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Schools in England (as elsewhere in Europe) have a duty to promote equality for
disabled people and make reasonable adjustments for disabled children. This
paper presents data drawn from a national questionnaire designed for schools to
use to identify their disabled pupils and examines in detail parental responses to a
question on the kinds of support their child finds helpful in offsetting any difficulties
they experience. It illustrates the complex and varied nature of the reasonable
adjustments required and an overriding sense these need to be underpinned
by the values of a responsive child centred approach, one that reflects parents’
knowledge and understanding of their child. Schools need to have in place the two
way communication process that supports them in “knowing” about the visible and
invisible challenges that disabled pupils face in participating in school life.
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Introduction.

There has been a series of legislative acts in
England as elsewhere in Europe designed to safe-
guard disabled people from discrimination. This
rights based approach draws on a social model
of disability and makes an important distinction
between an impairment and a disability, the latter
resulting from the interaction between the person
and the environment, putting due emphasis on the
barriers and supports that are in place.

Legislation in the UK defines disability as an
impairment or health condition which has gone on

for a year or more which has had a substantial
(more than minor or trivial) adverse effect on nor-
mal day to day activities. This definition therefore
goes beyond ascertaining whether the child has
a physical or mental health condition. A pivotal
element is the experience of an impairment, its
impact on participation in daily life. The views of
parents and children are therefore central to the
identification of disability, including the supports
and barriers they encounter. Schools will have
already formally identified around half of disabled
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children as they will also have a special educa-
tional need (Porter et al., 2008). However there
will also be a group of children with health condi-
tions that impact on classroom life. Many of these
may be cyclical with conditions that lead children
to be in the grey area of not really ill or very well
(Closs, 2000). There will also be children whose
disability remains largely invisible to schools, in-
cluding those with mental health difficulties and
children who have developed coping strategies
that draw attention away from their struggles to
participate fully in school life. There is some evi-
dence that disabled children may be vulnerable to
underachievement, particularly those who dem-
onstrate early potential for high attainment which
is eroded through school absence and ill health
(Porter et al., 2008). It is important therefore that
schools are aware of children and young people’s
physical or mental health conditions, the chal-
lenges they face in school life and what supports
and adjustments are particularly helpful. It is im-
portant to adopt a universal approach to ensure
that data are collected from all children who are
struggling, rather than targeting already identified
children.

This paper presents data on the support that
parents of children who experience difficulties
with school life find helpful. It is drawn from a na-
tional questionnaire devised for schools to use to
collect data from parents about disability.

Methods

Staff from 123 schools across England (71
primary, 28 secondary and 24 special schools)
distributed a questionnaire to parents of 13,200
pupils. The questionnaire comprised mostly
closed questions that sought information from
parents including whether their child experienced
difficulties in aspects of schooling and life in the
home; if their child had a physical or mental health
condition, impairment or difficulty and if so wheth-
er it had persisted for a year or more (or was
likely to). Where parents had answered yes they
were then invited to state if their child had seen a
professional and what diagnosis was given; they
were asked about the impact of the condition and
the nature of their child’s needs. There was also
an open question, (the focus of this paper) that
asked parents about the support that their child
found helpful. Full details of the procedures can
be found in Porter et al (2008; 2010).

Findings

In total 5432 (41 %) questionnaires were re-
turned and form the basis of the analysis below.
They were almost equally divided across boys
and girls (51 % and 49 % respectively) with 94 %
of the returns from mainstream provision (56 %
primary and 38 % secondary) and 7 % from spe-
cial schools. The children ranged in age from
2-19 years but more 4,8 and 11 year olds were
included in the returns.

Children in 12 sampie by 208
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Children with an Impairment or Health
Condition

Of these returns, 1227 parents indicated that
their child had a health condition or impairment
23 % of the questionnaires returned with 9 % ex-
periencing a substantial impact on their participa-
tion in daily life activities. 17 % had a diagnosis of
ASD, 14 % asthma, 8 % had a visual impairment
and 8 % hearing impairment, 5 % had ADH, 4 %
epilepsy, and 2 % cerebral palsy.

Parents were asked what support their child
found particularly helpful and 732 (60 %) parents
of children with a health condition or impairment
provided comments to this open question. An
iterative process of data coding was adopted.
Comments were grouped around eight emergent
categories: comments that concerned the or-
ganisation for learning, notably reference to 1:1
support or small group learning; staff responses
that communicated to the child positive under-
standing and being generally supportive; access
to specialist advice both internal and external to
the school; comments about the curriculum; not-
ing aids or equipment; description of particular
teaching approaches; aspects of the environment
and finally reference to particular medical support
including diet.

