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Foreword

Down’s syndrome is the most common form of single learning disability. There are an estimated
16,000 school-age children with Down’s syndrome across the UK. The Down’s Syndrome
Association has inevitably changed and grown since it began in 1970 and, as the organisation has
developed, certain issues have come to the fore. The move towards inclusion of children with
Down’s syndrome in mainstream school has ensured that education issues have dominated the work
of the Association in recent years.

Whilst we celebrate the many success stories, increasingly we are concerned at the thousands of
enquiries we receive every year highlighting specific education problems. The requests for help have
a depressingly familiar ring as parents report difficulties in getting appropriate statements of special
educational needs, obtaining speech and language therapy, or battling for a real choice between
mainstream and special school settings. You will see hard evidence of those problems in the pages
to follow.

We believe this report is, quite simply, the most detailed and rigorous examination of the present
education situation for children with Down’s syndrome in this country. It gives vital information,
particularly in the areas of pre-school and further education, where evidence to inform future
initiatives has not existed until now. We will therefore be looking closely at these findings as we plan
our own work in the months and years ahead to ensure we continue to respond to the needs of our
members and other children with Down’s syndrome across the UK.

In the meantime, as much as our current funding allows, we provide award-winning information
materials and support on education issues. Printed information materials are available at a nominal
cost to cover production and postage and we are also able to offer these materials free to download
from our website. We provide advocacy and support for those parents who are negotiating the
complex process of obtaining a statement of special educational needs for their child or who have
experienced discrimination in schools. We are also actively increasing local support through our
team of regional development officers. Finally, we are aiming to expand our programme of expert
training and information for education professionals, for which we are able to draw on the skills of our
consortium of education experts.

At the Down’s Syndrome Association, we are dedicated to helping parents get access to the most
appropriate education for their child and we hope this report will provide the evidence required to
address the problems it reveals.

RN

Carol Boys
Chief Executive
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Introduction

Background

The Down’s Syndrome Association (DSA) was founded in 1970 as a small parent-led support
organisation and is now a national charity with around 19,000 members. The Association exists to
provide support and information for people with Down’s syndrome, their families, carers and those
with a professional interest. It also champions the rights of people with Down’s syndrome and is
committed to improving awareness and understanding of the condition.

The DSA has a national office at the Langdon Down Centre in Teddington where Victorian physician
Dr Langdon Down (after whom the condition was named) cared for people with learning disabilities.
There are also regional offices in Northern Ireland and Wales, a network of regional development
officers and over 100 affiliated volunteer support groups.

Parameters

The intention is to explore the reality of obtaining an education as seen through the eyes of parents
who currently have a child with Down’s syndrome of education age.

The report provides evidence on current provision and explores the perceptions of parents who are
making choices about their child’s education. It reveals the areas where provision is considered by
parents to be successful - and where it is not.

Issues covered include; provision of support at all stages of the education process including
pre-school and college, access to appropriate provision including choices over mainstream, special
school and other settings, the ease of obtaining appropriate statements of special educational needs
and the quantity and quality of support provided. Also included are opinions on the attitudes of
professionals encountered and feedback on the range of education support services provided by
the DSA.

Method

In the first week of March 2004, a questionnaire was sent to 5,500 parent members who are listed in
our records as having at least one child with Down’s syndrome between the ages of two and
nineteen. Where more than one child was concerned the parents were asked to fill in additional
copies of the questionnaire. The questionnaire was also made available to non-members via the
website and through publicity directed at the DSA’s network of affiliated groups.

Nearly 1,400 questionnaires were returned prior to the deadline of 28th March 2004 with a total
response rate in excess of 1,500. Of these, 1,380 were analysed and the results included in the
following report.

The statistics in the main body of the report were all taken from the data which is presented here as
an appendix. In addition to the statistical questions, respondents were invited to submit comments
on each of the issues explored. A representative sample of these written comments has also been
included in each section of this report.



Executive Summary

To follow are the key findings and conclusions of the report, along with top-line
recommendations for change.

1) GETTING A STATEMENT OF SPECIAL EDUCATIONAL NEEDS

One in three parents found getting a statement difficult and nearly half were forced to make
representations or go to tribunal to achieve an acceptable statement. The current process of
obtaining a statement of special educational needs is not sufficiently focused on the needs of the
child. Instead, parents who are not knowledgeable about the workings of the system, find them-
selves battling Local Education Authority (LEA) experts who resist the provision of support in a bid

to save money. There is evidence to suggest that inadequate support is proposed in statements with
the knowledge that only the most vocal parents will challenge this by making representations or
appealing to tribunal. This causes delays during which time children are left without support, further
reducing costs for the LEAs. The children of less determined or articulate parents may remain with
inadequate support.

