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Autonomy, rights and children with special educational needs:
the distinctiveness of Wales
Jean Ware

School of Education and Human Development, Bangor University, Gwynedd, UK

ABSTRACT
Wales was the first UK country to incorporate the UNCRC into
domestic law and the first to appoint a children’s commissioner.
Wales is distinctive in the strong links between education and the
promotion of the Welsh language as evidenced in successive
Welsh language strategies. With regard to children with special
educational needs, the 2018 Additional Learning Needs and
Educational Tribunal Act makes provision for children’s voices to
be heard in their own right. This paper examines the complexities
in hearing the voices of children with severe and profound
learning difficulties (SPMLD), and how these can be addressed in
the language context of Wales. It concludes that there are
cautious grounds for optimism about our ability to hear the views
of children with SPMLD, as long as we are prepared to
acknowledge the resource implications. However, there is a need
for more debate about the potential tensions between the Welsh
language strategy and making provision for children with special
educational needs in their preferred language. This debate needs
to be informed by research on the impact of immersion education
on progress, access to the curriculum and inclusion for children
with SPMLD, and on their views about all aspects of their provision.

KEYWORDS
Wales; education; severe and
profound learning difficulties;
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Introduction

There are a number of ways in which Wales can lay claim to being innovative; it was the
first country in the UK to incorporate the UNCRC into domestic law, and the first to
appoint a children’s commissioner. Since devolution, the education system in Wales has
also become increasingly distinct, especially from that in England, to which it was
closely tied in the past (SESC 2018). Arguably, the most significant of these differences
is the place of the Welsh language within education and the role envisaged for education
by the Welsh government in increasing the number of Welsh speakers (Welsh Govern-
ment 2017a). Other distinctive features include an emphasis on community schools;
there are no academies and no free schools in Wales, and all state secondary schools
are comprehensives. There is also a smaller proportion of faith schools than in
England, with faith schools comprising just 14% of schools in Wales in comparison
with more than 30% in England. Compared with England and Northern Ireland, a
higher proportion of children in Wales are identified as having SEN (22.6%) (Welsh
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Government 2018a); this is unsurprising given the link between SEN and poverty (Wales
is the poorest UK nation). In line with the emphasis on community schools, Wales has a
strong emphasis on inclusion, with relatively large numbers of children with SEN in main-
stream schools. A number of counties provide for many children with SEN in mainstream
units at primary level, and there are also some secondary units, and although this form of
provision may partly be driven by low population density, it may also be seen to reflect an
inclusive ethos within Welsh education policy. This paper seeks to examine the way in
which some of these distinctive characteristics interact to impact the extent to which chil-
dren with SEN inWales are able to exercise their rights and have their voices heard; and in
particular how this applies to children with severe or profound learning difficulties
(SPMLD) or very severe communication difficulties.

The current context

Education inWales is currently undergoing a major period of change. One key impetus for
these changes has been Wales’ position within successive cycles of the PISA tests. It has
been widely reported that Wales has performed the least well of the four home nations
in each cycle since 2006, meaning that, on average children in Wales achieve lower
scores than children in England, Scotland, or Northern Ireland. In the context of children’s
rights, however, as cautioned by Rees (2018) and the Innocenti group (Chzhen et al. 2018),
it is worth remembering that average scores are only one way of looking at the PISA
results, with the level of equality between children from different backgrounds being
another important issue. On this measure, Wales outperforms the other home nations.
Nonetheless, recent reviews of Welsh Education by the OECD (OECD 2014) and of the
School Curriculum by Professor Graham Donaldson (Donaldson 2015) were commis-
sioned by the government to address the headline PISA test results. A new approach to
the school curriculum is currently being developed in response to the Donaldson
report, and a new curriculum will be in place from September 2022.

At the same time, the system for supporting children with Special Educational Needs
(SEN) is being revised. A new Additional Learning Needs and Education Tribunal
(Wales) Act was passed in January 2018 (the ALNET Act), and a new Code of Practice
for Additional Learning Needs (ALN) comes into effect from September 2020. A draft
version of this code was published in 2017 (Welsh Government 2017b) and aspects of
it are already being trialled in a number of schools.