Parental Responses — All children with
health condition or Impairment

Organisation for Learning

The most frequently mentioned support con-
cerned the organisation for learning- namely indi-
vidual help, the presence of a teaching assistant,
or being in a small group. In secondary school

parents were more likely to mention a teaching
assistant supporting their child than the benefits
of individual teaching or working in small groups.
Parents often explained why their child found it
helpful, as this quote from a parents of a child in
primary school illustrates:

Support assistant is extremely important ]
enables/facilitates access to the curriculum, sup-
port with communication, equipment, emotional,
social support.

Working one to one he finds very helpful,
especially if he's with someone he has clicked
with...

Organisation for learning is also about the
contact or relationship with an adult and this
brings us to the second important theme.

Attitudes, Understanding and Being
Supportive

Just under one in five parents wrote about the
importance of staff attitudes towards their child. A
common theme across all three settings was the
need for patience, understanding and reassur-
ance. Parents wanted staff to be sympathetic to
their child’s difficulties and understanding rather
than judgemental.

Acceptance and allowance for her special
needs means that she is more relaxed, happy
and confident in the classroom, and this will help
her learning.

Pupil in primary school.

Help when in difficulty. Not to feel that he is
not good enough. Pupil in secondary school.

Parents wanted staff to promote confident
and raise self esteem and were particularly

Primary Secondary Special Total

N=272 N= 203 N= 257 N=732
Organisation for 75 28% 32 16% 77 30% 184 25%
learning
Attitudes, understanding | g 4go, 39 19% 54 21% 141 19%
and being supportive
Specialist advice 47 17% 28 14% 65 25% 140 19%
curriculum 43 16% 36 18% 32 12% 111 15%
Aids and resources 81 1% 19 9% 39 15% 89 12%
Instructional Responses 48 18% 28 14% 29 11% 105 14%
Environmental 19 7% 20 10% 20 8% 59 8%
Medication/ diet 75 28% 40 20% 114% 126 17%
medical aids
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mindful of the impact when this did not hap-
pen.

Elsa gets frustrated if she is not listened to
when she has a problem. If people hurry her
or get irritated this will exacerbate the situa-
tion and she will get upset and aggressive and
anxious. General support encouragement and
understanding works wonders. Pupil in primary
school.

Sometimes find difficult to take part in physi-
cal education because he feels tired and drained
of energy. When sent a note to school to exclude
him he was forced to join in and told "if you are
not well enough to do P.E. you should not be at
school". The one time he collapsed after P.E. Pu-
pil in secondary school.

A few parents wrote about the importance of
the school ethos:

The school understands his limitations .. they
accept him just to get on with his everyday life
and treat him as normal as all others. Pupil in sec-
ondary school.

The importance of this category of responses
is further emphasized by parents who did not
write to explicitly identify support but provided
comments to explain their child’s behaviours.

Chris copes mostly very well. It's the unknown
or something new or different that can cause him
to worry or become stressed. As sleeping is one
of his major difficulties he is often exhausted and
this can magnify things for him.Pupil in secondary
school .

Specialist Advice

In addition to the attitudes of staff, unsurpris-
ingly parents also valued specialist advice. One
in four parents of children in special schools and
1in 6in primary and 1 in 7 in secondary identified
particular types of specialist who they had found
particularly helpful. These were a wide-rang-
ing group including Occupational, Physio and
Speech Therapists, Consultants, Dieticians and
Nurses, Counsellors, Social workers as well as
specialist teaching staff. Speech therapists were
the most frequently identified specialist to provide
their child with support, especially for parents with
children in special schools and primary schools:

He finds speech therapy very helpful because
this would help him to talk and express his feel-
ings and making other people understand him...
Pupil in special school.
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Parents also mentioned speech therapy as
support from the past:

Through intensive speech therapy since the
age of 30 months Ciaran's speech has improved
dramatically. However he still struggles with
some pronunciation and needs time to think and
articulate himself. He needs to be allowed to fin-
ish his sentences and to let his train of thought be
fully voiced, so time and patience are vital. Pupil
in primary school.

Parents with children in secondary schools
were more likely to mention specialists that pro-
vided counselling:

Just started talking to school counselor.
Waiting for appointment [at]... Hospital. In regu-
lar contact with members of staff concerning K
panic/anxiety attacks. Pupil in secondary school.