Recommendations

a) Parents must be empowered to champion their child’s needs through information and
advocacy.

b) There is a need for action to be taken against those LEAs who persistently abuse the system

(e.g. with high tribunal rates). We recommend that the Department for Education and Skills
consider this as a matter of urgency.

2) ADULT SUPPORT

Common concerns expressed were over the poor levels of specialist knowledge, and even basic
literacy, amongst adult support workers in the mainstream setting. Other problems related to little or
no input from class teachers and poor communication between schools and parents.

Recommendation

Government must issue professional competence requirements and LEAs must make a commitment
to improve the standards required for the recruitment and training of all adult support workers.

3) SPEECH & LANGUAGE THERAPY (S&LT)

Two thirds of parents (66%) were of the view that state provision fails to meet their child’s needs.
Many commented on prejudice and ignorance from therapists and 35% regarded the quality of thera-
py delivered as poor.

Recommendations

There must be urgent action to:

a) ensure proper representation of S&LT in statements

b) enforce provision of S&LT by LEAs, including use of private sector resources if necessary
c) increase funding for training and recruitment of specialist S&LT workers.

4) PRE-SCHOOL OR NURSERY PROVISION

Only 58% of children with Down’s syndrome in pre-school or nursery are being provided with
support via a statement. LEAs are widely failing to inform parents of their right to a statement for
this setting (25%) or are refusing a statement prior to the child starting school (13.5%).



Recommendations

a) Parents must be informed of their right to an earlier statement to enforce LEA provision of
adequate pre-school/nursery support.
b) LEAs must commit to ensuring all children with Down’s syndrome receive a statement for

pre-school/nursery provision.

5) TRANSITION PLANNING AND FURTHER EDUCATION

The transition process, offering options for further education or employment opportunities, is being
managed poorly for many. A significant number of parents (17%) were offered no transition planning
meeting and 28% received no copy of the transition plan for their child. Options for accreditation and
for post-school opportunities are also limited for many and inclusion becomes poor.

Recommendations
a) All parents and children must be fully involved in the transition planning process.
b) Education professionals and LEAs must make better use of the range of accreditation

schemes and also offer a better range of post-school options.

6) EDUCATION CHOICES

Parents reported discrimination or prejudice (32%), poor specialist knowledge and skills (50%) and
lack of appropriate materials and information (40%) amongst education professionals with comments
indicating that these problems are more common in mainstream than in special school settings.

Recommendations

a) LEAs and schools should be advised of their legal responsibility to avoid discrimination
against children with disabilities. Efforts to improve knowledge and understanding of the
condition amongst ALL individuals in contact with students are also important.

b) An improvement in the commitment to provide training, information and materials to education
professionals responsible for teaching children with Down’s syndrome is an urgent
requirement, particularly in the mainstream setting.

7) DOWN’S SYNDROME ASSOCIATION EDUCATION SERVICES

Although the quality and range of services provided was considered good, comments indicated that
resources were inadequate and that additional support was needed in certain specific areas.

Recommendations

The Down’s Syndrome Association must find ways to increase:

a) Advocacy and information support for individual enquiries.

b) Provision of support and information direct to schools on a local level.

c) Conference and training opportunities for parents and education professionals countrywide.

d) Campaigning work to support choice and access to education in both mainstream and special
school.

e) Specialist advice and support on issues including: combined disability e.g. autism and Down’s

syndrome, transition and post-education choices.



Background

In this section we asked questions that would illustrate the representative nature of our group
of respondents. The following findings were drawn from the responses: -

Key findings

. The vast majority of respondents (99%) were, as expected, parents, indicating that this study
reflects the views of this group.

. Each of the six key groups (by education stage) has been reasonably well represented,
although it is noticeable that proportionally fewer children of secondary age are represented
than those at primary school age. This may reflect the raising in profile of the Association
over the time period in question, with more new parents tending to join in recent years than in
the past. (See Fig 1)

. In addition, the two-year-old and nineteen-year-old age groups have recorded the fewest
responses, suggesting that those in these groups falling within the age range but currently
outside the education system have declined to respond.

Representation of the Education Key Stages (Fig 1)
Colleg e or FE O;f;zr
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25%
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(early secondar y)
18%
. The high and comparatively even response rate has allowed us to ensure that those

questions relating to general education issues can be seen as being truly representative. It
has also allowed us to ensure that sufficient numbers of respondents were analysed to produce
robust data in each of the sections where the questions were relevant only to specific age
groups, such as the section on pre-school children or the section on transition issues.

