mentioned
that children’s understanding of their illness was important. They said it might make
the child’s attitudes towards their future more positive (JP1, JP3).

However there were different opinions about this issue. Two participants (JP1, JP4)
reported that there were cases where parents did not inform their child about their
iliness especially when it was a serious illness such as cancer. As people often had a
negative or wrong image about cancer, for example ‘cancer is a fatal illness’, some
parents did not tell the diagnosis to the child in order to prevent a negative impact on
the child (JP4). A parent (JP3) who criticised such attitudes of concealing the truth

from the child said:;

It is possible to hide an internal illness from other people, but it may have lots
of bad effects later. | believe that it is my role as a parent to tell the truth of
the illness to my son and enable him to explain his own illness so that he can
go into society by himself. | want him to accept himself as he s, to like himself

including hisillness and impairment (JP3).

Other parents supported her opinions, and suggested to explain the illness to the child

in asuitable way so that they could understand (JP1, JP2).

Participants often talked about relationships with peers and with teachers at school.
As a positive example, a young person (JP1) who returned to secondary school after a
long term absence said that the form teacher was supportive to involve him in the
class. This enabled him to make friends and to gain a positive attitude towards school
life. Contrary to this, another parent said, her child who entered primary school after a
long term absence, could not make friends in class and became reluctant to go to

school (JP2). Similarly, a parent of a secondary pupil said that her child had
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difficulties in making friends after a long term absence, and he withdrew from

communicating with peers (JP6).

6.2.6. Inter personal relationships

This section presents the findings related to the theme of ‘interpersonal relationships’.
I examined the participants’ perceptions about positive and negative experiences, and
perceived obstacles in relationships between the child and peers, and the child and

teachers (see table 6.7.) and in other relationships (see table 6.8.)

Table 6.7. Interpersonal relationships 1. Persons who received education
(Japan)

Themes Categories Codes

Interpersonal | The pupil | Positive issues Communication / feeling of
relationships | and normality / feeling of belonging /
peers understanding of condition
Negative issues name calling / being treated
differently

Obstacles in Lack of communication /
relationship negative image about illness /
lack of understanding about
illness

The pupil | Positive issues Teacher's supportive attitude,
and understanding of iliness and
teachers needs, flexibility, teacher's
experience, head teacher’s
leadership

Negative issues Teacher's unsupportive
attitudes , inappropriate support
Obstacles in lack of understanding of illness
relationship and needs / lack of sensitivity/
lack of communication / lack of
experience

As mentioned previously, having communication with peers and having a sense of
belonging to a group were often mentioned as positive experiences (JY1, JY 3, JP1,
JP3, JP8). A parent whose child had difficulties in making friends said, teachers
needed to be aware of the impact of hospitalisation on the child’s social development.

This parent said, because of the seriousness of the illness, the teacher was concerned
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with the child’s medical needs such as fatigue, but provided little support to promote
peer relationships. She said that there was a lack of understanding about the child’s
needs, and that it was important for the child to have a circle of friends regardless of

her condition (JP2).

As negative experience, participants often said that the child was treated differently
from other children. According to a parent (JP5), her child who had cancer could not
join a school trip as the head teacher said the school could not provide extra support
for those who could not follow the group behaviour (see above section 6.2.5). She

said, ‘my child looked so shocked and whispered, “am I different from others?”.’

Lack of senditivity was aso mentioned as a negative experience. Two parents
reported about experiencing that teachers carelessly talked about the illness without
ensuring whether theill child wanted them to talk about it to the other children or not
(JP2, JP4). Even though the teacher thinks that it is for the ill child‘s sake, the child
and parents may not have the same opinion. Another parent said that talking about
the child’s condition should be treated with caution, because vague information about

the child’s condition may cause misunderstanding among the children in the class

(JPL).

Other examples of lack of sensitivity were also mentioned as negative experiences in
interpersonal relationships. Two parents said that peers and teachers were not
sensitive enough to the ill children’s condition (JP2, JP4). One of them said peers in
school laughed at the child whose appearance was different due to side effects of

treatment (JP2). They also said that teachers’ prejudices towards illness or condition
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might cause them to choose a wrong approach to the child’s needs. For example,
parents criticised teachers’ negative comments about their child’s wig like “Let’s not
tell other pupils about the wig, because they will be shocked” (JP4) and “If other
children do not notice that she is wearing a wig, it is not necessary to reveal it.” (JP2).
These parents claimed that the teachers themselves had a negative image about

wearing awig.

Participants said that prejudice and lack of understanding about cancer was a matter
which was often seen in society (JP3, JP4). They mentioned that people sometimes
said ‘leukaemia is infectious’, ‘cancer is not curable’ and ‘cancer is hereditary’. She
also claimed that the mass media in Japan have made stories about such diseases into
tragedies, and that there still seem to be negative images about these diseases in

society (JP3).

In order to promote a positive attitude towards ill children, this parent said that
providing appropriate information about illness to peers and teachers was important to
prevent spreading rumours, the child’s being asked questions from peers, and
inappropriate support of teachers. She said, ‘once children know and understand

about illness, they usually become more supportive than adults expect “(JP3).

However, another parent (JP6) had a different opinion. He said telling the name of the
illness should have been treated with more caution, as his teen age daughter seemed to
feel adistance between herself and her friends because other people worried about her

too much, which seemed to have affected her negatively.
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Parents said that whether the child could receive sufficient support or not might
depend on the individual teacher’s decision and also on the headteacher’s leadership
(JP1, JP4). In addition, the teacher’s past experience such as teaching similar cases of
a child with disease or having an experience of being ill themselves were aso
considered to be factors which might contribute to teacher’s positive attitudes towards
the ill child . While parents whose children had good relationships at school, said the
teacher had ‘experience of teaching a child with cancer before’(JP3) and ‘the teacher
hersdf had had a cancer’(JPl), another parent (JP5), whose teacher showed
unsupportive attitudes, said ‘the head teacher did not have experience, as she often

0

said “your child is the first case of a child with cancer in this school”.

Table 6.8. Interpersonal relationships 2 : Persons who received education

Themes Categories Codes
Interpersonal | The pupil | Positive issues support child's positive attitudes
relationships | and Negative issues Not telling diagnosis to the child
parents
Parents Positive issues communication, mediatory role,
and parent's network, parent's
teachers initiative
Negative issues Teacher's unsupportive
attitudes
Obstacles in Lack of communication, lack of
relationship information
Teachers | Positive issues Sharing information,
within collaboration among teachers,
main head teacher's leadership
school Negative issues Difficulties in sharing
information, difficulties in
collaboration
Obstacles in Lack of communication among
relationship teachers, lack of awareness of
child's need

162



In terms of relationships with the child, parents explained their role in improving the
child’s education is to support the child’s positive attitude (JP3). As possible obstacles
to it, negative attitudes to tell the truth of illness to the child were pointed out (JP2,

JPa).

As regards rel ationships between parents and school teachers, some parents suggested
to contact a speciadist who played a mediatory role, which was considered to be
helpful to improve communication between the school and the parents. Examples of
such persons were a SENCO who belonged to a local authority (JP1) and a hospital
school teacher (JP7). A parent said, ‘The suggestions of the coordinator were useful.
When a coordinator joined in our meeting, the deputy head talked more positively
than before’ (JP1). However, when I asked other participants about SENCO, six

parents out of eight did not know about it or how to contact them.

As another facilitating factor, parents also suggested that active approaches from
parents were effective to promote positive relationships with teachers. A parent (JP2)
said:
Lack of understanding about the illness among teachers often hurts me. But |
think it is because teachers do not know about the illness. Therefore what |
can do isjust to keep talking with them so that they can understand my child’s

illness and difficulties. (JP2)

Another parent (JP1) said:
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I would suggest approaching teachers from the parents’ side rather than just
expecting them to offer support to you. In my case, | wrote letters to the
headteacher three times, in which I explained my son’s feelings. I think the

letters wer e effective to let him understand my son.

Similarly, other parents also suggested making notes to hand in to teachers. Examples
of such communication were to let the teachers know what the parents want the peers
to understand about the child’s illness (JP1, JP3), with whom in school the
information should be shared (JP3, JP4), and what support the child needs when and

why (JP1).

As obstacles to relationships, lack of information and lack of communication were
pointed out (JP4, JP5, JP8). A participant claimed that it was difficult to obtain
enough information about hospital school from the main school. Some parents
suggested that parents’ networking in hospital and online was helpful for them to

share information (JP3, JP4, JP5).

Parents also mentioned possible difficulties among teachers to share information
within school (JP1, JP2, JP4). On one hand, parents said that teachers needed to
understand child’s conditions (JP1, JP2, JP4), on the other hand, a parent said that
there was a risk that inaccurate information might result in teachers’
misunderstanding (JP1). In order to prevent such arisk, parents suggested to clarify
the parent’s opinions about what information should be open to all and which should

be shared only among certain teachers, and to discuss about it with school (JP1, JP3).
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6.2.7. System and practice

This section presents the main findings relating to the theme of ‘system and practice’

(seetable 6.9).

The issues that the participants were often concerned with were the regulations of
entering hospital school. The regulations required the parents to move the child’s
school enrolment from main school to hospital school. A parent (JP5) in this study
pointed out that this system caused the child’s fear of separation from school. She

suggested that the regulations should be flexible so that any children in hospital could

receive education from hospital school without changing school enrolment.

There were different systems in different hospitals which may have affected the
provision of education in hospital. In some hospitals, interagency work involving
medical staff and school was established to support the child when they return to

school (JP1). However, in some other hospitals there were no such systems (JP3, JP5).

Table6.9. System and practice: Personswho received education (Japan)

Themes Categories Codes
System and practice | hospital Regulations of entry process, access

school and | receiving information,

home alternative

teaching education
Issues in support | Differences in different
provided councils , lack of

awareness

Issues in Teacher’s training
teachers'
expertise

Return Issues in support | Different system in

process to | provided different councils

school

School Issues in Role of people
collaboration with | involved,
alternative
education
Issues in Information sharing
collaboration
within school
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Another example of different systems was that, in some hospitals, outreach teaching
was provided by nearby schools only when a school age child in hospital requested it.
A parent in such hospital could not access appropriate information about educational
support that they could have received; as a result the child was left without education

while she was in hospital (JP5).

There were severa cases that parents mentioned about lack of awareness of the school
about educational needs of ill children and the school’s role to support them while
children could not attend school in hospital. For example, participants experienced
that schools did not have any contact with children while they were in hospital (JY1,
JP4, JP5, JP7), athough they considered that such communication was important to

respond to child’s socia and emotional needs (JY 1, JP5, JP7).
6.3. Per spective of people who provide education

This section demonstrates the findings of analysis of perspectives of people who
provided education. The group of people were hospital school teachers and primary
school teachers. Data were collected face to face interviews and emails. Each
interview took about an hour. | present the findings according to six themes, which
are ‘continuity of education’, ‘health condition and medical care related needs’,
‘academic needs’, ‘social emotional needs’, ‘interpersonal relationships’, and ‘system

and practice’.

6.3.1. Participants

The participants of people who provided education in Japan involved teachers of two

types of schools. A head teacher and two teachers participated from a special school
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for children with medical needs, which had several hospital schools within a city as
branch schools. Three other teachers participated from different primary schools (see

table 6.10). All schools were located in urban areain the Kanto district.

One of the primary school teachers (JT6) is a Yogo teacher in Japanese. Yogo teacher
is ‘a qualified teacher who takes charge of Yogo’ (Education Act 28:7), that means,
they support children’s development through health care and health education in
school (Japanese Association of Yogo Teacher Education, 2003). According to this
participant (JT6), a Yogo teacher is a qualified teacher who is trained for children’s
health care at school, and who is usually involved in school management and school
activities as a responsible person of heath education. According to Suzuki (2002),
there is no equivalent word in English to signify this position. Therefore, in this study,

I use ‘health teacher’ instead of Yogo teacher for convenience.

Table6.10. Participants of peoplewho provided education (Japan)

School type Participant's Gender | Data
position No

Special school Head teacher | female | jT1
(Hospital school and  [Teacher female | j12
home teaching, Teach - i

teaching centre) ceacher emale | Jt3
Primary school Teacher female | jT4
Primary school Teacher female | jT5
Primary school Health teacher | female | 316

6.3.2. Continuity of education

This section presents findings of continuity of education, which involves perceptions
of teachers about educational provision, facilitating factors and obstacles when

children arein hospital, at home and in the process to return to school. (see table 6.10).
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In terms of education in hospital, a head teacher of hospital school (JT1) said that
continuity of education was maintained by providing education to children regardiess
of the length of their admission. Children with short term recurrent admission were
also able to receive education on the day they enter the hospital as long as they were

registered to the hospital school (JT2).

In order to identify children who need educational support in hospital, hospital
teachers worked in liaison with medical staff, main school where the child was on role,
and the child’s parent (JP2). In recuperation period, in which the child could not
return to school after they left hospital, they were able to receive home teaching or
study at the teaching centre (JT1, JT2). There was no regulation about timescale to
provide home teaching, as the provision was made on the base of the child’s health

conditions which was approved by the medical doctor (JT2).

Hospital teachers said that the present system of collaboration with medical staff and

local school were useful to identify children who need to access hospital school (JT3).

As an obstacle to continuity of education, teachers mainly mentioned three issues.
They were system in school enrolment (JT3, JT6), different regulation about
educational support in different councils (JY2) and lack of information about

education for ill children (JT5, JT6).

Firstly, according to teachers interviewed (JP2 JP3), there is aregulation that children
need to move school enrolment from their main school to hospital school, but parents

and children sometimes felt it stressful. A hospital teacher (JP3) said, ‘The word
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“tenko” (moving school enrolment from one to another), which we use to explain
administration process to entre hospital school, sometimes gives the child and parents
an impression that the child leaves the school and loses contact with the school
completely’. The same teacher said that the hospital school would request the school
to remain the child’s seat in the classroom, to put the child’s name in the
administration list, and to keep contact with the child in hospital, so that both of theill
child and peers in the class understood that the child did not leave school but was just

absent from school (JP3).