Doctors, Nurses and Paediatricians were also
mentioned:

becoming Diabetic has limited Danielle's activi-
ties during school sometimes if she has a hypo or
feels unwell. Danielle has been a Type 1 Diabetic
for 3 years. She finds helpful support from her fam-
ily, friends, teachers, diabetic nurses, dietician and
consultant paediatrician. Pupil in primary school.

Specialist teachers were much more rarely
mentioned and even rarer were references to
psychologists or social workers.

Instructional Responses

Overall 14 % of parents wrote to suggest in-
structional strategies that supported their child’s
learning. Often their child found structure and
routine particularly helpful, especially pupils in
special schools.

Visual timetable; calm environment; consist-
ency; understanding of sensory modulation dys-
function; self-calming strategies; confidence and
self-esteem building strategies Pupil in special
school.

Everything has to be routine — if things change
we have to let Tim know what i s going to happen
or where we are going. [ Picture exchange cards
have been very useful with helping Tim to talk and
communicate.Pupil in primary school

Three other prominent themes included as-
pects of the way teachers communicated to pu-
pils, especially from parents of children in primary
school settings.

| attended an early birds course and was
told to slow ones speech and repeat the same
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phrase. That seems to have brought her speech
on no end. Pupil in primary school.

A further theme that was cited by parents of
children in mainstream was providing encourage-
ment and motivation. Parents also wrote about
the importance of the child sitting at the front of
the class or near the teacher.

Sitting at the front of the class in a position of
her choice so that she can accommodate her 'null
point'. Clear diction. Consideration of the balance
issues without excluding her from activities. Pupil
in secondary school.

Parents also made reference to the child
needing more time to respond and a slower a
slower pace to the instruction and more repeti-
tion A few also wrote about small steps or smaller
targets. Some pupils clearly needed a range of
particular instructional strategies.

Visual support, including demonstration and
practice, mind-maps, pictures etc. Having his at-
tention drawn to key points. Small class / group
or individual teaching. Being seated in a position
in the classroom where he won't be distracted
and will be able to attend to teacher more easily
(at the front ?) Very hesitant about starting new
things, joining groups so needs encouragement
and preparation to ease the process. Specific
anger management strategies positive reinforce-
ment (any negative feedback has huge impact on
self-esteem, anxiety, and increase negative be-
haviour. Pupil in secondary school.

Medical Support

Overall 17 % of parents mentioned support
that would be provisioned outside the school set-
ting, including medication, special diets, and medi-
cal aids such as hearing aids although notably
this was unequally skewed towards mainstream
settings with parents in special schools by con-
trast rarely mentioned these as particular forms
of support. The availability of medication and in
particular the use of inhalers featured prominently
amongst parent comments in both primary and
secondary school returns.

Alex needs an inhaler on a regular basis.
He has a normal healthy lifestyle otherwise and
needs no extra support other than to be reas-
sured that I'm there and he has access to his in-
haler. Pupil in primary school.

Although much less frequent parents also cit-
ed particular appliances such as hearing aids and
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grommits. For a minority of parents the most im-
portant aspect was their child’s diet, particularly
where the child had an allergic reaction.

Severe eczema on back of leg || cream and
antibiotics meant Cally could use (stretch and
bend) her leg without difficulty. Animal hair al-
lergy — keeping away from cause of allergy but
inhaler helps wheezing if there is contact. Pupil in
secondary school.

For diabetic pupils the monitoring was a vital
part of the support.

Aids and Resources for Learning

In comparison to medical aids, school based
aids or resources were much less frequently
mentioned, with one in eight parents writing
about some tangible aid and were more likely to
be mentioned by parents of children in special
schools. Perhaps unsurprisingly computers were
the most likely to be mentioned, although in some
instances this also referred to working at the com-
puter at home.

Parents also wrote about low tech support
such as aids for reading:

Blue or green paper not white. Black print
moves around on paper.

Pupil in primary school.

Curriculum

Parents of children in secondary schools
were slightly more likely to mention aspects of the
curriculum than those in other settings with 18 %
of these parents making reference to what was or
should be taught to their child. 16 % of parents in
primary schools and 12 % in special schools also
referred to the content of teaching. Parents wrote
about the need for both additional work in a par-
ticular area and alternatives or adapted work. By
far the most frequently mentioned area was read-
ing or English, which was more than four times
likely to be cited than maths.

Abigail has poor concentration. She is im-
proving reading by attending extra classes pro-
moting improvements to aid her problem in phon-
ics. Pupil in secondary school.