. Across the entire sample, the proportion of children in mainstream to special school settings
is 51% against 34% respectively. However, further interrogation of the data shows that in
primary school age children, 67% are in the mainstream whereas by secondary level, only
27% are in the mainstream. This may demonstrate that the expectation of inclusion in
mainstream is on the rise amongst parents with younger children. However, it also appears
to support the experiences of parents with older children, which are that staying in the
mainstream can become more difficult and therefore less likely as the child grows older.

. Significantly, although only 7% of children are in split placements or in a special unit within
mainstream, it is notable that in question 66, nearly 12% of parents, when asked what they
would change, said that they would like their child to be moved to a special unit in a
mainstream school, making this the second most popular choice after “getting more support
where they are” (45%).

. All 120 of the postcode areas across the UK were represented, as well as 279 variants on
Local Education Authorities (LEAs). From this we are able to assume that each LEA across
the country is likely to have been represented.

Conclusion

. This is, overall, a robust and representative group of respondents who are well placed to
illustrate the range of experiences of all parents who have a child with Down’s syndrome
currently receiving an education in the UK.



Statement of Special Educational Needs

The vast majority of children with Down’s syndrome will receive a statement of special
educational needs from their Local Education Authority (LEA). This is intended to establish
and lay out their individual education support requirements. It compels the LEA to provide
the support identified as being necessary. However, some argue that an LEA-managed
process of needs identification is undermined by LEA management of the funding to meet
that need, with a danger that provision will be funding-led as opposed to needs-led.

This section of the questionnaire was designed to establish the degree of difficulty that
parents experience when applying for, or updating, a statement of special educational needs.
It also explores their level of satisfaction with the final statement obtained.

Some comments from parents: -

"When we received our Proposed Statement we were asked if it was acceptable to us. Never having
seen a statement before we said yes. Now 3 years on we have a 7-year-old with severe speech
problems and no provision within his statement for specific speech therapy.”

"The named school refused to accept our child unless full-time adult support was included in the
Statement. We appealed to tribunal to get this but LEA gave in a week before tribunal hearing."

"The LEA withdrew from the tribunal case one week before the date of the hearing. It had taken two
years to get to this stage... At the last moment we were told that they were not going to fight as they

sn

knew it was an ‘indefensible case’.

"As a teacher | am used to statements, the sort of language used, and | know how to play the game!
My husband, who has a degree and is well used to form filling, said he would not have been able to
do it."

"[The statement] is ten years old. It doesn’t even yet mention our son’s diagnosis of autistic
spectrum disorder, which was obtained 4 years ago."

"The statement is tailored to resources."

"Our LEA psychologist was told her job would be on the line' if she witnessed on behalf of our son
at tribunal - but she had to witness against him on behalf of the LEA!"

"The LEA decided my daughter needed to attend special school, ...their argument was, as my
daughter needed regular speech therapy, this could only be guaranteed if she attended special
school. | have since found out that this statement is just not true."”

"We get progress information and an IEP (Independent Education Plan) from the school before our
annual review. However, we don’t get any up to date medical, speech and language information until
we are at the review meeting. Also, some of the reports are written nearly a year before and so, are
out of date at the review meetings.”

"The statement was in place at the start of school but most of the items detailed did not happen for
a term and a half, after a lot of discussions."

"My son’s statement hasn’t altered since he left mainstream school to go to a Moderate Learning
Difficulties School, four years ago."

"At each annual review, we ask for more hours of support, which are always initially refused.
Then we appeal and we are then given them. Is this a game?!"

"We found the process to be very difficult, often putting us in a situation where we were in potential
conflict with professionals who we need to rely on to provide our daughter’s education.”



Key findings

. 87% of those respondents that answered the question reported that they had a final
statement.

° 33%, or one in three, parents found getting a statement either quite or very difficult.

° 7% of parents were unable to get their preferred school named on their statement.

° Only 57% reported that their proposed statement was acceptable to them with 37% needing

to make representations and a further 4% forced to go to tribunal. In addition, a minority,
1.6%, had pursued all these options but still had an unacceptable statement.

. Despite the number of parents who had to battle hard for an appropriate statement, the level
of satisfaction with the final statement was reasonably high with only 7% remaining
dissatisfied or very dissatisfied with their child’s final statement.

. 25% of those still in the process of obtaining a statement related to children of five years or
over, with the effect that they were forced to start school without an agreed statement of
special educational needs.

. Please refer also to: adult support (page 10), speech and language therapy (page 12) and
pre-school or nursery provision (page 14).

Conclusions

. It is unacceptable that so many parents have to pursue measures such as representations or
tribunals to obtain appropriate statements. Efforts should be taken to ensure better original
assessments are carried out to improve the acceptability of draft statements.

. The process should be more of a ‘level playing field’. A significant number of parents
reported feeling that they are up against LEA-appointed experts who appear to prioritise LEA
budget issues and whose knowledge of a complex system allows them an advantage.