Secondly, an obstacle to continuity of education was identified by a hospital teacher
(JP2), who mentioned that boundaries of administration sometimes caused an obstacle
to provide home teaching or study at teaching centre after the child left hospital
school. Both forms of education were for children who lived within the authority,
therefore children in other authorities were not able to access them (JT2). According
to this teacher, there were cases that children stayed at home without appropriate
educational support because there was not such support system in the child’s

residential area,

Thirdly, the primary school teachers pointed out an obstacle. They said that
information about hospital school and home teaching / teaching centre was not well
known to school (JT5, JT6). A teacher (JT5) said that lack of information might have
caused low awareness among teachers about educational support for ill children while

they were away from school. Absence due to illness was often considered as
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authorised absence and teachers paid little attention to providing educational support

to achild who wasill (JT5).

Table 6.11. Continuity of education: People who provided education

(Japan)
Themes Categories | Codes
Continuity | In hospital Provisions that | Hospital school / support from
of the child school
education received
Reason for Academic support / mental
receiving support / social support
education in
hospital school
Reason for not | No hospital school provided /
receiving health condition /to prevent
education in separation from main school
hospital school
Facilitating regulations / system /
factor to access | communication
hospital school
Obstacles to System / regulations / fear of
access hospital | separation from main school/ lack
school of awareness of educational right
In Provision that Home teaching /teaching
recuperation | the child centre/support from school / no
at home received provision
Reason for Academic support / mental support
receiving home | / social support
teaching
Reason for not | No service provided / lack of
receiving home | information
teaching
Facilitating regulations / system /
factor to access | communication
hospital school
Obstacles to System / regulations / lack of
access home communication/lack of information
teaching
Return Provision of gradual process to return to school
process to returning to / provision within a school
school school
Facilitating Interagency meeting / school visit
factor in return | by hospital staff / information to
process to share with teachers, peers/gradual
school return process
Obstacles in regulations / system / perceptions

return process

of roles
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As regards the process of returning to school, the hospital school teachers (JT1, JT2)
said that gradual process was helpful for children who were not fully recovered to go
back to school. In this process, children remained on role of the hospital school /
home teaching and received support from them while they also started to go to school

some days aweek until their conditions became well enough.

Although many children used this system in this hospital school, the same teacher
(JT2) identified an obstacle to this. As only few authorities accepted this system,
some children could not have benefit of this system unless it was available in their

residentia area

6.3.3. Health conditions and medical carerelated needs

Hospital school teachers stressed the importance to understand the individual child’s
health conditions including possible impacts of treatment that the child was receiving
on the child’s physical and mental conditions (JT1, JT2, JT3). They said that, as their
condition and needs might be changeable and individually different, it was important
for them to understand such conditions and needs well so that teachers could respond
to their needs appropriately (JP1, JP2). Flexible adaptation of lesson plans (JT3), one
to one lesson, a small group of teaching (JT2, JT3), team teaching (JT2, JT3) and
collaboration with medical staff (JT2, JT3) were mentioned as facilitating factors.

As it was important to share information about child’s needs among teachers to
prevent inappropriate support in hospital, a teacher (JT3) stressed that lack of

communication among teachers, medical staff should be avoided.
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A hospital teacher (JT3) said that how children understood their own illness and
treatments was one of crucia information that hospital school teachers needed to
share with parents and medical staff. In cases of children with cancer, some children

Table6.12. Health condition and medical carerelated needs: People who
provided education (Japan)

Themes Categories Codes
Medical | In hospital Child's needs due to Limit of physical function / limit
needs health condition of strength / impact of mental
and illness / impact of treatment /
support unstable conditions/change of
conditions
Facilitating factors in Collaboration with medical staff
responding to health (meeting, sharing information),
condition and medical | education plan that corresponds
care needs with treatment provision,
flexibility (timetable, lesson
plan), team teaching /
understanding individual
condition and needs, sensitivity
Obstacles to Lack of communication /
responding to health Child’s understanding about
conditions and own illness
medical care needs
In Child's needs due to limit of physical function / limit of
convalescence | health condition strength / tiredness/ unstable
at home / at conditions/change of conditions/
school appearance change
Medical care related Place and time for medical care
needs / teacher's awareness of needs /
protecting privacy
Facilitating factors in Flexibility (timetable, use of
responding to health facility, rules) / understanding of
condition and medical | needs and condition/ sensitivity
care needs / communication
Obstacles to lack of understanding of needs
responding to health and condition / lack of sensitivity
conditions and / lack of communication
medical care needs

were not informed their diagnoses. They were just explained about their condition or
told afalse name of illness, because parents wished to prevent threatening the child by
knowing the diagnosis (JT3). Because the child did not know the diagnosis, it
sometimes became difficult to explain their condition to school and peers at school

later when they return to school (JT3). Normally, peers were told a little information
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which fits the explanation that the child believes, in some cases, insufficient

information resulted in misunderstanding among children at school (JT3).

In terms of medical needs at school, both hospital and primary school teachers
similarly said that children had needs that teachers’ should understand such as lack of
strength and tiredness (JT2, JT3, JT5, JT6). A hedlth teacher (JT6) and ateacher (JT4)

were also concerned with dealing with medical care at school.

As facilitating factor to respond the child’s medical needs, the teachers mostly
mentioned communication to share information. They were, for example,
collaboration between hospital and main school (JT2, JT3, JTS, JT6) and parents’ role
to share medical information to school (JT4) to improve understanding of needs
among teachers at school. However, difficulties were aso identified in terms of
communication, such as arrangement of meeting (JT3, JT6), sharing information
among teachers in school (JT6), and keeping balance between sharing information

and protect privacy (JT4).

6.3.4. Academic needs

This section presents the findings of the participants’ perceptions about children’s
academic needs, facilitating factors to respond to the needs, and obstacles to the needs

in hospital, in convalescence at home, and at school (seetable. 6.13).
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Hospital school teachers commonly mentioned that children had academic needs to
overcome delay of study and to prepare for examinations for secondary students (JT1,

JT2, JT3).

In terms of curriculum, a head teacher said that their school applied the national
curriculum flexibly to respond to individual child’s needs. This was allowed for
hospital school/ home teaching because the government stated that curriculum in the
specia school for children with medical needs should be selected prioritizing the
fundamentals and considering the child’s condition and the allowed lesson hours
(MEXT, 2003). A hospital teacher (JT3) said that, if the child’s condition was stable,
teachers, parents and the pupil had a consultation to make the Individual Education
Plan (IEP) in which academic plan was involved. They decided what to study in the
limited time in hospital. According to this teacher (JT3), pupils study either hospital
school provided curriculum or the home school provided material. It was not common
that mainstream schools regularly send study works, therefore hospital teachers
prepare lessons so that the student were able to make similar progress as the peersin

home schools.

Table 6.13. Academic needs. People who provided education (Japan)

Themes Categories Codes
Academic | In hospital Academic needs overcome delay of study /
needs preparation for examinations /
and sitting examinations
support Facilitating factors in | Curriculum / teaching style /
responding to individual support /
academic needs collaboration with main school
Obstacles to respond | Impact of health condition /
to academic needs impact of admission patterns /
limits of environment (time,
facilities) / teachers' specialism
/ curriculum/lack of
collaboration with school /
regulation of examinations
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In

Academic needs

Overcome academic delay /

convalescence preparation for examinations /
at home sitting examinations
Facilitating factors in | learning in small groups /
responding to individual support /
academic needs collaboration with school
Obstacles to respond | Limits of environment (time,
to academic needs facilities) /teacher’s specialism
/ lack of collaboration with
school
At school Academic needs Overcome academic delay /

preparation for examinations /
Sitting examinations

Facilitating factors in
responding to
academic needs

Teacher's attitudes (awareness
of needs), Teacher's support

Obstacles to respond
to academic needs

Teacher’s lack of awareness of
child’s needs

As a significant obstacle to respond to the academic needs, a hospital teacher (JT3)
mentioned that children in hospital often had disadvantages in sitting entrance
examinations of senior high schools. The regulation of examinations tended to allow
little adjustment nor flexibility in schedule, timetable and place to have examination
(JT3). This teacher said, ‘High schools often said that they would not allow any
flexibility in sitting examinations for the fairness for all other applicants. But because

of this, ill children may lose opportunities to go to high school. | think it is unfair.’

In terms of academic issues after children goes back to school, the participants said
that individual teachers’ awareness of child’s needs and supportive attitudes were
important factor to support children (JT2, JT3, JT4). Hospital school teachers said that
they made academic records and passed them to the school when the child returned to
school in order to enable the teachers to understand what the child had done in

hospital (JT2, JT3).

6.3.5. Social emotional needs
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Hospital teachers often said that children’s needs were individually different,
especially social emotiona issues needed to be considered carefully (JT2, JT3). In
hospital, teachers said that it is important to pay attention to the child’s anxieties and
stress that health condition, treatment and hospitalisation might have impact on them
(JT2, JT3). A teacher (JT3) said, ‘What they feel, how they want to deal with such
feeling are individually different Teachers need to be sensitive, and be ready to

provide supports flexibly when it is needed’.

The teachers (JT2, JT3) mentioned that such communication and various learning
activities in hospital were considered to be important for children to gain their
positive attitudes, a teacher (JT2) also pointed out that ¢ the hospitalisation period is
getting shorter recently. | think many children who left hospital and stayed at home

needs social and emotional care’ (JT2).

In the process of return to school, some children studied in home teaching or teaching
centres (JT1). A teacher (JT3) said, ‘For children in teaching centre, it is important to
have experiences to gain self esteem as they often have low self esteem. Sometimes
they have difficulties in interacting with people. > She said that a teaching centre

provided children learning opportunities to improve child’s social skills.

Both in hospital and in recuperation a home /teaching centre, communication
between the child and school was considered to be important factor to maintain the
child’s social relationships with peers (JT2). However, whether there was
communication or not was different in individua cases of children (JT2). A health

teacher (JT6) mentioned that lack of information about what school could do to

176



support the child in hospital was a obstacle to provide support, as well as teacher’s

lack of awareness about child’s needs.

Table 6.14. Social emotional needs:. People who provided education (Japan)

Themes Categories | Codes
Social In hospital Child's social Anxiety about future, fear of death,
emotional emotional stress, loneliness, anxiety about
needs conditions communication with peers
and Facilitating Communication with children / staff in
support factors in hospital / understanding of individual
responding to needs / communication with peers
child's social and school teachers/ counselling,
emotional distractions
conditions
Obstacles to Lack of communication with children
responding to with similar condition, lack of
child's social communication with peers / school
emotional teachers, inappropriate facilities in
conditions hospital / pattern of admissions
In Child's social Anxiety about future, fear of death,
convalescence | emotional stress, loneliness, low self esteem
at home conditions
Facilitating Communication with children / staff in
factors in hospital, communication with peers /
responding to school teachers, counselling,
child's social distractions , social skills training,
emotional progress in study
conditions
Obstacles to Lack of communication with
responding to peers/school teachers,
child's social
emotional
conditions
At school Child's social Difficulties in peer relationship /
emotional difficulties in relationship with
conditions teachers / low self esteem /
withdrawal from school
Facilitating Communication between the child
factors in and other pupils, teachers / teacher's
responding to awareness of the child's social
child's social emotional conditions / inclusive
emotional school ethos/ head teacher's
conditions leadership
Obstacles to Lack of communication / teacher's
responding to lack of awareness of the child's
child's social social emotional conditions
emotional
conditions
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Children’s social emotional issues were also considered to be important at school,
(JT4, JT6), however, primary teachers (JT4, JT5, JT6) said that teachers might not be
aware of difficulties that the child had because they were busy to look after many
other children. A teacher suggested promoting communication between teachers and

parents to raise awareness of teachers (JT5).

6.3.6. | nter personal relationships

Regarding interpersona relationships between parents and teachers, participants
commonly acknowledged that communication is important to share information of

child’s needs and to provide appropriate support (JT1, JT2, JT3, JT4, JTS, JT6).

Hospital school teachers (JT2, JT3) said that they often had opportunities to have
communication with parents in an official way such as consultation meetings, and in
an in-official way, such as having conversation when parents visited children in ward.
In contrast, three school teachers mentioned about obstacles to communications with
parent when the child was in hospital. Firstly, two teachers (JT4, JT6) said that
teachers might not be certain whether it was appropriate or not to contact the child
and the parents especially when the child was in hospital for serious illness. Secondly,
another teacher said that teachers might not know what was the appropriate ways to
contact (JT6). Thirdly, teachers might not be aware of their role to support the child

after the child moved their enrolments from their school to hospital school (JT6).

A head teacher of hospital school (JT1) mentioned that the school had a consultant

system for both school teachers and individual parents of children with medica
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conditions. This school invited parents and mainstream school teachers to make an
inquiry about any school related concerns that children with health conditions might
have. However teachers interviewed in this study did not have experience to use this

system.

Table6.15. Interpersonal relationships: People who provided education (Japan)

Themes

Categories

Codes

Interpersonal
relationships

Parents and

Positive issues

Communication tool,

teachers understanding of role, teacher's
(hospital understanding of iliness and
school, home needs, teacher's supportive
teaching attitudes, parents' positive attitude,
centre) mediatory role
Negative parents' unsupportive attitude,
issues teacher's unsupportive attitude
Obstacles in Lack of communication
relationship
Teachers in Positive issues | Collaboration in teaching,
hospital and awareness of role, sharing

main schools

information

Negative Lack of collaboration, negative

issues impact on child (feeling of
isolation)

Obstacles in Lack of communication, lack of

relationship awareness of role, teacher's

workload

Interdisciplinary
relationships

Positive issues

Communication, Collaboration in
providing support, facilitating
meeting

Negative
issues

Difficulty in communication

Teachers
within main
school

Positive issues

Sharing information, collaboration
among teachers

Negative difficulties in collaboration, lack of
issues awareness of needs

Obstacles in Difficulties in sharing information
relationship among teachers, lack of

awareness of child's needs, lack of
awareness of regulations,
workload, unsupportive system
within school
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6.3.7. System and practice

Teachers were mainly concerned about three problems about systems (see table 6.16).
Firstly, school enrolment system was considered to be barrier for some children to
entre hospital school. Secondly, regional difference in available support was
considered to be a barrier for some children who could not access appropriate support
such as home teaching. Thirdly, as there was a regulation about teachers’ placement,
teachers need to move to another school after thy work in one school. It was consider
to be a barrier to for teachers to gain enough experience to develop specialism in
teaching ill children (JT2). However, advantage was also identified, as one teacher

said (JT1), teachers gain experience and skills in different school and special school.