In addition, there have been considerable developments in Welsh language policy since
devolution. People who are not fromWales may not be aware of the strength of the Welsh
language in Wales. Currently, around 19% of the adult population speak Welsh (Welsh
Government 2018a), and a substantial and growing proportion of children are educated
wholly or partly through the medium of Welsh. In 2016, 16% of children were in
Welsh medium schools and a further 10% in schools which were either bilingual or
where there was significant provision through the medium of Welsh. Welsh (as either a
first or second language) is compulsory for all children up to the age of 16 (Jones
2016). The Welsh Government sees education as having a key role to play in realising
its vision of a fully bilingual Wales. There have been a number of policy documents
over the past two decades which emphasise this (WAG 2003; Welsh Government
2012a, 2017a). The most recent, and by far the most ambitious lays out a vision for
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more or less doubling the number of Welsh Speakers to one million by 2050 (Welsh Gov-
ernment 2017a).

Severe and profound learning difficulties

In order to understand the particular challenges involved in hearing the voices and views
of children and young people with profound and multiple learning difficulties, it is necess-
ary to define what is meant by profound and multiple learning difficulty. As Bellamy et al.
(2010) point out there is no agreed definition of profound and multiple learning difficul-
ties. One widely cited definition is that given by the PMLD Network according to which
people with PMLD:

. Have more than one disability

. Have a profound learning disability

. Have great difficulty communicating

. Need high levels of support with most aspects of daily life

. May have additional sensory or physical disabilities, complex health needs or mental
health difficulties

. May display behaviours that challenge us
○ (PMLD Network, cited in MENCAP and the Challenging Behaviour Foundation,

undated)

One thing that is emphasised in all discussions about the characteristics of people with
PMLD is the great difficulty they have in communicating, which is of particular impor-
tance in relation to hearing the voices and views of people with PMLD.

Welsh policy framework for children with SEN/ALN

Like England and Scotland, over the past few years, Wales has been involved in reviewing
and revising provision for children and young people with SEN. The new system inWales,
which will be implemented from September 2020, still has quite a lot in common with the
English system; for example, the new ALN Code like the 2014 SEND code in England (DfE
and Department of Health 2015), will cater for children and young people aged 0-25; and
when a new code of practice is issued, it will have statutory force. However, there are also
important differences; Wales has decided to replace ‘Special Educational Needs’ and
‘Learning Difficulties and Disabilities’ with the term ‘Additional Learning Needs
(ALN)’. This term was previously used in Wales to refer to a much wider group of chil-
dren, including, for example Young Carers, and Gypsy Travellers (National Assembly
for Wales 2006). However, in the ALNET Act the term Additional Learning Needs’ is
defined exactly as SEN was defined in the 2002 Code of Practice for SEN, with the excep-
tion that it applies to children and young people from the ages of 0-25; rather than to those
up to the age of 16 only. Wales has also decided that all children with ALN will be entitled
to an Individual Development Plan (IDP) (Welsh Government 2017b), whereas in
England, only the small percentage of children with the most severe needs are now entitled
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to an Education Health and Care Plan (EHCP). Given that the Act has not yet been
implemented, only its potential impact on children’s rights in general and their specific
voices in particular can be examined in this paper.

The ALNET Act: participation by children and young people

The ALNET Act has an ambitious vision:

Our vision for Wales is for a fully inclusive education system where all learners have equity of
access to education that meets their needs and enables them to participate, benefit from, and
enjoy learning. (Welsh Government 2017b, 1)

One of the ten core aims which are intended to make this vision a reality is to ensure the
increased participation of children and young people: the Act requires that learners’ views
should always be considered as part of the planning process, along with those of their
parents:

The additional learning needs and Tribunal (Wales) Act creates a legal framework to ensure
that learners’ needs are identified early, addressed quickly, and their views wishes and feelings
are at the heart of the planning process to support them to overcome barriers to learning and
achieve their full potential (Welsh Government 2017b, 1).