. Provision should be made to extend the availability of parent advocates which are currently
provided by the DSA and IPSEA (Independent Panel of Special Educational Advice) but in
insufficient number to represent all parents requiring help.

. Parents’ comments indicate that the statementing process can be unnecessarily protracted,
causing avoidable stress and creating additional problems with provision.
. Also, please see adult support, S&LT and Pre-school or nursery provision sections for further

objectives re: statementing issues.



Adult Support

This section explores the parents’ experience of obtaining adult support, detailing the
amount, quality and style of support provided, including the role of the statement in
specifying support.

Some comments from parents: -

"We have been extremely fortunate to share a very experienced and enthusiastic Learning Support
Assistant (LSA) with another child with Down’s syndrome. Together they have full time support and
our daughter is making excellent progress. This is not fully covered by the two Statements."

"I feel that the job [LSA] is a specialist position and yet the person is paid minimum wage and
expected to be dedicated and trained ... it is very difficult to get dedicated staff under these
circumstances."

"The one to one helper is very good, but ... if she is ill then he cannot attend nursery because there
is no cover."

"Our daughter originally had one support worker, it works much better now she has four different
ones, specialising in different subjects. It prevents her becoming dependent on one person.”

"I do feel that the assistant and teacher need more external support as they have little experience
with children with Down’s syndrome."

"... he now attends assembly alone on some days. This allows his morning teaching assistant to
have some planning time with the class teacher."”

"the classroom assistant assigned to my child has no special training and often struggles to
overcome behavioural difficulties.”

"The support shown by the teacher and the Learning Support Assistant have been good. However,
they are not supported by the LEA — from a lack of equipment to information and visits."

"I am delighted with the support received from the teachers and learning support assistants — | am
appalled and disgusted at the lack of other provisions."

"The support was withdrawn without us being notified. This meant that there was not one member of
staff in the school, who was capable of "Signing" with our child."”

"The Head Teacher does not allow us as parents to have the names or access to any of our son’s
support staff."

"I am concerned about the LSA’'s own spelling and grammar. | have observed many mistakes in the
homelschool book we communicate through."

"His ancillary was plucked from being a kitchen helper. No interview took place... she has no
training or experience of people with special needs."

"All the staff are very open to our suggestions, especially when we have been to a conference and
come back with loads of ideas. All the help our son gets at school from his assistant, is based on
information we have obtained from the DSA and conferences."

"Our child has very good adult support now he is in a special school but it was very poor in
mainstream. His LSA appeared to have very little understanding of his needs and the other,
trained, staff... just did not have the expertise to help him."



"...the teaching assistants help other children and do small group work, so the children don’t realise
she is specifically there for our daughter, which is good. The teacher from the "in school support
service", who comes every fortnight, has been extremely helpful."”

Key findings

. 61% of children receive 21-35 hours support per week although only 43% have this specified
in their statements.

. 36% have no specified amount of time with an adult support worker in their statement.

° Only 31% said that their teaching assistants had planning time with the class teacher and a

further 51% said that they didn’t know. This reflects the comments of many parents who were
concerned at the lack of information they received about how the teaching assistant time was
managed.

° Although 69% of respondents rated the quality of adult support either excellent or very good,
the comments showed that many were concerned about lack of training and/or low levels of
ability or literacy in teaching assistants. The comments also implied that support staff were
underpaid and undervalued.

° Most respondents (75%) said that 1 or 2 teaching assistants supported their child with only
6% saying over four teaching assistants were being used. The majority (54%) of these were
shared with other children with special needs.

. Many of the comments expressed the opinion that it was beneficial for the support staff to be
involved in multiple activities, not solely concentrating on the child with special needs.

Conclusions

. In many cases, a child’s Statement does not accurately reflect the child’s level of need for
adult support.
. In the short term, specialist training and information should be made available for teachers

and support staff nationwide. In the long term this would mean a national recognised
qualification for LSA’'s with a dedicated unit on the specific learning profile of children with
Down’s syndrome.

. It is unacceptable for parents to have difficulty in gaining access to information about the way
their children are being taught and supported in the classroom.



Speech & Language Therapy (S&LT)

It is our belief that the vast majority of children with Down’s syndrome benefit enormously
from regular speech and language therapy. This service has a tendency to fall between health
and education provision and an exploration of the effect of this ambiguity has been included,
in addition to questions of quality and availability.

Some comments from parents: -

"The Speech Therapist has no previous knowledge, experience of D.S... and was not familiar with
up-to-date research. Initially she did not appear very interested and did not appear to be sticking to
requirements in the Statement.”