Table 6.16. System and practice: People who provide education (Japan)

Themes Categories Codes
System hospital | Regulations of school policy, entry process, access
and school receiving information, durations of providing
practice and alternative support
home education
teaching Issues in Differences in different councils
support (system, facility, size)
provided
Issues in Teacher training, placement of
teachers' teachers
expertise
Return Issues in Different system in different councils
process | support
to provided
school
School Issues in Role of people involved, Information
collaboration sharing
with alternative
education
Issues in Different system in different schools
collaboration
within school

6.4. Summary of chapter six
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This chapter presents provision of education for children with chronic illness through
perceptions about education for children with chronic illness that people who
received education (young people who experienced hospitalisation in childhood,
parents of children with medical needs) and people who provided education (teachers

of hospital and mainstream schools).

Continuity of education in hospital and in recuperation at home was maintained by
hospital schools, home teaching, teaching centre and main schools. However, rigid
regulation about school enrolment might have caused an obstacle to continuity of
education. In a case, a child did not move registration to hospital school as she
thought changing school would separate her from school completely. Participants also
considered that this system might have caused a lack of support from school for
children when they were in hospital. As school teachers did not have legal
responsibility about support children in hospital, availability of support was
considered to be depending on individual teachers. From a teacher’s perspective, it
was not easy to keep awareness about the child who was not enrolled and not in their

responsibility officially, as teachers had a high workload with many other children.

Insufficient number of hospital schools, regional difference in available support, and

boundary of administration were identified as obstacles to accessibility to education

and also to equality of education.

In terms of health condition and medical care related needs, both parents and teachers

stressed that teachers needed to understand child’s individuality, impact of illness, and
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child’s conditions. In order to promote teacher’s understanding, parents suggested

enhancing communication between teachers and parents.

Academic needs of catching up delay of study were commonly acknowledged by
participants. As facilitating factor, participants experienced supplementary lessons in
secondary school. But an obstacle was found in rigid regulations of examination, by
which pupils in hospital might have a disadvantage in sitting examination to have a

placement in senior high school

Participants in different groups commonly mentioned that illness and hospitalisation
have had an impact on child’s social emotional difficulties. Anxiety of illness, stress
of hospitalisation, loneliness in hospital was identified by young persons, parents and
hospital teachers. Peer relationships and relationships between teachers were
considered to influence children’s emotional well-being. Participants identified lack
of understanding of illness and negative image of certain illness, lack of sensitivity
among teachers and peers. Unsupportive attitudes and inappropriate support were

considered to have negative impact on the child.

Hospital teachers and some parents mentioned that supporting children’s positive
attitude to deal with difficulties in various areas including academic, social emotiona
and health related difficulties were crucial for the child’s well-being. According to
hospital school teachers, more children had short and recurrent hospital admissions
recently, therefore children who were at home and who returned school might need

such support. Participants who had such children were mainly concerned that system
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and school environment did not fit for children who were under treatment or had

unstable condition but who were not in hospital and went to school.
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Chapter Seven
Data Analysis and Discussion

7.1. Introduction

This chapter presents the analysis and discussion of cases in England and Japan. The
aim of the discussion is to consider the participants’ perceptions about obstacles to
education for ill children in terms of systems and practice on national, local and
interpersonal level at school. There are two stages in the analysis and discussion. In
the first stage, | analyse data of systems and practice on national and local level in
cases in the two countries. In the second stage, | analyse interpersonal data on practice
level in the two countries, focusing on the participants’ perceptions about interactions

between theill child / parents and teachers.

Firstly, I contrast systems and practice on national and local level in the two countries,
which the participants were concerned about. | examine whether there were any
differences of interpretation of the systems among different groups of people, how the
interpretations of the systems were put into practice, and what the impact on the child
was. | then consider what might be barriers to provide education for children in

system and practice on national and local level.

Secondly, | examine the interpersonal level of practice in both countries. | put the
focus of analysis on the participants’ perceptions about interaction between the child
and teachers. | examine what they thought about 1) teachers’ supportive and
unsupportive attitudes, 2) teacher’s awareness and lack of awareness, and 3)
influential factors to teachers’ supportive and unsupportive attitudes. I then attempt to

describe two scenarios of positive and negative consequences of teachers’ attitudes to
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discuss whether there are any common issues to influence teachers’ attitudes. I
consider what the influential factors for positive consequences may be and whether

there are any obstacles in the system for teachers to lead to positive outcomes.

Finally | consider possible areas for improvement in England and Japan in order to
promote education for ill children in and after hospitalisation and supportive school

environments.

7.2. Systems and practicesin England and Japan

This section presents the details of the analysis of similarities and differences in
systems and practice in England and Japan undertaken in this study. Bronfenbrenner
(1979) suggests to consider how people interpret the environmental factors around
them and how such interpretation may influence the child. In this study, | examine the
systems on a national and local level that participants mentioned and that | considered
relevant to my study. | examine whether there were any differences of interpretation
of the system among different people, how such interpretations were put into practice,
and what the impact on the child was. Table7.1. shows the findings of similarities and
differences of systems on national levels and local levelsin England and Japan, which

the participants identified.

Table 7.1. Systemson national and local levelsthat participantsidentified
in England and Japan

| Participants’ identified systems | England | Japan |
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National level | Statutory frameworks Education Acts 1996 | Enforcement
/ The Access to Regulations for the
Education School Education
(DfES,2001) Law,
School enrolment Mainstream school Single registration
system ownership / Dual
registration
National Curriculum No legal obligation to | Flexible adaptation of
offer the National the National
Curriculum Curriculum
Types of school Special school or Special school or
PRU PRU
Teachers’ employment | Individual school, Local authority
and PRU
Local level Regional differences in available supports, boundary of administration,
accessibility to information

7.2.1. Guidelines and obligation of mainstream school

In both cases, England and Japan, the head teachers of hospital schools and PRUs
mentioned that one of the purposes of the school was to support ill children while they
were away from mainstream schools and support their return to schools (ET1, ET5,
ET10, JT1). In order to achieve this, collaboration with mainstream school was often

mentioned among the participants.

| found two clear differences in the participants’ comments between the two countries
about the systems on national level. Firstly the participants in England referred to the
statutory guidelines about the ill children’s education as the basis of their practice;
Japanese participants did not mention such guidelines. Secondly, while the English
participants stressed the mainstream schools’ statutory obligation to support ill
children, none of the participants in Japan explained the mainstream schools’ support

as statutory.
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In England, there are guidelines about education for children with medical needs
(DfES, 20014), which clarify the roles of LEAS, schools, hospital schools/PRUSs, and
parents in providing educational support. These guidelines state that mainstream
school has a vital role to ensure the children who are absent from school receive
support to maintain their education (ibid, 1.17). Participants in England (ET1, ET3,
ET10, ET11) referred to these guidelines in order to explain the school enrolment
system, that is, the child remains enrolled at mainstream school while they are in
hospital school / PRU. This is a reason why the participants (ET1, ET3, ET11)
stressed the mainstream school’s obligation, which means that main school has the
responsibility to support the ill children while they receive education in hospital
schools and PRUSs.

That is, for example, to arrange meetings between mainstream school and hospital
school when it is needed (ET11), and to supply study materials for the child who isin

hospital or who studies in the home teaching service (ET3, EY 10).

Contrary to this, in the case of Japan, there seemed to be no statutory documents
which clearly identified the mainstream school’s obligation to arrange education for
children who are absent from school for medica reasons, although there are relevant
educational laws (JT1). It seemed that this caused a burden for some parents (JP3,
JP7) to arrange education for their children unless schools were supportive. Japanese
participants also mentioned that the school enrolment systems might have affected the
education that the ill child received (JT2, JT3, JP3, JP5). The rigid school enrolment
system in Japan alows children to register only with one school, therefore, the child
needs to move their enrolment from school to hospital school. In one case, a child

decided not to receive education in hospital in order to remain enrolled at their main
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school, because she thought that she would be separated from school completely if
she changed school (JT6). One registration system was considered to affect teachers’
attitudes to support children. As the child moved registration from one school to
another, the teachers did not have any obligation about the child officially. The
unclear role of the mainstream school teachers in the support of children in hospital
was in one case thought to have caused difficulties for teachers in taking action to

support the child (JT6).

What is noteworthy is that, whatever the system was, participants in both countries
similarly said that it might depend on individual teacher’s awareness and decisions
whether main schools provide support to ill children or not (ET2, ET10, JT2, JT3).
Although participants in both countries reported that there were many supportive
schools regardless of whether the child was on roll at the school or not (JT1, JT2, JP1,
ET3, ET10), they aso identified cases that some children did not have any contact
from schools in spite of remaining on roll a the main schools (JT2, ET3, ET10,
ET11). Whether the child had contact with school or not was considered to be
important among young persons (EY1, EY 2, JT1) and parents (JP1, JP3, JP5, JP7) to

maintain their social relationships and maintain emotiona well-being.

Even where there were guidelines in place in England, there was one case in which a
teacher did not know the schools’ obligation to support the ill children in alternative
education (ET13). In this case, it seemed that the school teachers were not well
informed about the guidelines and were not aware of their statutory duties. What may

influence individual teacher’s supportiveness is discussed later in this chapter.
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7.2.2. National Curriculum

Regulations about adapting the National Curriculum were found to be similar in both
England and Japan. In England, the guidelines (DfES, 2001a) noted that The National
Curriculum was not obligatory in hospital school / home teaching. In Japan, flexible
adaptation of the National Curriculum was alowed to provide education which was
considered to be appropriate for the child’s condition and hospital environment
(MEXT,2012). In both countries, hospital schools, home teaching and teaching
centres developed their own schemes of work which were based on the National
Curriculum (ET1, ET10, JT1). According to teachers (ET1, ET10, JT1, JT2), pupils
and parents, teachers made Individual Educational Plans, in which they decided on the

priorities of study considering the child’s needs, condition and allocated time.

7.2.3. Types of school and teacher’s employment

In England, hospital schools, home teaching and teaching centres are mainly provided
by special school or PRU for children with medical needs. In Japan, similarly, special

schools and PRUSs take charge of this education. The differences are that, while PRUs
in England are maintained by LEASs (DfES, 2001a), the PRUs in Japan are maintained

by special school or mainstream school (NISE,2010).

Participants in both countries (JT3, ET6, ET10) said that teaching ill children required
teachers to have knowledge and skills to teach children with various conditions and
needs. One teacher said that teachers shared experiences, knowledge, and teaching

skills, which were useful to develop specialismsin teachingill children (ET6).
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However, one participant (JT3) reported a concern that teachers’ employment system
in Japan may have impacted on teachers’ developing specialisms. While teachers in
England are employed by each school or PRU (ET10), Japanese school teachers are
employed by loca authorities (JT3). They need to move to different schools within
the authority after they have worked in one school for afew years (JT1). According to
one head teacher (JT1), this system had the advantage that teachers may expand their
knowledge and teaching skills in different special and main schools. However, one
teacher was concerned with a disadvantage, which was that teachers might not gain
enough experience and expertise in dealing with the various needs that ill children
may have (JT3). One parent (JP1) critically mentioned that teachers’ specialism was

not consistent among hospital schools.

7.2.4. Inequality in opportunity

In terms of the local level of systems and practices, participants in both countries were
similarly concerned about regional differences in the available support which pupils

receive, the boundaries of administration and accessibility to information.

In Japan, the regional differences in the educational system may have caused
inequality in the education that children received. Firstly, inappropriate numbers of
hospital schools in Japan may have caused inequality of educational opportunities. A
participant (JY 3) claimed that not all hospitals had hospital schools. This opinion is
common in other studies, which found that significant numbers of children in
hospitals in Tokyo could not receive education in hospitals because of insufficient

numbers of hospital schools (lkari et al. 2002; Takigawa, 2010).
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Secondly, there was an issue when the child returned to school. A teacher (JT2) said
in the interview that some children were able to be gradually reintegrated to
mainstream school by attending both hospital school and mainstream school for
variable amounts of time. That is, they returned to mainstream school for some days,
but they were also able to attend hospital school whenever necessary. But this was
available only when the authority where the child lived operated this system. In
England, the guidelines suggested to arrange for such a gradual process to return to
school. Many cases of this practice were found in the interviews in England (ET 3,
ET5, ET7, ET11). This process was considered to be effective not only for the child,
but for the school to understand the child and to prepare appropriate support for the

child ( see 5.2.2).

In England, teachers talked about differences in the educational support provided by
different authorities. An interviewed teacher at a PRU (ET5) suggested that there
were no standards for PRUs with regard to the medica conditions of children,
therefore, the quality of education that children received might be affected by the
facilities and support provided by the authority. Another teacher in a PRU (ET6) was
also concerned with the regional differences within the financial system. She said that
the balance of charges, which schools needed to pay for the child in PRU to local
authority, and the financial support that school received were different in different
authorities (ET6). Teachers in different PRUs (ET5, ET6, ET11) commonly
considered that the schools’ budgets might be an issue which affected schools’
decisions about whether they referred a child to a PRU or not. A headteacher (ET5)
said, ‘it’s an unfair system, it just depends on where you live what you get’. Although

the teachers said that these regional differences were an influential factor in the
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child’s education, whether there is such regional difference or not may be an issue

that requires further research.

Two common issues in terms of inequality of educational opportunity were found
between England and Japan. Firstly, support for adolescent over 16-year-olds seemed
to be a significant problem. Hospital school teachers and home teachers in England
and Japan (ET5, ET10, JT1, JT3) commonly reported in the interviews that
adolescents over 16 years old who could not go to school due to medical reasons were
not legally supported in their education. In England, Site A provided post 16
education but PRUs (Site B, Site C) did not provide education for adol escents over 16
years old. Whether such adolescents could access hospital education or not seemed to

depend on the local authority.