Children and young people with SEN were included in consultation workshops which
were held on a relatively early draft of the bill (Welsh Government 2016). It seems unlikely
that any of the children or young people who were involved in this consultation had pro-
found intellectual impairments, although children from three special schools that cater for
a wide range of learners with SEN, including those with profound and multiple learning
difficulties were involved in the consultation process.

On the whole, children were positive about the likely impact of the ALNET Act on their
voices being heard. There were also one or two sceptical voices pointing out that if people
really wanted to listen to them and involve them they could already be doing this, and a
new law might not make a lot of difference. However, the overwhelming majority of chil-
dren, including all those from special schools, were positive about the idea of being
involved in preparing their own IDP.

However, despite the general optimism of both the children and the adults who took
part in the consultation on the draft bill that children’s voices would be heard, it seems
to me from the little research that there is on this issue that the precedents are not particu-
larly good.Work by Palikara et al suggests that in EHC plans in England, the section which
reports the child’s perspective was completed in the first person in slightly less than two-
thirds of the plans (63.6%) and even where the first person was used there were often
strong indications that it was not the child speaking. Fewer than 1 in 5 plans stated
how the child’s perspective had been obtained, and often it was stated that parents had
filled in this section, as the child’s representative. In Palikara’s study children whose
EHC plans were examined had a variety of needs, and probably included some children
with severe and profound learning difficulties, but Palikara et al. did not look at the inter-
action between how children’s voices were collected and type or level of disability,
although they do comment that EHC plans for children in mainstream were of higher
quality (2018).
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Several of the children from special schools, whose answers are cited in the consultation
report on the draft ALNET Bill, stated that they did not want their parents involved and a
few children/young people expressed concern about the potential for disagreement with
parents over aspects of their provision, particularly in relation to the right of appeal.
For example one of the young people from the special school sample said:

It’s hard to argue with your parents or your teachers. I’m quite confident and speak up in
school – I have no problem with voicing my opinions, but I have never discussed my edu-
cational plan or anything like that with my parents and when it is an actual thing that’s cur-
rently being discussed… I think I would be worried that they might think that what they
think is the right thing for me and I might think something differently and then that puts
me and my parents into conflict. I know that’s not the intention, but that might be what
happens. (Welsh Government 2016, 40)

This highlights an issue that has been raised previously by Riddell et al. in relation to
Scotland: that it is not clear whose voice will win if children and parents are not in agree-
ment (Riddell et al. 2018) and that this is a particular problem in relation to appeals. This
point is also raised by Holtom, Lloyd-Jones, and Watkins (2014) in their evaluation report
on the pilot project on children and young people’s right to appeal to the Special Edu-
cational needs Tribunal for Wales.

Children’s involvement in redress mechanisms

The children’s rights impact assessment of the ALNET Act (Welsh Government 2018b)
specifically mentions that it aims to strengthen participation by children and young
people and their parents, and for children to have a right of appeal and, if they are
unable to exercise it for themselves, someone (A ‘case-friend’) to exercise it on their
behalf. In this regard, person-centred planning is emphasised. There is no doubt here
of the intention to listen to children’s voices, but it may still be difficult for those voices
to be heard as distinct from those of their parents or carers. It is too early to say what
impact this attempt to strengthen children’s rights will have, but in a pilot of young
people’s right to appeal to the Special Educational Needs Tribunal for Wales, from
2012 to 2014 no young people made an appeal. The evaluation of the pilot (Holtom,
Lloyd-Jones, and Watkins 2014) reports that young people were aware of their rights,
and as appeals were intended to be a last resort when the system had failed, the pilot
was deemed successful. However, both the pilot areas identified that communicating
rights to those with complex needs, including those with profound learning difficulties
was a significant challenge, and one of the pilot authorities appears to have taken the
decision that part of the process of informing children and young people about their
rights would be to identify those children whose needs were too complex for them to
take part in the process and to whom it was therefore inappropriate to explain their
rights. That is most likely to be true where the children concerned have severe or profound
intellectual disabilities or serious communication impairments. Perhaps children in this
position need an independent advocate appointed, who will attempt to ascertain and com-
municate their views, using the methods outlined later in this paper. Of course, in the
majority of cases, parents may well continue to be the best advocates for their child, but
it may still be helpful for the child to have, as it were, a separate voice.
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Children’s rights and the language of education