"[The therapist] advised my husband and myself that in her opinion ‘it is not and would not be
prudent to teach speech production’ to my child, as what currently came out of her mouth was a
reflection of what was in her brain, i.e. 'Not A Lot""

"We were advised not to have a specific amount of time for Speech and Language Therapy included
in the Statement. | intend to persevere with the LEA to increase his time spent with the therapist.

If not, we will have to fund it ourselves."

"The NHS Therapist has visited the school but is "chasing her tail". Each time she assesses my
daughter’s development, says "she is doing well" but doesn’t get to the point of putting together a
programme the support staff could deliver."

"My daughter has missed out on speech therapy even within school for the past four months due to
her speech therapist leaving the post.”

"We have had private speech therapy because we consider this a high priority...We would ideally like
much more provision through the statement.”

“My son has been on the waiting list for speech therapy since birth (now 4)."
"Over my child's school career speech/language therapy has varied between good and non-existent.”
"Our daughter does not get any speech/language therapy."

"The speech therapist seems very negative to inclusion. [She] made a comment ... that my
daughter would be better placed in special school.”

"For nearly 4 years | had been fighting for the Board to include our son's therapy under 'educational
provision', and this was done after | lodged an appeal with the Special Education Tribunal. ... At
present my case is with the Children's Law Office as the WELB (Western Education and Library
Board) failed to comply with what the Tribunal ordered them to do."

"To get my son into an Moderate Learning Difficulties school we had to agree to no SLT provision."

"l am ... still fighting for my daughter to receive speech and language as she is desperate for it.
She has received one 30-minute session in three years."

"We were ... advised that buying therapy would not benefit our son.”
"It is not clear in the statement how often or how much speech therapy our son should receive.”
"Speech and language therapy is the worst service provided for my daughter — there appears to be

an attitude of ‘she’s never going to speak properly because of her disability.” ... Overall an
extremely poor service."



"My observations on my son'’s stutter and lack of clarity in his speech have been ignored and | now
have a 16 year old whose speech is largely incomprehensible to strangers although he has lots to
express.”

"Many sessions are cancelled when therapist is sick or in meetings."
"My daughter should have received speech and language therapy as recommended in her
statement, under non-educational, from 5 years old. However, due to a severe shortage of staff, she

received none until she was 8, and then it was very little."

"Professionals say my daughter no longer needs speech and language therapy — | would disagree.
| think the decision is driven by a shortage of speech and language therapists.”

“Whilst my daughter was in mainstream education, there was no access to speech therapy. Now my
daughter is in a Special Needs School, she receives 4 sessions a week."

"I am a speech and language therapist...it’'s both a bonus and a drawback! Despite working for the
service, | had to fight hard for any decent level of provision — (particularly pre-school)."”

"Within this Authority, once you decide on mainstream school, speech therapy disappears.”
"I always feel the attitude is, she speaks well for a child with Down’s syndrome, so that will do. My

daughter has developed a stammer...and | do feel, if she was a normal child, they would be much
more concerned.”

Key findings

. The area of speech and language therapy provision has generated by far the most negative
response from parents.

. Most parents (72%) reported that a specified amount of speech and language therapy had

not been included in their statement and 62% reported that it had not been included in the
crucial section 3 of their statement where provision is guaranteed. In addition, given the inad-
equacy of statement provision, it was disturbing that some 20% reported the amount of
speech and language therapy delivered actually fell short of that specified in their statement.

° 66% disagreed or strongly disagreed with the statement that the state provision of therapy
met their child’s needs.

. In addition, 35% felt that the actual quality of therapy delivered was fairly poor or very poor.

. Many of the comments displayed an unacceptable and prejudiced attitude towards the

communication skills of children with Down’s syndrome.

Conclusions

. Provision for speech and language therapy currently falls far short of need for children with
Down’s syndrome.

. Inclusion of specified speech and language therapy requirements in statements of special
educational needs section 3 would help ensure provision is prioritised.

. There should be a steep improvement in the quality and quantity of speech and language
therapy provided, with an obligation for LEAs to buy in provision from the private sector if
necessary.

. Solutions to the problems of therapist shortages should be urgently addressed.

. Stopgap solutions such as support materials and training aids for parents and teaching
assistants should be produced and distributed as soon as possible.

. The discriminatory attitude from many professionals relating to the communication skills of

children with Down’s syndrome (i.e. he/she will never speak well anyway) must be addressed.



Pre-School or Nursery Provision

This section of the questionnaire was for parents who have a child currently in pre-school or
nursery. The education process is now considered to begin at pre-school or nursery level,
meaning that provision of education support for children as young as two falls within the
remit of the study. Here, we asked about whether support services were available and if
statements of special educational needs were being provided to ensure the supply of support
services in the pre-school setting.