Secondly, parents’ access to information about educational support was considered to
have an impact on whether the child received education or not. Parents did not seek
support because of lack of awareness about their child’s entitlement. In one case in
Japan, teachers and the children themselves thought that an ill child should not worry
about school in order to concentrate on the treatment (JP5). In England, one parent did
not know there was a support system for the child who could not go to school for
mental health reasons (ET6). Systems to access information may be an issue to be
considered. If the system offers only one way to access information and services, the
parents’ decision may have been affected by the information that they are able to
obtain. In one case in Japan, a child and her parents decided not to enter hospital
school because of the insufficient information that they obtained from a social worker

in hospital (JP5) (see 6.2.2.). Although there is a system to provide support for
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children, parents’ awareness about the support system and access to information may

also have an impact on the child’s opportunity to receive educational support.

7.2.5. Reasonable adjustment

A clear difference was found in terms of equity in sitting examinations. In both
countries, examinations seem to be serious academic concerns for pupils especially
for secondary school students. In England, students take national examinations to
obtain qualifications. In Japan, year nine pupils need to take examinations in order to
secure a place in senior high school. According to teachers in England (ET3, ET6,
ET10, ET11), there is a system in England to make reasonable adjustment for pupils
who have a disadvantages in sSitting examinations, which is managed by the
organisations responsible for carrying out the examination. For example, pupils were
able to take examinations at hospital schools or at teaching centres where they were

accepted as official examination centres (ET3, ET6, ET10, ET11).

In Japan, the regulations of examination seem to be different in different authorities
and different high schools. A one hospital teacher (JT3) said, the regulations tend to
alow little adjustment or flexibility in schedule, timetable and place to carry out the
examination (JT3). It was rare that examinations took place in hospitals, and little
adjustment was made for the pupils’ health conditions (JT3). If no reasonable
adjustment is made, students who have a serious condition which may affect their
academic performance in examinations may have significant disadvantages.
Reasonable adjustments in examinations in Japan is considered to be an issue which

needs to be researched further.
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7.2.6. Summary of the section

This section examines the differences and similarities of systemsin national level and
local levels in England and Japan from the point of view of some key personnel
(teachers, parents, young persons who experienced hospitalisation in childhood).
Clear differencesin opinions about national levels of support were found in relation to
the guidelines of education for children with illnesses and the school enrolment
system.

While the mainstream schools’ statutory obligation to support children with medical

needs is clear in England, the mainstream school’s role is not clear in Japan.

Similarities were found in opinions about the flexible adaptation of the National
Curriculums. Types of hospital school appeared to be similar in both countries;
however, the difference of teacher employment systems may have an impact on
teacher development in Japan. At local level, regiona differences in the available
support and boundaries in administration appeared to have existed in both countries
which may have had an impact on the equality in education that children received.
The educational support system for adolescents over 16 years old is one of the areas
which may need to be improved in both countries. In Japan, it is unlikely that
regulations of reasonable adjustment in examinations are established. This may be one

of the areas which needs to be researched further.

Although there are some similarities and differences in the systems on nationa and
local level between the two countries, participants’ concerns in the individua

interactions showed similarities. Support from main school to the ill child when they
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are in hospital and when they return to school were commonly considered to be
important among the participants in both countries. However whether the child could
receive support or not was also considered depending on the individual teachers’
decision. In the next chapter, I examine what may influence teachers’ supportive and

unsupportive attitudes.

7.3. Teacher’s supportive and unsupportive attitudes

Participants in both countries often mentioned that whether pupils received
appropriate support or not depended on individual teachers (ET3, ET5, ET10, EY 2,
EY3, JI3, JP3, JP1, JT8). Although there may be various reasons for different
behaviours in different teachers, are there any common issues which may impact on

teachers’ attitudes and their support for the ill child?

In this section, I analyse the data related to the participants’ perceptions relevant to
teachers and attempt to describe two situations. One is the situation in which teachers
showed supportive attitude and provided support for the ill child, and the other oneis
the situation in which teachers did not show supportive attitudes and provided little
support. In order to do this, | analyse the data on the basis of concepts inspired by
Bandura’s theory of self efficacy. I consider the relationship between teachers’
attitudes and conceptions of knowledge which Bandura suggested as influential

factors to enhance people’s self efficacy (see 3.3.1.).

By contrasting the concepts and attempting to describe two scenarios of supportive
and unsupportive actions, I consider what issues may be influential on teachers’

attitudes. The aim of this section is to identify possible factors that may influence
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teachers’ positive attitudes. I consider this further in the final discussion, i.e. whether
there are any systematic issues which may have prevented teachers to take positive

action.

7.3.1. Unsupportive attitudes and obstacles

Table 7.2. and 7.3. show categories and codes about unsupportive and supportive

attitudes of teachers as developed out of the data.

Table 7.2. Teachers’ unsupportive attitudes

Categories and Codes | Examples of the comments

Influential factors

Lack of experience, I think it is because the teacher had no
knowledge of teaching ill experience...as she always say, 'your child is
children the first case of a child with cancer in this

school' (JP5)
Lack of information about They do not know what hospital schools do
support system and how to access them (JT5)

Lack of communication with | Without communication, teachers would

the child / parents guess and do what they think good for the
child. This may cause misunderstanding and
damage on relationship. (JP5)

| didn’t want to talk with such teachers (EY2)

Talking with the head teacher was stressful. |
wanted to contact her as little as possible.

(JP5)
Lack of information about The teacher had a prejudice towards child
child's difficulties / condition | cancer. (JP4)
/illness
Unsupportive leadership If the headteacher's does not understand the

needs, teachers cannot afford time to visit
hospital to attend the meeting. (JT6)

Teacher's lack of awareness

Lack of awareness of own It's like 'out of sight, out of mind'. They forget

role about the child who is not in front of them.
(ET10)

Lack of awareness of the Teacher did not know that my child felt

child's needs difficulties in making friends (JT2)
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Lack of plan Teachers do not know what they can do for
the child in hospital. (JT6)

Teacher's unsupportive attitudes
No contact with the child / There were neither visits nor phone calls from

parents the teachers. It seemed that he thought my
son was not belonging to the school anymore.
(JP7)

Overlook / misunderstand Most teachers did not understand my

the child's needs difficulties. (EY?2)

Inappropriate support / The head teacher said that they would not

evasion of support take my child to school trip. School would not

provide support who cannot follow group
behaviour (JP5)

Lack of sensitivity She was asking me in class, 'when are you
coming back to school properly? When is the
condition going to end?' (EY3)

From these tables, | develop a model which demonstrates the interactions between the
categories. | put different data sets of unsupportive and supportive attitudes to see
how they look (see figure 7.1. and 7.2.). The reason why | put both the tables and

figuresisto show the key examples of comments as evidences of the categories.

| develop these models adapting the theoretical model by Bandura (1997), which, |
believe may help to understand the real world events behind the data in my study. |
design two models which show the interactions between the three categories in order
to attempt to explore details about the teacher’s attitudes when aiming to support the
ill child and hope that this may help to explain the different outcomes observed in the

data.

Although my models are developed adopting Bandura’s causation model of self-
efficacy, my study is not about self-efficacy. I consider relations of teachers’ attitudes,

their awareness, and influence. 1 do not intend to suggest a causation model of
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teachers’ behaviour by these models, as I understand that teachers’ decision making
processes may be complex and be influenced by various factors which cannot be
explained by simple cause-and-effect relationships, as the original theory implies.
Rather, by contrasting two models which | develop from the data, | attempt to
consider how various factors interacted and may have impacted on the teachers’

supportive and unsupportive attitudes in these particular cases.

Figure 7.1. The attitudes/ awareness/ influence model: unsupportive attitudes

Teacher’s awareness

C h

sLack of awareness of
own role

sLack of awareness of
the child ‘s needs

sLack of a plan to
Teacher’s support the child

unsupportive
attitudes Influential factors

/N ith th \\ J/*Lack of experience / \
P knowledge of teaching ill

child / parents children

*Overlook /

misunderstand the sLack of information about
. support system
sLack of communication

*Inappropriate support / with the child / parents
evade support

Lack of o sLack of information about
CECT S 1L child’s difficulties /

condition /illness
K / K-Unsupportive Ieadersmp/

The negative impact of influential factors on teachers’ awareness and unsupportive
attitudes are demonstrated in Figure 7.1. In this model, the elements in the group of
Influential factors show the participants’ perceptions about the potential causes of
teachers’ unsupportive behaviours. The elements in Teachers’ awareness show the

participants’ perceptions about teachers’ lack of awareness which may not motivate
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teachers to show supportive behaviours. The elements in Teacher’s unsupportive
attitudes show what the participants considered unsupportive about teachers
behaviours. If the teacher was not aware of their own role in supporting the children,
they may not have sought information about the available support systems. In
consequence they may not have been able to refer the child to the appropriate support.
Unsupportive school leadership may have further negatively influenced the teacher in

actively communicating and seeking information.

It was a common theme in different groups of participants of the study in England and
Japan that lack of experience was associated with lack of knowledge and skills to
teach ill children (ET10, ET6, JT2, JT3, JP3). Knowledge of teaching ill children
involved practical knowledge of teaching strategies and skills to respond to the child’s
needs and how to avoid the risk of imposing any harm on the child’s health at school.
One parent reported that the teacher themselves often stressed their lack of experience
when school could not provide support (JP5). In some cases, insufficient knowledge
of dealing with the child’s difficulties in social peer relationships caused teachers’
lack of awareness of the child’s needs, which resulted in inappropriate support (JP4).
Some other cases exposed that insufficient knowledge of the child’s condition caused
teachers’ excessive concerns to manage health related risks of the child, which
resulted in schools’ adverse attitude about providing school activities to the child
(JP5). One teacher (ET5) said that there were cases in which the lack of knowledge of
teachers about how to deal with children’s behaviour, which was caused by certain
mental health conditions which the child had, often caused the teachers’ inappropriate
attitudes towards the child. It often affected their relationships which prevented

teachers from finding what the child’s real needs were.
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Lack of information about support system was identified by parents (JP7, JP8) and
teachers (JT6, ET6). There were cases in which teachers could not refer cases to
appropriate services because they did not know about the system (ET6, JP5, JP8). As
absence due to illness was often treated as authorised (ET6), both teachers and parents
often did not know the system which was in place to secure the child’s rights and
respond to their educational needs and their own role to access support for the child

(ET5, ET6). Asaresult the child could not receive support (ET6).

Lack of communication was often mentioned including young persons, parents and
teachers. An example was that a teacher talked about the child’s illness in class
without obtaining consent from the parents and the child (JP3). This teacher was not
aware of the child’s wishes that information regarding their illness needed be treated
sensitively. This parent said, if the teacher had had a talk with them, such a mistake

could have been avoided.

Lack of information about the child’s difficulties, condition and illness were also
serious concerns. Teachers sometimes had a negative image about cancer (JP2, JP5)
and some teachers did not understand the complexities of the child’s condition and
illness (EY 3). In both cases, teachers showed negative attitudes towards the children.
Two parents in these cases thought that inaccurate information and the biased image
of their child’s illness might have prevented teachers to be aware of what the reality

was, which caused their inappropriate support for the child.
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There were many cases in which teachers did not understand the difficulties that the
child had in their school life (EY2, EY 3, JP1, JP3, JP6, JP7, JP4). In one case, the
teacher did not understand the child’s difficulties to follow the lesson, the teacher did

not provide appropriate support for her to deal with the problem (EY 2, JP3,JP6).

It was aso found both in England and Japan that unsupportive school leadership
affected the education for the ill child negatively (EY 2, JP5). Where head teachers
had evasive attitudes towards involving the ill child in school activities, it seemed to
be difficult for individual teachers to provide flexible support, which resulted in
providing inappropriate support for the children. These negative results seemed to
cause distrust of school within the parents or child, which prevented communication

between them.

The concept of the three categories as represented in figure 7.1 may suggest
reciprocally influences. For example, a teacher (JT3) reported a case in which the
teacher was not aware of his role to make contact with the child in hospital. He did
not have communication with the child. Lack of communication resulted in the child’s

needs being overlooked.

7. 3.3. Teacher’s supportive attitudes

In this section, I consider the relationship between the teachers’ awareness, supportive
attitudes and influential factorsto them (see Table 7.3.). Figure 7.3. is the model of

teachers’ supportive attitudes developed out of the table.
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Table.7.3. Teacher’s supportive attitudes

Codes Examples of the comments

Influential factors

Knowledge / skills in | want teachers to learn how to support
teaching ill children children who do not have disability but who

are not healthy (JP1)
Information about support He suggested me to contact SENCO in the

system school. (JP4)

Communication with the It's important to keep contact with parent to let
child / Parents them know that the child is still in class (JT3)
Information about the child's | | usually talk with parents about the medical
difficulties/ condition / condition...what they can do, what cannot do.
illness (ET7)

Supportive leadership The head teacher often made an opportunity

to share information...(JY1)

Positive teacher-child / Teachers in college were good. | openly

parents relationship talked what | needed and what | didn’t need.
(EY2)

Teacher's awareness

Aware of own role They regularly sent the worksheet for the
child. (ET2)

Pay attention to the child's In the college, teachers asked me what |

needs needed. (EY2)

Aware what to do She suggested my son to write a letter to the
class. (JT7)

Teacher's supportive attitudes

Contact with the child/ The form teacher regularly sent the letters of

parent children to my son. (JP1)

Understand the child's Teachers understand what problems you

needs might have, what problems you are likely to

cause, | think that's important. (EY1)

Provide appropriate support | Some teachers understood me and they
allowed me to leave the class five minutes
before the end of class in order to go to the
next classroom. (EY2)

Sensitivity She asked me what we want her to tell about
my child's illness to the classmates. (JP2)

In this model, the elements in the group of Influential factors show the participants’
perceptions about the potential causes of teachers’ supportive behaviours. The
elements in Teachers’ awareness show the participants’ perceptions about teachers’

awareness which may motivate teachers to show supportive behaviours. The elements
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in Teacher’s supportive attitudes show what the participants considered supportive

about teachers behaviours.