One of the most distinctive features of the Welsh education system is the proportion of
children, including those with SEN, who are educated wholly or partly through the
medium of Welsh. The home language background of the children in these schools
varies considerably; in some schools, almost all the children come from Welsh-speaking
homes, while in others, the great majority of the children are from English-speaking
homes (Lewis 2006). Except in those areas where almost all primary education is
through Welsh, parents have the right to choose the language through which their chil-
dren are educated. In practice, it is likely that many parents discuss this aspect of
school choice with their children, for example at secondary transfer, but children’s partici-
pation in this choice is not mentioned in the relevant legislation.

Historically, policy in the areas of SEN and the language (i.e. English or Welsh) through
which children are educated have been almost entirely separate. However, Chapter 2 of the
draft code of practice for ALN (Principles) states that:

Where a governing body or local authority is considering whether a child or young person
has ALN or is preparing an IDP, they should pay particular regard to whether Welsh or
English is the preferred mode of communication with the child or young person. (Welsh
Government 2017b, 10, para 2.32)

But it is not clear how the child will be enabled to state their language preference,
especially if they do not communicate verbally. There is also considerable emphasis
within the code on the duty on Schools and services to make Additional Learning Pro-
vision available in Welsh. Services must consider whether the child or young person
needs ALP in Welsh. If they do, this must be documented in the IDP and services must
take ‘all reasonable steps’ to secure the provision in Welsh. This attempts to address the
shortage of services through the medium of Welsh that has been a problem for Welsh-
speaking families with children with SEN for many years, for example in relation to
speech therapy and educational psychology provision (Welsh Government 2012b). But
it is worth noting that there is no reciprocal duty in the ALNET Act for services to consider
whether the child or young person needs ALP in English. In parts of Wales, special school
and other specialist provision may only be available through the medium of English. The
draft code of practice also makes clear that children from Welsh-speaking homes in
English Medium provision should be supported by a Welsh-speaking member of staff
where necessary. By contrast in parts North Wales, some provision is only available
through the medium of Welsh. – So in some areas, primary education is only available
through the medium of Welsh, and the only two special schools in Gwynedd which
cater for children with SLD and PMLD are Welsh Medium. Of course, it is likely that
what happens in practice is far more nuanced than suggested by Local Authority or gov-
ernment policy statements, and anecdotal evidence suggests that practice in terms of the
language in which children are supported varies between schools, and in response to indi-
vidual children’s needs.

Research findings on Welsh medium education and children’s voices

There is a considerable amount of research into Welsh Medium education, but very little
of it is from a children’s rights perspective or seeks the views of children themselves on the
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language through which they are educated, and children with SEN are almost entirely
absent. The research does suggest that children in Welsh medium schools have a generally
positive attitude to the Welsh language regardless of whether their home language back-
ground is Welsh or English (e.g. Thomas, Apolloni, and Lewis 2014; Owen 2018). Neither
Owen’s nor Thomas et al.’s research involves children with SEN; Thomas et al.’s research
does focus on children’s views about the use of Welsh and English in school. The 8-11year
old children from English-speaking homes in their study expressed broadly positive atti-
tudes towards both Welsh and English, although they were more positive about English.
Children in two counties felt that children should be able to use whichever language they
preferred at school; interestingly one of these counties was Gwynedd where almost all
primary education is throughWelsh. Children were also less confident about their abilities
in Welsh than in English, and, although the researchers state that ‘all children were able to
express themselves sufficiently inWelsh’ (Italics in original) (Thomas, Apolloni, and Lewis
2014, 354), it is not clear that they could always express their views to their own satisfac-
tion through Welsh.