Some comments from parents: -

"We were unable to have an LEA nursery place as our child had no statement. The LEA said no
statement was needed. The Head said otherwise."

"I was told my daughter didn't need a statement for pre-school but will as soon as she turns
compulsory school age. With hindsight | should have pushed this, as | know she is entitled from 3
years of age.”

"I was actively discouraged from applying for a statement for my daughter at Pre-School."”
"I did not realise until filling in this questionnaire, that my daughter could already have a statement.”

"We are currently awaiting a proposed statement from the LEA for Pre-School support. This whole
process has taken 18 months, despite our insistence on starting the process early to avoid delays.”
"I ... made a huge fuss telephoning the head of the LEA ... until she got fed up and | was told |
could now apply for statement ...l was initially told she could not have a statement until 5 years."
(Mother of 3 year old.)

"When my daughter turned 3 years old - she was entitled to go to the local playgroup, however it
took them 9 months to recruit a worker so she only spent 2 weeks at playgroup!”

Key findings

. Most pre-school children are receiving adult support (80%). However, 33% of parents
experienced varying degrees of difficulty in obtaining this support.

. Only 58% of parents had applied for a statement of special educational needs to cover their

child for pre-school/nursery with 25% not applying and a further 13.5% specifically being told
that a statement is not required until the child goes to school.

. Only 42% of proposed statements in this group specified the amount of support and therapy
required at pre-school/nursery, although 71% of final statements did specify.

Conclusions

. To ensure adequate support is available from the first, LEAs should make a commitment to
begin the statementing process as soon as the child begins pre-school/nursery or before.
. Parents should be encouraged to undergo statementing during or prior to pre-school and

should not be informed that they should wait until their child begins school.
. Support and therapy should be specified at proposed statement stage.



Transition Planning and Further Education-

This section is for parents who have a child between the ages of 15 and 19. In this age range,
we are exploring the parents’ experiences of the planning of secondary to further education,
and, leading on from that, their opinions of the further education and work options made
available to their child.

Some comments from parents: -

"Very little concrete information available yet (2 years after transition meeting)."

"I have been researching this area myself as no information seems to be available elsewhere e.g. no
information from school.”

"Not enough information has been provided to us as parents. The main problem parents with
children over 18 seem to face (certainly in our area) is the scarcity of college provision - i.e. courses
may last for one or two days a week, or half a day here or there - there is no full-time provision."

"We have drawn up our own transition plan - but local authorities aren't interested in even registering
our interest in housing options yet. ...as far as | can tell there seems to be no formal route to ascer-
tain what is appropriate.”

"It is proving to be very difficult to effect transition for our son. ...this process has been ongoing for 2
years - with no success."

"We have an excellent college option, ideally tailored to our daughter's needs. It was her expressed
preference - she wished to go away to college as her brother had done."

"No review was conducted at 16 when he left school. No information about college or training over
the last four years. No contact from Connexions - they are useless.”

"My daughter's Transitional Review was so appalling. We made a ... complaint to the LEA... We
have no faith in the Connexions service."

"Parents should be encouraged to think about and research options at an earlier age. ...and wheels
grind so slowly ..."

"School were very diligent about arranging the transition meeting but the LEA did not send
representatives or communicate appropriately re: the meeting. It eventually took place at around the
16th birthday."”

"16 years of inclusive mainstream experience was disregarded by an archaic college system which
segregates him with others with learning difficulties, literally in farthest corner of building away from
mainstream typical students.”

“This has been handled extremely well. We had a very helpful and competent advocate in our
Connexions officer."

Key findings

. A significant proportion (17%) were offered no transition planning meeting, with others, the
meeting was poorly attended with only 59% involving a Connexions worker, and only 69%
actually involving the child themselves.

. Provision of information in advance of the meeting was poor with few choices given. During
the meeting, more information was offered but, for example, only 66% offered any open
employment options.



. 31.5% of parents were given no opportunity to comment on the draft plan and 28% of
parents did not receive a copy of the transition plan at any stage.

. Most children/young adults move on to a full or part-time course at a local further education
college (47%) with 45% attending a residential further education or specialist college.
Only 6.5% move on to a work placement and 3% to a sixth form college.

. Most students at college are taught with other students with special needs (82.8%).

. Most students (73%) travel to college via the transport provided with only 10.5% using public
transport on their own and none walking in, with or without friends.

Conclusions

o The choices offered in current transition and Further Education provision is poor. Inclusion of
parents and children in the decision making process must be improved and more effort given
to supplying a wider range of choices in order to meet the child’s needs.

o The range of alternative accreditation schemes available is not being well used, denying
many students with Down’s syndrome the wherewithal to measure their achievements.
(See Fig. 2)

o Further Education opportunities are even less likely to be inclusive and integrated than those
achieved in mainstream school.

o Employment and work placement schemes are under-represented, with many parents denied

this choice for their child.