As an example, knowledge in teaching ill children may affect teacher’s ability to
decide what to do to support the ill child, and it may influence their attitudes to
provide appropriate support. Such supportive attitudes may make positive
relationships between the teacher and the child / parent, which may affect active
communication between them. If the teacher is aware of their own role to support the
child, they may seek information about the child’s needs and condition, which may
impact on their attitudes to understand the child’s needs. Supportive school leadership
may support teacher’s positive attitudes to promote communication and to seek

information about the child as well as appropriate support system for the child.

Figure 7.3. Attitude/ awareness/ influence model : supportive attitudes
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Teachers both in England and Japan who taught children with medical needs
mentioned that they obtained practical knowledge and skills of teaching ill children
from their experiences or shared such knowledge with their colleagues (ET3, ET6,
JT2, JT3). Two teachers said, because some specific illnesses were associated with
specific needs, experienced teachers’ skills and knowledge were useful for planning
appropriate teaching for the child (ET5, ET6). In one case in a mainstream school, a
teacher who had an experience of teaching a child with cancer helped another
colleague who taught a child with cancer for the first time by offering their knowledge
about teaching the ill child, which helped the inexperienced teacher to understand the
sensitivity of ill children and to start communication with the parents of the child
(JT5). In another case, a hospital teacher suggested to a main school teacher of the
child, who was in hospital at the time, what the child’s needs were and how to
communicate with them. This improved the communication between the child and the

teacher (JP7).

Having information about support systems may raise teachers’ awareness about their
role and may provide practical knowledge about how to make use of the system. In
one case, a child in hospital was left without contact with school. The child’s father
obtained a booklet from a social worker which explained the system of education for
ill children, the child’s needs, the school’s role and a list of accessible specialist
agents. He passed on this booklet to the school. This resulted in the teacher to have a

consultation to discuss how to support the child (JP7).

Communication seems to be an influential factor to enable teachers to obtain

information about the child, about needs and appropriate support. A teacher suggested
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parents to have contact with teachers to inform them about the child’s difficulties and
needs whenever any change of condition or need occurred (JT5). She suggested that
such communication is considered to be helpful to raise awareness of teachers about
the child’s needs, especially when the teachers did not have knowledge and
experience to teach the ill child. One participant in England (EY2) explained the
effectiveness of the communication from the child’s point of view. When teachers had
good communication with the child by asking her opinions, needs and difficulties,
they understood what she needed and supported her appropriately. She stated: ‘the
teachers understood me’ and this feeling resulted in building trust between her and the

teachers, which promoted good communication.

School leadership may have influenced individual teachers as well as it may have
facilitated teachers to work as a team. One teacher said, whatever needs the child
may have, it is usually not only one teacher who supports the child but other teachers
as well. They help each other to support one child while they teach many other
children. When positive school |eadership developed such a positive ethos, individual
teachers were able to pay attention to children and work as ateam in order to provide
appropriate support for children (JP7). In another case, a head teacher often contacted
the parent and the child while the child was long-term absent. The parent thought that
such positive attitudes seemed to have a positive impact on other teachers in
supporting the individual child’s needs. In some cases, such leadership provided

flexible support for the child.

7.3.4. Adaptationsto the model suggested in this study
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The assumed multiple complex interactions in the model may result in negative
outcomes as well as positive ones, depending on the nature of the interactions. That is,
the positive model could potentially produce a negative outcome if any of the
categories or factors is changed. Likewise, the negative model is not thought to be
static either and could produce positive outcomes if individual categories are changed.
In the final discussion, | suggest different ways of how such positive outcomes could

perhaps be triggered by making changesin influential factors.

7.3.3.1. Teacher’s actions and influential factors

Influential factors

According to Bandura (1989), human behaviour is regulated by the ability of
predicting likelihood of outcomes. When people are confronted with a task, they
consider the possible consequences of their performance, establish a goal, and plan
courses of performance. In this process, people judge the expected outcome. If the
outcome seems to be beneficial, people have positive motivation to carry out the
action. In case that an adverse outcome is expected, people also may restrict their
actions. Moreover, even if there is positive outcome expectancy, if people doubt their
ability to achieve the anticipated outcome, it is unlikely that actions take place. If
people believe that they have ability to control the difficulty and be able to achieve
positive outcome, it is likely that actions take place. Bandura call such self-belief

about people’s own ability self efficacy (Bandura, 1989; Bandura 1995).

Taking an example of a case in Japan, a child with cancer was prevented from joining
a school trip, because the head teacher thought that it was risky to take a cancer

patient to a school trip (JP5). Referring this case to the theory, the headteacher seemed
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to anticipate negative outcomes, for example that the child’s condition might have got
worse during the trip and the school may have been blamed for it. There might have
been various reasons for the head teacher’s decision, but according to the theory, one
of the reasons might have been that this head teacher did not have high self-efficacy

to portrait herself as successfully managing the task to achieve the positive outcome.

Another example can be seen in a case in England in which a student was restricted to
the number of subjects to sit for GCSE by the head teacher after the child’s long term
absence. According to this student (EY?2), this was because the head teacher
underestimated the student’s academic ability and wanted to avoid the risk of her
failing which might have influenced the school’s reputation negatively. In this case,
the teacher prioritised preventing a possible negative outcome of the student’s failure
over a potential positive outcome which may have been, for example, providing the
same opportunity of taking exams for all pupils including the ill student. This could
have been achieved by supporting the student so that she would have been able to

obtain satisfactory results.

There may have been several reasons behind this head teacher’s decision; therefore, it
may not be suitable to describe it just from the perspective of the teacher’s
forethought associated with self-efficacy. However it can be said as one of the
possibilities that the teacher might have displayed low self-efficacy to achieve a
positive outcome. If the head teacher had had positive belief in the school being able
to provide effective support for the child and that she would obtain satisfactory results,
he might have provided an opportunity to this student to take examinations in more

subjects.
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Although | have mentioned a number of negative cases, it is not my intention to
consider the negative consequence as the teachers’ failure. Rather, my interest is what
may have influenced their decision. Therefore, my focus is on the possible influential
factors with regard to the teachers’ attitudes, especially, what may be potential factors
to result in positive consequences. The aim of this discussion is to consider whether

there are any systematic problems which hinder possible positive influential factors.

From these cases, it seems important to clarify what the concepts are, which may have
impact on peoples’ forethought and self efficacy, because there may be potentially a

lot of different ways in which people think which may control behaviours.

Bandura (1989: 1181) suggests conceptions of knowledge as influential factors to
enhance people’s efficacy. They are knowledge gained through observational

lear ning, experiences, verbal instructions and pre-existing knowledge.

In my study, I developed five influential factors of the teachers’ actions from my data.
These five categories and the elements within them signify the factors that the
participants of my study considered influential for teachers to decide their actions in

the context of my study.
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In this section, | examine the concepts and categories developed in the context of my
study and how they may be linked to Bandura’s suggestions of knowledge. I examine
some cases reported in my study and consider possible ways to change the teachers’

actions.

Knowledge of teaching children with medical needs

The amount of knowledge about teaching strategies and the nature of children with
medical needs are considered to be one of the issues which may affect the teacher’s
attitudes towards the children. If teachers have enough knowledge and skillsto teach a
child with a certain illness, it may be easier for the teachers to identify the child’s

needs and provide appropriate support.

As the findings presented earlier suggest, teachers often have concerns about their
lack of experience of teaching children with certain illnesses. This issue was often
mentioned especially in the Japanese cases. There were cases in which teachers felt
anxious about teaching children with cancer which they had not experienced before
(JP2, JP3, JP4, JP5). It seems that these teachers much relied on pre-existing
knowledge and other preconceptions about teaching the ill child, but paid less
attention to other concepts which may have guided their performance such as
acquiring new knowledge and skills through observational learning and verbal
instruction. Performance of other teachers who had similar experiences could have
served as a model to observe and learn as it was shown in a case in which teachers in
a school shared the knowledge (JT5). Any forms of instructions about teaching the ill

child may increase the teacher’s knowledge. If they can access appropriate resources
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such as educational consultants who are specialised in teaching ill children and apply
the acquired knowledge into the cases of their pupils, this experience may increase the
teachers’ self belief in teaching children with similar types of illnesses. The
knowledge of how to gain the skills may be helpful for ateacher later on, so that the

teacher may apply it when they have different cases of children with other diseases.

In some cases in Japan and in England, teachers made evasive decisions and, for
example, restricted the opportunities of theill child to be involved in school activities
in order to prevent potential risks which may have been induced by involving the
child (JP5, EY 2). Due to the small scale of the study and the limited number of cases,
this study cannot provide suggestions of what may happen in similar cases. However,
some other cases, in which teachers accepted the ill child and flexibly dealt with the
difficulties, implied that teachers were not always persuaded by potentia threats.
Some teachers emphasised the potential risk in some circumstances, others did not.
From the perspective of self-efficacy theory, threats are assumed to be conceptualised
by human judgement (Bandura, 1989). If people believe that they can control
potential difficulties, such difficulties may not be a threat which restricts their
performance. However if teachers expect that they can not control the potentia
negative consequence, they may feel anxious about it and restrict their action to avoid
the threat. That means, excessive threat may be avoidable by raising teachers’
perceived self-efficacy. If teachers obtain sufficient knowledge about teaching the ill
child and acquire skills to manage potential risks, teachers may not feel excessively

stressed about the risk and may provide suitable support for the child.

As teachers’ working environments have various aspects, the individual teacher’s

knowledge and skill may not be the only factor that determines their actions. However,
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it appears that such knowledge and skill may be one of the influential factors. In order
to promote teachers learning and support their positive expectations (which
encompasses knowledge and skills) and their readiness to learn, accessible resources
and a positive ethos within the school to support the teacher’s learning seem to be
important. If teachers have practical skills and knowledge of teaching or knowledge
about how to access information and increase their own self-efficacy to teach, such
positive behaviour may impact on developing a supportive environment for them to
collect information, learn from each other, and promote positive communication with

the child and parents.

Information about support system

In England and Japan, there are nationally or locally stipulated systems to provide
education for children with medical needs. However, ill children seem to be left
without receiving support in the system often. One teacher (JT5) pointed out that
there was a tendency that not only teachers, but children with illnesses themselves as
well as parents thought that the child had to keep from studying and meeting friends
because they wereill. She said,

For any children, even if they are too ill to live long, it is natural that they
wish to play and learn. It is necessary to prepare opportunities for children
with nay conditions to do the same as other children. But | feel like the norm
in school is not like that. (JT5)

| appears that accessing information about the system is an important environmental

factor to influence the teachers’ awareness for two reasons. Firstly, if teachers obtain
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this information, they are able to understand what their role is in terms of education
for the ill children. Secondly, as the system involves interdisciplinary teams, teachers
are able to access resources which supply practical information and specialist support

which enrich teacher’s knowledge and skills.

Some mainstream school teachers in England who took part in the study did not know
the statutory obligation of school to provide education for children who are away
from school for medical reasons. They were not aware of their own role to address
additional support for those children. This may not only be because of the individua
teacher’s lack of awareness, but because of the school’s ethos. If the school developed
a clear policy to provide support for ill children, which is coherent with the national
statutory guidelines, it would be helpful for the individual teachers to gain awareness
of the system and understand their own responsibility. Clarifying their own
responsibility seems to be useful for individuals to understand their own role and what

they are expected to do and set agoal of their own performance.

According to self-efficacy theory, goals influence people’s motivation strongly
because they provide a ‘sense of purpose and direction’ (Bandura, 1988). In England,
the Access guideline (DfES, 2001a) clarifies the statutory obligations of mainstream
schools and local authorities. If each school has a clear policy and a system within the
school about the education for children with medical needs, individua teachers
understand their own role and how they work with others to accomplish their roles.
This may be effective to increase teachers’ motivation and sense of efficacy.
Although the Access guideline (DfES, 2001a) requires mainstream schools to develop

a policy dealing with education for pupils who are unable to attend school due to
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medical needs, the researched mainstream schools did not have specific policies to

cater for this.

In the case of Japan, there is no statutory obligation to mainstream schools to provide
additional support for children who are in hospital or at home although collaboration
with hospital school is recommended. In addition, as mentioned earlier, the school
registration system in Japan seems to affect teachers’ cognition about their
responsibility to theill child in hospital. The system requires children to transfer their
registration from their mainstream school to hospital school when they receive
education in hospital or at home. Although hospital school or home teaching teachers
requested the mainstream school to maintain relationships with the child and support
their education in liaison with hospital school/home teaching, it depended on the
individual teacher’s generosity whether they developed such collaboration or not
because they legally did not have any responsibility for the child. This collaboration
seemed to be based on teachers’ voluntary dedication rather than their statutory
responsibility. While there were many cases of successful collaborations between
mainstream school and hospital schools, it also appeared that some teachers thought it
was difficult to do such voluntarily work in addition to their regular work. Under
these circumstances, it may not be clear for teachers what they should do to support

children who are not in their school any more.

According to self-efficacy theory, when people do not have a clear vision about what
they are trying to achieve, they have low motivation which may result in a lack of
continuous effort (Bandura, 1988). In order to increase teachers’ motivation, it seems

to be important to clarify their statutory responsibility as ateacher. It isalso required
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to clarify responsibility of mainstream schools and local authorities to establish a

practical system to support individual teachers to accomplish their work.

Moreover, as pointed out in previoudly, it is essential to distribute information about
the support system to schools and teachers. Such an environment may develop a clear
sense of responsibility among teachers which may increase their motivation to acquire
knowledge and skills, and seek information to identify the child’s needs. All of these
may result in appropriate support for the child. By seeking information and
communication with the child and parents, teachers may obtain knowledge of
teaching theill child and provide appropriate support for children. The feedback about
the support, which teachers obtain by communication with the child and parents, may
increase teachers’ self efficacy and may aso create a more informative and supportive

environment.

Another benefit of accessing information about the system is that teachers may be
able to obtain practical information and specialist support which may enrich teacher’s
knowledge and skills. Such knowledge and skills are often provided by

interdisciplinary work for theill child.