Evidence of this comes from earlier in the same paper where it is stated that:

In most cases, children responded to the interviewer’s questions in Welsh. However, there
were two groups of children, one in Conwy and the other in Cardiff, in which some of the
children responded exclusively in English throughout the interview. (Thomas, Apolloni,
and Lewis 2014, 348)

It seems entirely possible that these children were expressing a preference for conduct-
ing the conversation with the researcher in English.

Thomas et al.’s research was conducted with the aim of identifying potential policy
initiatives which could encourage children to use Welsh more, rather than from that of
hearing the children’s views on immersion education; however it seems that some of
the children involved in the focus groups for this study were making a clear statement
about the language they preferred to use. Other research does show that children from
English-speaking homes who continue in Welsh-Medium education do eventually
become fully fluent in Welsh, but that this may not be until they are in secondary
school (e.g. Rhys and Thomas 2013).

Enquiries to researchers specialising in Welsh immersion education uncovered only
one small unpublished study which includes children with SEN (Lye 2015). In this
study, Lye compared children with moderate learning difficulties and typically developing
children from Welsh- and English- speaking homes who attended the same mainstream
schools. She found that the children with moderate learning difficulties from English-
speaking homes were the least proficient in the Welsh language. Lye’s research, like that
of other researchers in this area, did not compare the results of the participants in curri-
culum subjects other than English and Welsh.

Brentnall (2009), reviewing more than two decades of research, suggests there is evi-
dence that pupils in immersion settings may not always have sufficient command of the
language through which they are being educated to enable them to understand the con-
cepts being taught. Given these findings, and the general view that access to the curriculum
is a right for children with SEN, it is, perhaps surprising that there is very little research on
how children’s access to the curriculum is affected by being educated through a language
in which they are not yet fully fluent; and in particular how this impacts children with
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SEN, who may already be struggling to access the curriculum. The study currently being
undertaken by Jones looking at access to the curriculum for children with SEN from
English-speaking homes being educated through Welsh is an exception (Jones 2018).
Jones’ early results suggest that the majority of teachers (83%) in Welsh Medium
schools have experience of teaching a learner with SEN from an English-speaking
home, and that teachers employ a range of strategies to support these learners to access
the curriculum, and these may include using English to communicate with the child,
although a few teachers did say that they would never use English. Interestingly, when
asked, approximately 50% of Jones’ sample said that they would consider suggesting
that a child with SEN should transfer to an English Medium school. However, Jones
research does not cover the views of the children themselves. Research on children’s
views from other areas of the world where children experience immersion education
(e.g. Canada) is also extremely scarce. What little literature there is, is divided on
whether children who are struggling with the curriculum in a bilingual/ immersion
environment cope better if transferred to a school which offers education through their
first language (e.g. Cleave et al. 2014; Genesee 2007; Wiss 1989).

Listening to the voices of people with profound and complex difficulties

Whitehurst (2007) raises the issue of the extent to which we fail to listen to the views of
people with profound and complex difficulties, because we lack the resources or expertise
to gain those views. Her study is one of very few which reports how views and opinions
were obtained. Her study also suggests that considerable expertise and investment in train-
ing and resources are required if the views of young people with complex communication
needs are to be obtained. Interestingly, it points out that the only way we may be able to
obtain the views of some children or young people about particular activities may be by
supporting them to participate and then gathering their views about whether they
would want to repeat such an experience. Bishton (2007) also reports the methods she
used to try and obtain the views of primary school-aged children with SLD and PMLD
in detail. Bishton’s study was concerned with aspects of school which children did and
did not like. She used three different methods to obtain the children’s views: an interview
through the mediation of a puppet, a diamond ranking game and photographs taken by
the children themselves. Triangulation between the different methods suggests that
Bishton was successful in obtaining the views of most of the children in her study. Disap-
pointingly, however, she reports that none of her three methods enabled her to obtain the
views of either of the two children with PMLD originally involved in the study.