Access to accreditation for students with Down’s syndrome (Fig 2)
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Education Choices

This section explores the parents’ overall view of the education choices they have been
offered, the ability of the system to cater for the individual needs of their child, and their
perception of the attitudes, aptitudes and abilities of education professionals they have
encountered. It also aims to uncover any specifically negative attitudes they may have
encountered — if any — including those of discrimination or prejudice against children with
Down’s syndrome.

Some comments from parents on: -
Special school versus Inclusion in Mainstream

"Because my daughter started in the nursery at the school, her friends just accept her for who she is
and she’s "no big deal" to anyone."

"The staff at school have viewed my child’s presence there with great optimism. They see her
inclusion as a chance to learn new skills and help them and other children in school be accepting of
him but most importantly they see him as an asset to the school.”

"My daughter attends a Special Unit within mainstream. She is very happy and well adjusted ...
and is equally happy when mixing with her friends in the unit and also in the mainstream part of the
school. That is something she wouldn't have if she went to special school.”

"The buzzword for education needs is inclusion, inclusion, inclusion ...they are putting children in
mainstream schools without the backup or expertise for the day-to-day stuff. | sometimes feel | am
expected to be an expert on D.S. when in fact | am "only" a parent.”

"Having made the difficult decision to opt for a Severe Learning Difficulty School, we have seen our
daughter absolutely blossom."

"We chose a local school because my husband works there and my daughter had already gone
through the nursery. ... | now feel I've let my son down by making the wrong decision, because the
so called professional people have no understanding of my son's needs ....we are keeping our
fingers crossed for our son to go to a local special school. We are hoping this will meet his needs
much better."

"We have always endeavoured to have a mainstream education for our son, ... but every time we
reach a milestone e.g. infants to juniors, we have been blocked. The LEA ... make all the right
sounds but are not committed to inclusion.”

"I am very happy with my child's placement. | discriminated against special school until | visited
onell”

"She did benefit from a mainstream placement although in years 10+11 the gap was significant as
her peers were doing a lot of their GCSE's and our daughter was aware of this."

"Our local authority is bent on achieving inclusion and the reduction of special schools.
That frightens me a great deal due to the lack of real expertise in the mainstream system."

"Our daughter needs a special school and we have that agreed but we had to fight for it. Inclusion
policies have made and are making choices hard for us."

"The important factor is choice ... a mainstream only route is a dangerous 'one size fits all'
approach. ... Please advocate for quality for our children - their rights and their entitlement -
regardless of the setting."



Attitudes towards children with Down’s syndrome -

"I have encountered indifference and ... discrimination from the owner of his nursery. She didn't
want my son to be in the Christmas nativity play and said she had enough to do without having him
there as well."”

"The attitude is complacent and the comment ' he is doing very well' (for a Down's boy) sums it up."

"When | have spoken to ... Heads from other schools | have had some horrible comments about
Down's syndrome, for example: We have good grades here, that won't continue if your daughter
comes here! "

"My experience on the whole, with people, is that, wherever we go they assume he is far less able
than he actually is."”

"One Special Educational Needs Co-ordinator (SENCO) told us not to apply to his school, while one
Head proudly announced, in her Head’s speech, that one of the extra curricular activities open to

sixth formers was — "Running a tea party for local mentally handicapped children".

"When we initially applied for our daughter to gain entry into pre-school, she was declined on the
grounds that she wasn’t properly potty trained...l took the case to the Chief Education Officer, who
had the decision overturned as | felt it was discriminative."

"My main issue has been prejudice, particularly looking at Primary Schools. One teacher, who was
Head of the First School, said, "some of them can be quite violent, can’t they?" Another comment
was "most children with statements go elsewhere, we once had a child with a statement and it just
didn’t work!""

"Although the Head was great when | was looking at schools, | soon discovered he was an
opinionated individual and that he and his staff had no inclination to support and educate my son.
My son went from being a well behaved, well adjusted 4 year old, to a frightened, traumatised, badly
behaved boy. After a number of weeks, | withdrew my son from school.”

"We have been extremely fortunate with our choice of school and have found all the staff and
children to be very welcoming. They have had experience of children with Down’s syndrome in the
past and their whole attitude to integrating children with special needs is very positive.”

"When we first approached our local primary school who have very little experience in dealing with
children with special needs ...they asked us to also look at alternatives. ... we persevered ... I'm so
glad we did because subsequent meetings were so much better. ... They are keen to have training
etc. and found the DSA Education Pack for Schools very useful in making preparations.