As the Access guideline (DfES, 2001a) describes, interdisciplinary teamwork is
promoted in education for children with medical needs. As suggested in the initia
findings, the hospital schools and home teaching services in Japan and England
collaborated with other agents including mainstream schools to support the children.
In both countries, the researched hospital schools and home teaching teachers have a

role as mediators between schools and other agents by providing information and
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organising interdisciplinary meetings among stakeholders for the children who are
studying in hospital or home teaching. As one home teacher in England pointed out
(ET11), hospital or home teaching teachers, who work as a facilitator of an
interdisciplinary meeting, obtain basic knowledge of the child’s condition and
treatment. The facilitator will also know who in the hospital/socia work/ education
may be the key person to work with to respond to certain needs that the child has at
the moment or will have in the near future when the treatment progresses, and will

have the knowledge and tools to make contact with such key persons.

Linking with an interdisciplinary team in liaison with hospital/ home teachers may
bring considerable benefits to the school. It may provide a rich resource of medical,
educational and socia welfare information about the child from the involved
specialists and collaborative work to support the child. When a school is concerned
about their lack of experience of teaching a child with a certain disease and seek
advice from a speciaist who has the ability and skills which they need to acquire, the
hospital and home teacher provide the required information. Hospital and home

teachers also may have arole to mediate between parents and the school.

In Japan, there seemed to be severa environmental barriers for teachers to access such
resources and mediatory support. Firstly, it seemed that the mediatory function and
resource provider role that hospital and home teaching had were not well known to
mainstream schools and parents. Parents and children sometimes chose not to register
with hospital school to keep their registration with home school. One of the forum
participants (JP5) provided an example of this. This participant said that she had huge

stress and difficulties later to deal with the unsupportive attitude of the school.
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In order to distribute information about the system and raise awareness of mainstream
school teachers, the association of head teachers of specia schools for children with
health impairment in Japan introduced a list of hospital schools and support
organisations as informative resources in a leaflet to mainstream schools. Such a list

may be useful for schoolsto seek information.

However, there seemed to be a problem in terms of people’s attitude to access
information. In England and Japan, participants said that some schools were reluctant
to seek support from outside (JT3, JT5, ET6). As one of the interviewed mainstream
school teachers in Japan (JT5) said, there seemed to be a norm in some schools that a
child’s problem at school should be dealt with by the parents and the school directly,

therefore, making contact with other agents was considered to be unfavourable.

Even if a parent contacted outside agents and provided an opportunity to teachers to
access information or practical support, the same teacher said that it may negatively
impact on the relationship between the parent and the school (JT5). If the school had
such an ethos, it may be difficult for the individual teachers and parents to access

information and support from outside agents.

Moreover, another concern was that not all hospital and home teaching services in
Japan provided mediatory support and information resources. As a recent report
revealed (Takigawa, 2010), numbers of outreach teaching units in hospitals is
increasing. These rely on teaching staff from local secondary and primary school

which are located near the hospital. Those teachers are not necessarily well
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experienced in teaching ill children or have a good network with relevant specialists.

One parent pointed out this problem in their comment (JP1).

In order to develop a supportive environment which provides information of the
support system, hospital and home teacher training may be required to acquire
specialist knowledge, and schools may be required to have positive attitudes towards
working collaboratively with outside agents and support the individual teachers’
ability to utilise such systems. If such an environment is prepared, and teachers can
access the existing support system, it may increase the teachers’ self-efficacy in
providing support and risk management by acquiring knowledge and practical support.
It also promotes teachers’ motivation to seek information which may cause more

active communication and appropriate support.

Information about the child’s difficulties, condition and illness

Information about the child’s condition and illness is important for teachers to
understand the child’s needs and provide appropriate support. Although information
regarding the child’s condition and the school’s risk management is obviously
important for teachers, the information that the parents wanted the teachers to
understand was not only simple information about the child’s condition but more
diverse information. Two parents suggested to inform teachers about 1) what the
child’s difficulty and condition were like, 2) what support they needed 3) when they

needed support, and 4) why certain support was necessary (JP1, JP3).
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There seem to be severa types of information that need to be obtained. Firstly,
accurate information about the illness appears to be important. The participants in
both countries often stressed that accurate information was important in order to
prevent pupils and teachers misunderstanding certain illnesses (JP1, JP2, JP5, EY 2,
EY3). Secondly, medical care and medical needs related information may be
considered to be vital to avoid the risk of a harmful impact on the child’s condition.
Thirdly, the impact of the illness, condition and absence from school on the child
seems important and needs to be considered from various aspects. Possible difficulties
may be physical mobility and strength, academic progress and ability, social

development and relationships with others, and emotional well-being.

As a participant from the group of young persons and teachers (EY3, ET3, JT3)
mentioned, the condition and impact may be different from child to child even if they
have the same diagnosis. Therefore, accurate information about the individua child
has to be collected. If any additional support is required, it needs to be determined
what support is needed, when it is needed, and why it is needed (JP1,JP3). The timing
of obtaining information may also be considered to be important as the child’s

condition is changeable (JT1, EY 3).

There were cases in which school did not understand the child’s difficulties and
conditions (JP4, EY 3). It was suggested in the interviews that presenting evidence that
certain medical information is from reliable sources such as medical staff was useful
to convince people to understand the child’s difficulties and promote support (JP4,

JP5).
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The method of distribution is considered to be the most important issue that teachers
have to consider, because hedth information often involves sensitive issues. One
participant (JT5) suggested that it has to be clarified in discussions with the child and
the parents what information should be shared with the whole staff, and what
information should be restricted to certain members. It was aso suggested in the
interviews that teachers must make sure how the child understands their own illness
and what the child and parents want pupils in the class to understand about it (JT3,

JT2, JP1).

Collecting appropriate information and treating it in an appropriate way to share with
other teachers and to present to other pupils seems to be an important skill for
teachers. If teachers manage this well, it may influence their relationships with the
child and parents positively, and it may also develop the teacher’s self-efficacy and

supportive attitudes.

Communication with the child / parents

When a child was left without contact from school, the child often felt loneliness,
anxiety and a sense of lack of belonging, which were serious concerns among
participants in both countries. Whether there was contact or not was one of the factors

which appeared to influence the participants’ image of teachers’ attitudes.

Both teachers and parents reported (ET6, EY 2, JY1, JP7, JT3) that the frequency of

contact with the ill child and parents, and the relationship with them may have
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influenced teachers’ awareness of the ill child’s needs. It may have consequently
impacted on the quality and quantity of support that teachers provided for the child.
Some young persons (JY1, EY2 ) and parents (JP7, JP4) mentioned that a lack of
contact may have had a huge negative impact on the child socially and emotionally.
Therefore, they often felt anxious about the lack of communication with school and

felt difficulties to make contact with teachers (JT1, JT7, EY 2).

What communication was considered to be helpful for the child was different from
one individua to the next. Some children appreciated letters from the whole class
(JP2), but other children preferred keeping communication with close friends and a

close teachers only (EY 3).

There seemed to be no ideal pattern of communication, but the findings suggested that
it was helpful for children who were absent from school to know that the teacher and
classmates were concerned about them (JP7, JY1). Where the teacher provides any
form of contact regularly, it may be helpful for the parent or child to make use of such
contact to start more active communication with school when the child’s condition is

improving.

In terms of individual communication at school, participants in both countries stressed
their wish to be treated the same as other children as far as peer relationships and
relationships with teachers were concerned (EY 2, EY 3, JP4, JP5). They wished to
have equality of opportunity such as attending school activities and examinations
(JY5, EY2). They also wished to maintain their identity as a child not as a patient

(EY 2, EY 3, JP4, JP5). One young person said:
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First and foremost, children with medical needs are children, and you know,
they happen to have medical conditions. But they re children first.(EY3)

The young participants often used the words ‘normal’ ‘normality’ ‘ordinary life’
(EY1, EY2, EY3, JY1) when they described something they wished for in ther
childhoods.

Il children often experienced difficulties due to health condition and missed various
experiences in daily life that healthy children normally had (EY 3). Therefore, being
treated as the same as other children and being able to enjoy school life as a child
(EY3) was considered to be especially important. When teachers treated them
differently, it often had a negative impact on the child’ s emotions and social

relationships (EY 2, EY 3).

School leadership

As discussed in the earlier passage about support systems, school leadership may
influence individual teachers when seeking information and support positively if such
leadership promotes collaboration and interdisciplinary work. One teacher suggested
that if schools are positive about collaboration with other agents, it may make it easier
for teachers to access information and support from them (JT4). Examples of such
positive influence of school leadership were seen in some cases of home teaching in
England. Some teachers (ET6, ET8, ET11) experienced that some schools seemed to
restrict referrals of pupils to their services for financia reasons. According to the
interviewed teachers (ET6, ET8, ET11), the school budget was usually managed by

the school’s senior leadership team. Therefore their values were likely to determine
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how they spent the budget and used other resources. Further examples of this were
seen in Japan. While there were some positive examples in which school leadership
provided a supportive environment in school (JP1, JP2, JP7), in another school, the
head teachers’ strong sense of risk-avoiding attitudes restricted individual teacher’s
flexibility to support the child (JP5). A teacher also wrote that it was unaffordable for
a teacher to go to hospital to have a meeting with medical staff unless the school had

allocated a supply teacher for that purpose (JT6).

As seen in the positive examples above, supportive leadership may not only promote
individual teachers’ learning and collaborative work, but a positive environment in
which teachers support each other. Parents (JP1, JP2) reported that under a positive
leadership, the school created an inclusive atmosphere among pupils regardless of
whether they had illnesses, disabilities or not. In such an atmosphere, children may
have learnt positive attitudes to accept any differences in other children and teachers.
Such observationa learning may be effective to enable them to show positive

attitudes towards peers whatever differences they may have.

7.3.4. Summary of this section

In this section, I analysed what the participants in my study considered to be teachers’
supportive and unsupportive attitudes, and what they considered to cause the teachers’
attitudes. On the basis of the analysis, | attempted to describe two different scenarios
of positive and negative consequences of teachers’ attitudes in order to identify
possible factors that may result in different outcomes. | did this in relation to self-

efficacy theory. The teacher’s positive attitudes involved four categories : 1) Having
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contact with the child / parents, 2) understanding the child’s needs, 3) providing
appropriate support and 4) having sensitivity in dealing with the child’s needs.

Teachers’ attitudes without either of these elements were considered as ‘unsupportive’.

The teachers’ awareness about the child’s needs and the teachers’ own role was
considered to potentially motivate teachers to take supportive actions as well as

develop a practical awareness about what to do to support the child.

I suggested five categories which may have influenced the teachers’ decision to take
action: 1) Knowledge in teaching ill children, 2) knowledge about the support system,
3) communication with the child /parents, 4) information about the child’s difficulties
/ illness / condition, and 5) school leadership. | further suggested that when the
teacher improves either their own knowledge, skills or situation in these categories, it

may be possible to enhance their self-efficacy to take action to support the ill child

appropriately.

| also suggested that these different factors need to be thought of as interacting with
each other, therefore, | did not consider it to be appropriate to explain this interaction
as a cause and effect relationship. Rather, when any one element of the concept is
changed, it may influence the other elements positively or negatively. For example, if
a teacher, who is not aware of the child’s needs, is informed about the child’s
difficulties, it may make them become aware of the child’s needs and enable them to

provide appropriate support.
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Although | considered these five categories to be influential for teachers, it was not
my intention to suggest that they are the only factors to determine the teachers’
actions. Self-efficacy theory says outcome expectancy may have an impact on
people’s decisions to take action. However, in the real world, outcome expectancy
may not be necessarily important for people to determine their actions. As regards the
situations observed in my study, sense of responsibility as a teacher and empathy for
the child, for example, may have been more important than outcome expectancy to
motivate teachers to support the child. Therefore, | considered the five categories as

one possible approach for teachers to enhance their to support the child appropriately.

7.5. Possible areas to be improved in related to systems and teacher

attitudes

In the previous section, | examined the systems and practice at national and local
levels as mentioned by the participants (see 7.2.). The analysis about the individual
levels of practice found five possible categories of influential factors to teachers’
actions and support (see 7.3.1.,, 7.3.2,, 7.3.3.). In the following section, | consider how
these influential factors may be affected by the system and what improvements in the

system may be suggested.

7.4.1. Improvementsto the system at local level

Knowledge of the system was considered to be important for teachers to provide

appropriate support, to refer the child to the appropriate agents, and access
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information in teaching ill children as well as to raise awareness of the teacher’s’ own

rolein the system.

Although such knowledge was considered to be influential, if the support system itself
was insufficient for a certain child who had any specific support, it was difficult for
the teacher to access the appropriate support. It may sound like a contradiction, but
one finding about the systems suggested that there were regional differences in the
support available, for example, different regulations in gradual reintegration (Japan),
insufficient numbers of hospital schools (Japan), lack of reasonable adjustment
(Japan), different services available in different PRUs (England) and educational
support for children over 16 years old (England, Japan). In order to improve the
accessibility of education for children, and provide suitable support for individua

children, improving systems and practices at local level seemed to be important.

In Japan, there was no guideline in a place, which may have caused the unclear image
of the role of stakeholders. No clear description of the role of mainstream school was
considered to be a cause of difficulty for teachers to support ill children in hospital,
because such a child usually was not officially under their responsibility. A guideline
about the provision of education for children with chronic illnesses seemed to be
necessary in order to clarify the roles and also to provide suitable education in any
different regions. However what should be included in the guidelines are issues for
further research. If roles of stakeholders, such as school teachers, are clarified, the
appropriate support system which enables the teachers to meet their obligation may

become clearer.
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7.4.2. Communication

My findings suggested that the children’s health condition and medical care related
needs were different from one individual to the other and often changed according to
their conditions. The participants also stressed that obtaining accurate information
with the right timing was important for teachers to understand the child and provide
appropriate support. Hospital schools organised interagency meetings and liaised with
the school and medical staff. However, the findings suggested that the availability of
such collaboration was depending on the hospitals.

Some teachers in this study suggested that obtaining accurate information about the
individual child’s illness, their condition and how the condition and illness may have
impact on the child’s school life was important information. In order to enable
teachers to obtain such information, supportive systems to promote communication

between school, parents and medical staff seemed to be needed.