It is mainly his handwriting and spelling.
| make Stephan do handwriting practice at
home, but | feel he needs more, cannot under-
stand his writing sometimes. Pupil in secondary
school

Parents also wrote about physical aspects of
the curriculum and pupils needing alternatives to
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sport and PE. In contrast social skills were infre-
quently mentioned, and only by parents in prima-
ry and special school settings.

Environment

The most infrequently mentioned area of sup-
port was the environment with only 8% of parents
directly noting this as being important for their
child, with few differences between mainstream
and special school returns. Reference was usu-
ally made to two elements, firstly that of noise
and the acoustic properties of the environment
and the second to that of providing a safe, calm
environment.

Some parents linked aspects of a child’s
health condition to the properties of the physical
environment. As a mother of a child in primary
school wrote:

My child suffers from eczema and as a result
finds it difficult to learn if the heating arrangments
in the classroom are too high. Extremes of heat
and cold cause great irritation, and therefore, dis-
tract. Keeping the environment (room) at an even
temperature.

One strategy that teachers used which helped
pupils access the right environment was a pass
card

Pat has a pass-out card that when she needs
to she may prepare to leave the school site at the
end of the afternoon a little earlier than her peers
to avoid being jossled, this has been most appre-
ciated by Pat when her joints have been painful
during a flareup. Pupil in secondary school.

Discussion

Our sample reflected the range of challenges
children experience from those which occur regu-
larly in every setting to those which are only occa-
sionally experienced. However a common factor
that united the children was their effect on class-
room life and in consequence the pivotal role to be
played by schools to enable their full participation
in daily activities. For many parents the greatest
area of support was seen in the way that learning
was organised and in particular their child’s con-
tact with adults with a quarter specifically referring
to individual support, small groups or small class-
es. This requirement was often linked in parental
comments to providing a positive emotional cli-
mate, one where staff gave encouragement and
reassurance. While schools may view the organi-
sation for learning as a pedagogic response there
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is also a relational or affective element. Research
has raised some important questions about the
efficacy of support provided by classroom as-
sistants in one-to-one and small group settings
in mainstream schools (Webster et al., 2010).
A longitudinal UK study of everyday provision in
schools revealed that teachers were almost en-
tirely engaged in whole class work in both primary
and secondary settings and that it was teaching
assistants (TAs) who provided small group and
individual support. The data suggests that this
had a negative impact on pupil progress in core
subjects even when controlling for factors such
as prior attainment and SEN status (Blatchford,
2009) as TAs lacked the pedagogical skills to
promote pupil understanding. Instead their focus
was on task completion, prompting pupils even
by supplying the answers. Where TAs are trained
to deliver a highly structured programme the out-
comes are more promising (Farrell et al., 2010).

Given that parents commented less frequent-
ly on other elements of pedagogical support, it is
possible that their view of the supportive nature
of these organisational arrangements reflects ad-
ditional values. Howes et al (2003) in a review of
previous research suggests that the style of inter-
actions of a TA is different to that of a teacher and
more likely to be informal and personalised, help-
ing pupils to engage and stay on task. Webster
et al (2009) refer to this as developing the “soft
skills- confidence and motivation, dispositions to-
wards learning” p331, and this is consistent with
the views of pupils themselves (Fraser & Mead-
ows, 2008). Given the personalised and more
extended interaction that TAs have with pupils it
is quite possible that this increased interest and
attention is what parents value, and they, like oth-
ers, are not aware that this does not necessarily
lead to improved learning outcomes.

Consistent with this analysis is the finding that
in secondary schools there was a slight shift in
parental responses to focus on the nature of the
relationships children have with adults, whether
they are understanding and supportive in their
attitude towards the child. Notably this was also
cited as an aspect that created barriers for their
child. This difference is also reflected in the views
of the children themselves (Porter in press) where
younger children value more contact with adults
and for older pupils it is the quality of that contact
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that is important. Research has consistently ad-
dressed the importance of attitudes in promoting
the inclusion of children with disability and SEN in
school life, “being helpful” can be as important as
the help received.

Although fewer parents argued for different
pedagogic responses their comments did sug-
gest that access to specialist advice was helpful.
This was often about the knowledge and under-
standing of children’s particular difficulties. Par-
sons et al (2009) also refer to the “strong desire
for children’s individual needs to be adequately
recognized, understood and supported” p54 al-
though they conclude that equally important is
the knowledge and understanding of the “impact
of different conditions, disorders, disabilities or
difficulties on children’s individual experiences
and capabilities.”p54. The emphasis here can
be placed on pupils’ experiences and well-being
rather than on a more narrowly conceived view of
attainment. Notably parental comments about the
curriculum were largely about providing opportu-
nities for children to develop their self-esteem and
self- confidence, often to promote their social and
communicative skills rather than to address par-
ticular areas of academic knowledge.