However, other authors are more positive about the possibilities, while still cautioning
that there are considerable challenges in both eliciting views and being sure that these have
not been unduly influenced by the elicitation strategy. Brewster discusses this issue expli-
citly in her paper in a special issue of British Journal of Learning Disabilities edited by
Lewis and Porter in 2004. She looked at the use of Talking Mats (which uses pre-prepared
symbols to assist communication) and cautions that the symbols which are supplied can
limit the views expressed, even by individuals who are competent at using AAC (Brewster
2004). In the same special issue, a small-scale case study by Ware (2004) of one boy with a
very profound level of learning difficulty suggests that one possible way forward may be
through triangulating the views of those who know the child well. Ware showed video
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footage of Declan engaged in a variety of activities to members of his family and found that
their interpretations of his responses did not always agree. These findings do not just high-
light the difficulty of interpreting the communication of people with PMLD, but more
positively that where the interpretations of several people do agree, they may well be
correct.

The findings of a new report by MENCAP and the Challenging Behaviour Foundation
(MENCAP and CBF, undated) are also more positive about the possibility of being able to
elicit the views of children and young people with Severe or Profound learning difficulties.
In one of the projects reported, a carefully prepared for visit to the individual includes a
one-to-one interview using talking mats, and other appropriate methods, direct involve-
ment in activities with the individual, observation, and a follow-up questionnaire to
family carers. The researchers stress the importance of taking time in preparation and
in carrying out the work with the child or young person themselves. Overall this report
reinforces Whitehurst’s conclusion, that a considerable investment in time and the devel-
opment of expertise and resources is necessary to enable us to hear the voices of children
and young people with severe or profound learning difficulties. Nonetheless, it will still be
necessary to heed the cautions expressed by Grove, Bunning, Porter and Olsson two
decades ago that ascribing meaning to the communication of a person who is not able
to confirm that what they meant will always be a matter of inference that could be incor-
rect (Grove et al. 1999).

Conclusion

The case of Wales highlights the complexities to be negotiated around the voices and
rights of children (and their parents) in a minority language situation. The research is
beginning to show that it is possible to hear the voices of children with PMLD or very
severe communication difficulties, and to hear those voices as distinct from those of
their parents or caregivers where appropriate. In order to do so, the relevant parties will
have to be prepared to expend considerable resources in terms both of time and of training
for the practitioners involved. It is possible to enable the voices of these children and
young people to be heard more frequently than at present. However, in a minority
language situation such as Wales, there are tensions around children’s rights and the
language of education. In this area, a number of different rights seem to be in conflict;
and an examination of the evidence does not (yet) allow a resolution of these conflicts.
Children with SEN whose home and heritage language is Welsh have a right to be edu-
cated and supported through Welsh, and there is a clear obligation in the ALNET Act
for Local Authorities to ensure such provision. The obligations on Local Authorities to
ensure the right of children with SEN whose home and heritage language is English to
be educated and supported through English seems less clear within the legislation.
Perhaps that is because, historically, it has been provision through Welsh which has
been hard to obtain.

However, it may also be because the rights of the two groups may sometimes either
actually or apparently be in conflict, and also conflict with the right of parents in Wales
to choose the language in which their children are educated, and with the role of education
in ensuring the ongoing health of the Welsh language. Children and parents may have
different preferences about the language of education, for a variety of reasons. There is
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little research which looks specifically at either the outcomes for children with SEN of
being in immersion education, and what there is generally lacks sufficient rigour for
reliable conclusions to be drawn and there is none which looks at outcomes for children
with PMLD. Research on the views of children with SEN about immersion education is
almost non-existent. There needs to be research in this area, and such research needs to
acknowledge the inherent tensions in the situation and the possibility that different posi-
tive outcomes such as inclusion in the local community and achievement of other goals
may have to be balanced. Such research needs to include the voices of the children
themselves.
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