In the case of one hospital school (Site A), medical staff and hospital school teachers
held workshops for school teachers about certain illnesses, which provided
opportunities for teachers to talk with medical staff and gain accurate knowledge of
illnesses and appropriate support. It seemed to be important to improve interagency

work to provide opportunities for school teachers to learn about children’s illness.

7.4.3. Teacher training

As discussed previously, teachers’ knowledge in teaching ill children may be
improved by gaining experience or learning through instruction. One of the areas that

teachers may need to know about is the child’s needs. As the findings suggested,
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identifying individual needs was important for teachers (ET3, ET5, ET10, JP2,JP3).
The findings also suggested that hospitalisation and illness had an impact on the
child’s social emotional needs in various ways (JYLLEY1,YE2,EY3). In order to
identify the needs and to respond to socia emotional needs, the importance of
communicating with parents and the child were often stressed among the participants

(EY2,EY 3,JP1,JP5,JP6,JT2, ET6,ET10).

Knowledge about teaching may be acquired in teacher training to some extent. Such
training may be useful for any teachers who teach ill children. Children with cancer
often went back to school when they were still receiving treatment as outpatients (JP3,
JP5, JP7, EY1). Two teachers in both countries commented that numbers of such
caseswereincreasing (JT2, ET3). It appeared that hospital admissions for cancer were
generally shorter than for any other illness (JT2, ET3). Under these circumstances, it
may be important for primary and secondary school teachers to have some knowledge
in teaching ill children. If teachers have any opportunity to acquire such knowledgein

theinitial teacher training, it would be helpful when they teach ill children.

Teachers may aso need opportunities to develop relevant knowledge later in their
careers. Providing sufficient learning opportunities for teachers may be an area to be
improved. If the school management team are trained and well aware of educational

needs of ill children, it may have an impact on the running of the school.

Specialisms of teachers in hospital school / home teaching / teaching centre may be

one factor to impact on man schools teachers, as they may teach the child in

collaboration with the school teachers. However, as it was reported previously (),
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the teachers’ employment and regulations about placement may impact on teachers’
opportunities to gain experience positively and negatively, especidly in Japan. As
they need to change school to work every few years because of the regulations, there
was a concern that they did not have enough time to gain experience.

They may need appropriate opportunities to devel op their knowledge, for example, by

sharing skills and knowledge with other teachers and attending training.

The current situation of initial teacher training and training for teachers needs to be
researched further. However, if this area is improved and teachers at school have
opportunities to develop their knowledge and skills in teaching ill children, it may be

useful to create more supportive school environments.

7.5. Summary of chapter seven

This chapter presented the analysis and discussion of casesin England and Japan with
regard to 1) similarities and differences in system and practice on national and local
level from the perspectives of the participants in my study, and 2) interpersonal level
of practice focusing on participants’ perceptions about interpersonal interactions
between the ill child and teachers. The purpose of analysis and discussion was to
identify people’s perceptions about barriers to education in terms of systems and
practice at national and local levels, aswell asindividua levels of practice in order to

consider possible areas for improvement in the systems.

In both countries, hospital school, home teaching, teaching centres provided

educational provision for children with chronic illnesses in collaboration with

228



mainstream schools. While mainstream schools in England had a statutory obligation
to support the ill children and the roles of the stakeholders were explained in the
guidelines, in Japan, there were no guidelines and the mainstream school’s obligation

was not clear.

At local level, regional differences in available support and administration boundaries

were identified as problems regarding the equality in education in both countries.

At interpersonal level of practice at school, the teacher’s lack of knowledge in
teaching ill children, lack of knowledge about the systems, the lack of information
about the child’s difficulties/ condition /illness, lack of communication, and
unsupportive leadership were considered to be obstacles in raising the teachers’
awareness about their own roles, the child’s needs and provision of support. These

factors were considered to be influential on teachers’ unsupportive attitudes.

In order to promote the teachers’ supportive attitudes, suggestions were made to gain
1) knowledge of teaching ill children, 2) information about the support systems, 3)
information about the child’s difficulties, conditions, illnesses, and to improve 4)

communication with the child /parents, and 5) school |eadership.

However, to promote teachers’ learning and support, accessible resources,

opportunities to learn, and a positive ethos within the school to support the teachers’

learning seemed to be important.
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The chapter concludes by giving suggestions about possible areas to be improved.
They are improvements at loca level in the systems, communication involving
different agents, initial teacher training and teacher development. | suggest that these

may improve the continuity of education and supportive school environments.
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Chapter Eight
Conclusion

8.1. Summary of the study

The origin of my study was in my experience as a hospital school teacher in Japan. |
found that some children had difficulties in accessing support in their regions, some
children had difficultiesin school life after they went back to school, and some others
did not. Some schools were supportive and some were not. I asked the question ‘what
may have caused these differences? What may be useful to improve education for ill

children?’

Based on this experience, | developed three research questions: 1) What are the
educational needs that the ill child have? 2) How do systems and practice work to

respond to the needs?, and 3) What are the barriers to respond to the needs?

Having had the opportunity to study in England, | explored cases of provision of
education for children with medical conditions in England and Japan through the
perspectives of different groups of people. These were young people who experienced
hospitalisation in childhood, parents of children with chronic illnesses, teachers in
hospital school, home teaching, teaching centres and mainstream schools. |

interviewed representatives from each group in face to face interviews or by email.

| analysed the data in two stages. In the first stage, | looked at the changing needs and

environments of the children in the process of the child’s hospitalisation to return to
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school. Socia ecological theory enabled me to examine this process systematically.
The data enabled me to explore systems and practice and to identify the children’s

needs, as perceived by participants.

In the second stage of the analysis, | examined individual levels of practice, namely,
interactions between child and teacher. | looked at potential influential factors to
impact on teachers’ supportive and unsupportive attitudes. Self-efficacy Theory
inspired me to examine the relationships between the teachers’ awareness, the
teachers’ attitudes and influentia factors in these areas as perceived by the

participants.

The main findings regarding the child’s needs were grouped in three areas, 1)
academic needs, 2) health condition and medical care needs, and 3) socia emotional
needs. Academic needs, such as catching up with their studies and preparing for
examinations were especialy serious concerns for secondary school pupils. Health
condition and medical care related needs involved fatigue, lack of strength, unstable
conditions and needs of medical care at school. It appeared that flexible support and
sensitivity were needed. Hospitalisation may have resulted in the child’s loneliness,
anxiety, low levels of self-confidence, and difficulties in socia relationships in school.
It also appeared that children needed to maintain their identities and normal lives as

children.
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Continuity of education in different settings was maintained by hospital school, home
teaching, teaching centres and mainstream schools in England and Japan. Differences
were found in school enrolment systems, which affected the mainstream schools’

obligations in supporting the child who is in hospital and at home.

In Japan, insufficient numbers of hospital schools and the lack of reasonable
adjustments in examinations were identified as potential obstacles to accessing
education in some cases. In both countries, regional differences in the support

available and alack of support for over 16-year-olds were found.

With regard to interpersona relationships | suggested that lack of communication,
low awareness about the child’s education, insufficient knowledge and skills in
teaching ill children among teachers may exist. Lack of appropriate information about
the child’s illness and difficulties was considered to possibly cause a lack of
misunderstanding about ill children and negative attitudes towards the ill children at
school. Unsupportive school leadership was also suggested to be an obstacle to

supportive school environments in some cases.

In order to provide appropriate support, this study suggests to consider improvements
the following areas: 1) teachers’ knowledge in teaching ill children, 2) and knowledge
of support systems. 3) to improve communication, 4) to obtain sufficient information

about the child difficulties and illness, and 5) to am to provide supportive school
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leadership. Further developments may be needed in inadequate systems, teacher

training, and social emotional support for children.

8.2. Limitations of study

There are several limitations with regard to the suggested findings of the study.

Because of difficulties contacting relevant people in my study area, the number of
participants for this study was limited and not well balanced. Examples of people who
were not involved were children or young persons who experienced hospitalisation
recently (England), parents of children with chronic illness (England), and PRU

teachers and local authority (Japan).

Although this study did not intend to restrict the types of illness under investigation to
certain ones, the findings are limited to the types of illness which were mentioned by
the participants. Therefore, they may not reflect various other medical conditions and

illnesses.

With regard to both countries, the findings may be limited to the areas where the
schools, hospital schools and PRUs were located (i.e. Centra England and Kanto

district in Japan).

| investigated the systems and practice from the perspectives of the participants.
Therefore, the findings may not reflect other relevant systems and policies which the

participants did not refer to in the interviews. For example, in order to focus my study
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on school issues for the ill children, other relevant areas such as medical systems,
socia welfare systems, and various support services by voluntary organisations were

not considered.

8.3. Further development of theresearch

Given the limitations mentioned above, | suggest further development of this study in

the following aspects may be needed:

Teacher’s perspectives

This study examines different groups of people’s perspectives about teachers’

attitudes in supporting ill children. Further research may be needed to investigate the

teacher’s perspectives about barriers. The five categories of influential factors

suggested in my study may need to be verified and further devel oped.

Children’s perspectives

This study suggests that the periods of hospitalisation may be shortened and more

children may study in mainstream schools while under treatment. The perspectives of
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children or young persons about their experiences, their concerns, perceptions of met

and unmet needs may be areas that need to be researched further.

Regional differences

One of the suggested findings of this study was that there may be regional differences
of available educationa support in both England and Japan, which may be considered
as obstacles to continuity of education and to the quality of education that children
received. What the differences are and how it may impact on the child may need to be

researched further in order to improve educational services at local level.

Quantitative study

This study was a qualitative case study of two cases of provision of education for
children with medical needs. Further development may be suggested to large scale of
guantitative study. For example, questionnaire survey about necessity and availability
of hospital school and home teaching in different countries may provide comparative

statistical datato draw a global picture about the topic.
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Glossaries

Hospital school

Hospital school provides education in a unit or a classroom type setting within
hospital. Teaching occurs on either one-to one basis at child bedside in the unit or in a
small group at a classroom alocated within the hospital. It is established as a discrete
part of a special school. The Access Guideline (DfES, 2001a) defines Hospital school
as ‘a special school maintained by LEAs, within the premised of a hospital which has

local management and delegated responsibility for their budgets. (1.8)’.

Hospital and hometeaching service

Hospital and home teaching service is registered LEA as PRU which provides
education for children who cannot go to mainstream school for medical related reason.
Teaching occures in hospital, at home, or at a teaching centre. The Access guideline

(DfES, 2001a) defines Hospital and home teaching service as

e ahogspita and home teaching service as one PRU where there is one head of a
integrated service.
e a confederation of PRUs in their area grouped under one teacher in charge,

with one management committee.
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Outreach education in hospital, hospital teaching
Outreach education in hospital or hospital teaching is a discrete part of hospital
school or hospital and home teaching service. Education is offered in the designated

hospitalsin case referral is made for a school aged child in admission.

A teaching centre, atuition centre

A teaching centre or a tuition centre is a place where education in a small group is
provided as discrete parts of hospital school or hospital and home teaching service.
The size of the centre is varied .Some have just a few rooms and some others have

school size of building with various facilities such as playgrounds.

Home school

Children and young people who are taught in the provision of hospital school or
Hospital and Home teaching service for children with medical needs remain on role at
their schools. Although these children are dua registered, the schools have the
responsibility of education, and these children are on the count dates of the schools
including their absent days for medical reasons. In this study, home school means the

school which children are on role at, whatever they are mainstream or specia schools.

Pupil Referral Units (PRUS)
Pupil Referral Unit are defined as educational services established by an LEA which
provide education for pupils of compulsory school age who cannot receive suitable

education because of an illness or exclusion from school or otherwise (DfES, 20014).

238



Home teaching

Home teaching is defined by Department of Education and Skills (DfES) as
‘education on one-to-one basis in the child’s home, perhaps with occasional
attendance at a teaching centre’ (DfES, 2001a). It is a part of integrated service of

hospital school or hospital and home teaching service.

Home teaching is differentiated from Home education. ‘Home education’ (DfCSF,
2007) means educational arrangement in which parents educate their children at home
instead of sending them to regular school education. This is also called ‘Home
schooling’, ‘Education otherwise’ and ‘Home-based education’. As this study
investigates the system and practice within the local governmental initiatives, it does

not include Home education.

Alternative education / Alternative provision

According to DfCSF (2008a), ‘Alternative education’ is education outside of school
which is arranged by local authorities or schools. ‘Alternative provision’, ‘alternative
education provision’, IS the same provision for children outside mainstream and
gpecia school. It involves PRUs, hospital schools, hospital and home teaching

services, tuition centres, e-learning centres, boarding schools and others.

Reintegration, re-entry to school

While children are away from the school due to medical reason, they are still on role
at the school which has responsibility to support them.. “Reintegrate” and “re-entry”
mean “to return” to school after a period of absence. Children may go to difference

school, college, further education or work placement depends on condition.
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Appendix 1. An example of therequest letter (English)

Mrs. XX XXXX 7th September,
2008

Head teacher

Y School

Dear Mrs. XX XXXX

| am currently conducting a research project about education for children with
medical needs in the UK at University of Birmingham. | am looking at how hospital
schools and home teaching meet individual educational needs of children with
medical needs and support children to make a smooth return to mainstream schools.
The aim of the study is to contribute to long-term improvements in this area of
education.

| would be most interested in carrying out a short interview with the person in charge
of this area at your centre to find out (a) what the educational needs children with
medical needs have are like (b) how policies are implemented in practice to meet the
children’s needs and (c) how teachers rate their success and what areas they consider
to be improved.

Being an experienced hospital and mainstream school teacher myself in my home
country, Japan, | appreciate that you may not be able to devote a lot of time to such an
interview and that you may not be able to discuss sensitive cases.

However, | would be most grateful if you could consider allowing me to gain an
insight into the experiences you have made in your school, as this would be a highly
valued contribution to my work.

| would appreciate it very much if | could talk with some secondary / primary teachers
to ask their experience and opinions about teaching and learning at the centre / home
teaching / hospital school and inclusion of those children into mainstream schools.