The findings of this study are highly consist-
ent with research on the social dimensions of
schooling and the impact of relationships with
teachers and others on a pupils’ sense of well-be-
ing. McLaughlin and Clarke (2010) review a body
of research that reveals the interconnectedness
of learning, relating and belonging. Particularly
relevant here is the evidence that teachers who
are “good” and in particular perceived as kind
and supportive play a particular role in emotional

well-being, an example of the way you are treated
being as important as how well you are taught.
A technical approach which is so characteristic of
policy and practice may fail to tackle institutions
as social organisations. It may in particular over-
look the issue of pupil-teacher relationships which
appear to be as central in the everyday experi-
ence of young people in contributing to emotional
well-being.

Conclusion

The questionnaire provided an important ve-
hicle for ensuring that all parents had the oppor-
tunity to provide information on the supports to
learning rather than simply targeting those par-
ents whose child’s needs were already known
to schools. In this way schools were opening up
the possibilities to learn about the needs that had
been invisible to them but which impacted on
the child’s experiences in school. Parents took
the opportunity to explain aspects of their child’s
experience, such as the effect of not sleeping or
the impact of absences on children’s confidence.
Parents want to be assured that someone in the
school truly “knows their child” and has regular
contact with them (Lamb, 2009). This calls for
understanding and empathy, most usefully em-
ployed where that person has some insight into
the child’s condition and is also aware of the va-
riety of ways that it manifests. Adjustments are
too frequently seen only in terms of changes to
physical layout or the provision of aids and equip-
ment. Instead parental responses reinforce the
need for schools to retain flexibility in their pro-
vision for children and to have in place the two
way communication process that supports face in
participating in school life.

Kakylo nogaepXxky XoTaT poauTenun ANa CBOUX aeTten
c 0B3?
MopTep AX.,

Ph.D., nouyeHt, hakyrnsteT obpas3oBaHusi, Yumsepcuter r. bart, bat, BenimkobputaHus
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LLikonbl B BenukobputaHuu (kak 1 no Bcen EBpone) nomxHbl co3pasatb 6na-
ronpusiTHbIEe YCnoBuMs Ana obecnedeHns paeHbix npas nuy ¢ OB3 u obecneyu-
BaTb Heob6XoaMMble ycrnoBusa ansa yyawmxca ¢ OB3. B HacTosLen cTatbe npea-
CTaBfeHbl pesynbTaTbl HALMOHANBHOIO OMPOCHMKA, CKOHCTPYMPOBAHHOMO AJ1A
MCMONb30BaHMA B LLKONax: BbiABeHns yyawmxca ¢ OB3 1 getanbHOW OLEHKM
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TOro, Kakowm, M0 MHEHUIO poauTenen, AomKHa ObiTb 3heKTMBHAsA noaaepxKa
netenn ¢ OB3, nossonstoLwias um npeofoneBartb pasnnyHoOro poga TPyAHOCTH,
C KOTOpbIMY OHM cTankusatoTcs. CTaTbss AEMOHCTPUPYET COXHYK U MHOM006-
pasHyto Npupoay He06XoAMMbIX YCIOBUIA U HapacTaroLlee NoHUMaHue Toro, Y4To
B WX OCHOBE [OMMKHbI NeXaTb LIEHHOCTN MMOKOro LEHTPUPOBAHHOIO Ha pebeHke
noaxofa, KOTOpbIN OTpaXkaeT 3HaHWS poauTesien 0 CBOeM pebeHke U MoHuMma-
Hus ero. LLikonam Heo6x0MMO UCMONb30BaTh ABYCTOPOHHMIA MPOLECC KOMMYHU-
Kauuu1, KOTOPbIA CMOCOOCTBYET «3HAHMIO» AIBHbIX U CKPbITbIX TPYAHOCTEN, C KO-
TopbIMK yHaLmecs ¢ OB3 MOryT cTankmBaTtbCs B LLKOMbHOM XU3HW.

KnroueBbie cnoBa: OB3, poauTenuy, UHKNO3WS, padyMHble KOPPEKTMBbI, LeH-

TPUPOBaHHbIV Ha pebeHKe Noaxof,.
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