The interview will not take any longer than 40 minutes for each person.
My research is conducted under BERA (British Educational Research Association)
regulations and | guarantee strict confidentiality in the conduct of the interview and

the treatment of information.

| would appreciate it very much if you could consider this request, and send me your
reply by Email.

If you have any questions about this research, please contact me or my supervisor, Dr.
Chris Williams (Email
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Thank you very much for your consideration. | look forward to your reply.

Y ourstruthfully,

Airi Watanabe

Airi Watanabe
PhD candidate

School of Education
University of Birmingham
Edgbaston

Birmingham

B152TT

United Kingdom
www.bham.ac.uk.
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Appendix 2. An example of therequest letter (in Japanese)

20084F 4 H 26 H
XY N Z SRR
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HFMFIE W2 (BERA, British Educational Research Association) O fi i1
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W ESTRMBB LTV LET, £72, WRLDER S UOTIELS O H B
IRV LERA, D EZBE R, IHE~TH W EE 20 THREI
ESWET LBV L EFET,

BHFZEIZHDEE LT, ZTEMENZSWE L7 L, UITOERKEsEICZ, FAb
L<IiE, HYOREHAETHL 7 VA UL VT LETA—MIZTERWED
ELIEENY,

B B

Airi Watanabe

PhD candidate

School of Education
University of Birmingham
Edgbaston

Birmingham B15 2TT
United Kingdom

Dr. ChrisWilliams
Email;

Centre for International Education and Research
School of Education

University of Birmingham

Edgbaston

Birmingham B15 2TT

United Kingdom

TWHINIZZT 55815, BHRAETIZ, A—rHDLWISEEICT

i
TEEEWNEETETEENTT, E9FXALIBEVHL ETFET,
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Appendix 3. Interview schedules

1)Y oung people who werein hospital at school age

Introduction
e Greeting / Explanation of the project
e Explanation about voluntary participation, participant’s rights, confidentiality
and anonymity
e Obtain ethical permission
e Obtain permission of recording

Interview

1. Personal detail about hospitalisation
1-1 Which year were you in when you were in hospital?
1-2 May | ask what the reason for your hospitalisation was?
1-3 How long/ often did you stay in the hospital ?

2. Hospitalisation period
2-1 Could you please tell me your experience about eduation when you werein
hospital ?
2-2 What was your main concern when you were in hospital?
2-3 What was helpful [/unhelpful for you to reduce your worries?
2-4- What do you think the reason for that?

3. Transition period
3-1 Could you please tell me your experience about school when you stayed at
home after your admissions?
3-2 What were your main concerns then?
3-3 What was helpful / unhelpful for you to reduce your worries?
3-4-What do you think the reason for it?

4. After going back to mainstream school
4-1 Could you please tell me your experience about school when you return to
school ?
4-2 What were your main concerns when you returned to school ?
4-3 What was helpful / unhelpful for you to reduce your worries?
4-4-What do you think the reason for it?

5. Others
¢ Do you have any suggestions to improve education for children who have
medical needs?
e Do you have any suggestions to children who are in a similar situation as to
you?

¢ Do you have any suggestions to teachers?
e |s there anything else you would like to say about education, schools and
being in hospital ?
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2)Parents of children with chronicillness)

I ntroduction
e Greeting / Explanation of the project
e Explanation about voluntary participation, participant’s rights, confidentiality
and anonymity
e Obtain ethical permission
e Obtain permission of recording

I nterview

1. Personal detail about hospitalisation
1-1 Which year was your child in when he/she was in hospital ?
1-2 May | ask what the reason for the hospitalisation was?
1-3 How long/ often did your child stay in hospital?

2. Hospitalisation period
2-1 Could you please tell me your experience about your child’s school /
education when he./she was in hospital?
2-2 What do you think were your child’s concerns when he/she in hospital?
2-3 What do you think was helpful / unhelpful for you / your child to reduce the
worries?
2-4- What do you think the reason for it?

3. Transition period
3-1 Could you please tell me your experience about your child’s school /
education when he./she stayed at home after admissions?
3-2 What do you think were your child’s concerns then?
3-3 What do you think was helpful / unhelpful for you / your child to reduce the
worries?
3-4- What do you think the reason for it?

4. After going back to mainstream school
4-1 Could you please tell me your experience about your child’s school /
education after he./she went back to school ?
4-2 What do you think were your child’s concerns then?
4-3 What do you think was helpful / unhelpful for you / your child to reduce the
worries?
4-4- What do you think the reason for it?

5. Others
¢ Do you have any suggestions to improve education for children who have
medical needs?

e Do you have any suggestions to parents who are in a similar situation as to
you (in terms of school/ social life)?

¢ Do you have any suggestions to teachers?

e |s there anything else you would like to say about education, schools and
being in hospital ?
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3) Hospital school / home teaching teachers

I ntroduction
e Greeting / Explanation of the project
e Explanation about voluntary participation, participant’s rights, confidentiality
and anonymity
e Obtain ethical permission
e Obtain permission of recording

I nterview
1. Personal background
1 What isyour position in the hospital school/ the PRU?
2 What year range of pupils do you mainly teach?

2. Child’s educational needs
2-1Could you please tell me about the needs that children who you mainly
teach?
2-2How do you support them?
2-3 Could you please tell me any problems that you experienced to support
the child?
2-4What do you think the reason for it?

3. System and practice

3-1 Could you please explain the process that child access your hospital
school / PRU?

2-5 How do you support children in your hospital school / PRU/
when the child is at home after admission / after the child goes back to
school ?

3-3-What do you think the problemsin education for children with

medical needs are?

4. Others
¢ Do you have any suggestions to teachers?
e Finadly, isthere anything else you would like to add?

4) Main stream school teachers

Introduction
e Greeting / Explanation of the project
e Explanation about voluntary participation, participant’s rights, confidentiality
and anonymity
e Obtain ethical permission
e Obtain permission of recording

Interview
1 Personal background
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1-1What is your position in the hospital school/ the PRU?
1-2What year range of pupils do you mainly teach?
2 Child’s educational needs

2-1Could you please tell me about your experience to teach children who
are absent from school for illness?

2-2How do you support them?

2-3Could you please tell me any problems that you experienced to support
the child?

2-4What do you think the reason for it?

3. System and practice
3-1 What do you think is the problem in education for children with
medical needs?

4. Others
e Do you have any suggestions to teachers whose pupils are in a similar
situation as yours?
e Do you have any suggestions to improve education for children who
have medical needs?
e Findly, isthere anything you wish to add?
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Appendix 4

I nterview check list

e Welcome

e Explain the project briefly

e Make surethey are comfortable

e Explain the voluntary participation to the project

e Make sure the participant can stop and withdraw any point in the interview

e Explain how confidentiality and anonymity of the participant’s data are
protected throughout the process of project and in publication of the study

e Obtain ethical permission

e Obtain permission of audio recording

e Interview

e Check any unclear points

e AsKif thereisanything the interviewee wants to add

e Tédll theinterviewee how they can get the findings

e Thanks
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Appendix 5

1) A mail to the organiser of the online community (in Japanese)

ABC 22X =2 =7 ¢ —FHEMLHE Atk

ZUHELT, FAXEHREHRLHLET, A BCII 22T (— DAL RA—TF, aIa=54
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—a—c
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2) A mail to the participants of the online community (in Japanese)
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3) A consent form for the participants of the onlineforum
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Appendix 6. List of themes, categories and codes

Themes Categories Codes

Continuity | In hospital Provisions that the child received Hospital school /

of support from school
education

Reason for receiving education in
hospital school

Statutory support /
Academic support /
mental support / social
support

Reason for not receiving education in
hospital school

No hospital school
provided / health
condition /to prevent
separation from main
school

Facilitating factor to access hospital
school

regulations / system /
communication

Obstacles to access hospital school

System / regulations /
fear of separation from
main school/ lack of
awareness of
educational right/ lack
of information

In recuperation
at home

Provision that the child received

Home teaching
/teaching
centre/support from
school / no provision

Reason for receiving home teaching

Academic support /
mental support / social
support

Reason for not receiving home
teaching

No service provided /
lack of
information/authority
boundary

Facilitating factor to access hospital
school

regulations / system /
communication

Obstacles to access home teaching

System / regulations /
lack of
communication/lack of
information

Return process
to school

Provision of returning to school

gradual process to
return to school /
provision within a
school/ dual
registration to
alternative and main
school / provision
within a school

Facilitating factor in return process to

Interagency meeting /
school visit by hospital
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school

staff / information to
share with teachers,
peers/gradual return
process

Obstacles in return process

regulations / system /
perceptions of roles

Themes Categories Codes

Medical In hospital Child's needs due | Limit of physical
needs to health condition | function / limit of

and strength / impact of
support mental illness / impact

of treatment / unstable
conditions/change of
conditions/lack of
strength

Medical care
related needs

plane and time

Facilitating factors
in responding to
health condition
and medical care
needs

Collaboration with
medical staff
(meeting, sharing
information),
education plan that
corresponds with
treatment provision,
flexibility (timetable,
lesson plan), team
teaching,
understanding
individual condition
and needs, sensitivity

Obstacles to
responding to
health conditions
and medical care
needs

Limited staff
availability, severity of
child's medical
condition/ facility /
numbers of staff

In convalescence at home / at
school

Child's needs due
to health condition

limit of physical
function / limit of
strength / tiredness/
impact of mental
illness / unstable
conditions/change of
conditions/
appearance change

Medical care
related needs

Place and time for
medical care /
teacher's awareness
of needs / protecting
privacy
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Facilitating factors
in responding to
health condition
and medical care

Flexibility (timetable,
use of facility, rules) /
understanding of
needs and condition/

needs

sensitivity /
communication

Obstacles to
responding to

health conditions
and medical care

Inflexibility (timetable,
use of facilities, rules)
/ lack of understanding
of needs and condition

needs / lack of sensitivity /
lack of communication
Themes Categories Codes

Academic needs and
support

In hospital

Academic needs

overcome delay of study /
preparation for
examinations / sitting
examinations

Facilitating
factors in
responding to
academic needs

teaching style / individual
support / collaboration with
main school/reasonable
adjustment in examination

Obstacles to
respond to
academic needs

Impact of health condition /
impact of admission
patterns / limits of
environment (time,
facilities) / teachers'
specialism /
curriculum/lack of
collaboration with school

In convalescence
at home

Academic needs

Overcome academic delay
|/ Preparation for
examinations / Sitting
examinations

Facilitating
factors in
responding to
academic needs

learning in small groups /
individual support /
collaboration with school

Obstacles to
respond to
academic needs

Limits of environment
(time, facilities) /teacher's
specialism / lack of
collaboration with school

At school

Academic needs

Overcome academic delay
[ preparation for
examinations / Sitting
examinations

Facilitating
factors in
responding to
academic needs

Teacher's attitudes
(awareness of needs),
Teacher's support
(additional lessons, work
sheets), pupil's initiative
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Obstacles to
respond to
academic needs

Teacher's attitudes (lack of
awareness of needs / low
expectations), rigid

Themes

Social emotional
needs and support

timetable
Categories | Codes
In hospital Child's social | Anxiety about future, fear of death,
emotional stress, loneliness, anxiety about
conditions communication with peers/identity as
a child/
Facilitating Communication with children / staff
factors in in hospital, Understanding of
responding to | individual needs / communication
child's social with peers / school teachers,
emotional counselling, distractions, supportive
conditions attitudes
Obstacles to Lack of communication with children
responding to | with similar condition, lack of
child's social communication with peers / school
emotional teachers, inappropriate facilities in
conditions hospital / pattern of
admissions/negative attitudes/lack of
awareness
In Child's social | Anxiety about future, fear of death,
convalescence | emotional stress, loneliness, low self-esteem,
at home conditions identity as a child
Facilitating Communication with children / staff
factors in in hospital, communication with
responding to | peers / school teachers, counselling,
child's social distractions , social skills training,
emotional progress in study
conditions
Obstacles to Lack of communication with
responding to | peers/school teachers, lack of
child's social awareness
emotional
conditions
At school Child's social Difficulties in peer relationship /

emotional difficulties in relationship with
conditions teachers / low self-esteem /
withdrawal from school
Facilitating Communication between the child
factors in and other pupils, teachers / teacher's
responding to | awareness of the child's social
child's social emotional conditions / inclusive
emotional school ethos/ head teacher's
conditions leadership
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Obstacles to Lack of communication between the
responding to | child and other pupils, teachers /
child's social teacher's lack of awareness of the
emotional child's social emotional conditions
conditions

Themes Categories | Codes

Interpersonal Parents and teachers | Positive issues | Communication, understanding

relationships

(hospital school,
home teaching,
school)

of role, teacher's understanding
of illness and needs, teacher's
supportive attitudes, parents'
positive attitude, mediatory role

Negative parents' unsupportive attitude,
issues teacher's unsupportive attitude
Obstacles in Lack of communication
relationship

Teachers in hospital
and main schools

Positive issues

Collaboration in teaching,
awareness of role, sharing
information

Negative Lack of collaboration, negative

issues impact on child (feeling of
isolation)

Obstacles in Lack of communication, lack of

relationship awareness of role, teacher's

workload

Interdisciplinary
relationships

Positive issues

Communication, Collaboration
in providing support, facilitating
meeting

Negative
issues

Difficulty in communication

Teachers within main
school

Positive issues

Sharing information,
collaboration among teachers

Negative difficulties in collaboration, lack
issues of awareness of needs
Obstacles in Difficulties in sharing
relationship information among teachers,
lack of awareness of child's
needs, lack of awareness of
regulations, workload,
unsupportive system within
school
Themes Categories Codes
Policy and hospital school Regulations of receiving | school policy, entry process,
practice and home alternative education access information, durations of
teaching providing support
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Issues in support
provided

Differences in different councils
(system, facility, size)

Issues in teachers'
expertise

Teacher training, placement of
teachers

Return process
to school

Issues in support
provided

Different system in different
councils

School

Issues in collaboration
with alternative
education

Role of people involved,
Information sharing

Issues in collaboration
within school

Different system in different
schools
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