We could not be happier with the education our son is receiving and are very fortunate to be able to
say how impressed we are with the treatment we have received. Long may it continue.”

LEA support for schools and staff

"We would like our son to attend a mainstream primary... He does require 30 hours of support...and
our fear is that the LEA will provide far fewer hours and ask the school to fund it. The school is
short of funds and will find this difficult. ... We feel we are about to do battle and are trying to equip
ourselves with the appropriate knowledge of our LEA's policies and the law on SEN."



Local provision

"I would ideally change my son to a MLD school . .. both MLD schools in our area are changing to

Severe and Complex needs ... so where does one go?"

"My child was forced to go to a special school in Herefordshire because of where we live, it was

taking between 1hr 15 minutes — 1 hr 45 minutes to get home."

"We have had to look at areas that are at least a 40 minute journey away, which will cater for my

son’s basic educational needs."”

Key findings

Encouragingly, 80% are broadly satisfied with their child’s current placement with 68% feeling
that they had not had to struggle to get their child into the facility of their choice.

However, 33%, (one in three) felt that they had encountered discrimination or prejudice from
education professionals.

22% had experienced prejudice or discrimination from other people, such as other parents or
carers.

51% had encountered a lack of specialist knowledge and skills amongst teaching
professionals.

40% had encountered a lack of appropriate materials and information for use by teaching pro-
fessionals.

40% felt that there had been a lack of professional support and guidance for them as
parents.

Given the opportunity to change something, 45% said they would like more support in their
child’s current school. Of these, 56% of parents who had a child in mainstream school, said
they would like more support against just 31% of parents whose child is in a special school.
11.6% of parents would prefer a special unit in mainstream to their current provision but just
2.2% would like to move to a special school and 2% would like to move to a mainstream
school from their current provision.

Conclusions

It is obviously not acceptable that any parents perceived that they had encountered
discrimination or prejudice from education professionals.

More problems relating to poor specialist knowledge, absence of materials and discriminatory
attitudes related to the mainstream sector than to the special school sector where these
problems were perceived to be rare. This indicates that better education, training and
resource provision for education professionals in the mainstream is a priority.

A significant proportion of parents were unhappy with current provision although basically
content with their child’s current setting. This indicates that true choice is being denied to
parents who are entitled to expect that appropriate support will be given to their child whilst in
the setting which suits their individual needs.



The Down’s Syndrome Association’s
Education Services

In this section, we explored the parents’ awareness of the range of education services
provided by the Down’s Syndrome Association, and also asked for feedback on the value of
services we provide.

Some comments from parents: -

"I like the Education Support pack for schools and the education information sheets. They are very
easy to understand and accessible to everyone."

"It is easy for parents to gain information but | think harder for schools, who have so many other
things to do. I think you could send more information directly to schools."

"Would love more seminars and conferences within the region as these are excellent for meeting
other people (parents and professionals) and are very informative and helpful."”

"I did ring and speak to someone to get free advice on what | should do next which | found helpful.”
"Keep up the good work. You are invaluable!”

"The [Education] Support pack was excellent. I've always been satisfied when | have telephoned for
advice. | attended a Statementing workshop delivered by a DSA Regional Development Officer.
Good day - could have gone on much longer as there were lots of issues. Would like more on
IEP's, review reports, questions to ask at annual review.”

"Education Officer - difficult to get access to. Workshops - not enough on a local level that we can
attend/coax the school to attend.”

"I found access to the Education Advocacy Officer very difficult. ... | do appreciate how completely
'snowed under’ she is. The criticism should really be in the system, which doesn't allow urgent
enquiries ... to be dealt with as a priority. ... All this said, keep up the good work, we do appreciate
your help and how overstretched you are!”

"Very difficult to get hold of the DSA's Education Advocate ... when | did get hold of her she was
very helpful.”

"We have had very good feedback from our daughter's nursery about the training delivered by our
regional development officer. We have also found her to be knowledgeable, hardworking,
approachable and friendly."

"Project suggestion - A real training video package for parents/carers/schools showing using speech
therapy, OT and managing behaviour etc. Direct contact with such specialists is so hard to secure
that you should be considering some form of remote learning to plug the gap.”

"We have received some great support and advice from the DSA concerning everything from the
MMR to statementing - and have found the team to be nothing but professional. Keep up the good
work!!"

"We have been so pleased with all of the help [the Education Advocate] gave us during our appeal
process. Her advice and support was invaluable. Thank you!"

"It would have been helpful for a Regional Development Officer to be present at the annual statement
meetings. We have felt very alone 'fighting' against the school.”



"Keep campaigning! Especially for special needs units within mainstream schools - it's the best of
both worlds!"

"I have always felt that the DSA has pushed for integration and mainstream - making parents of less
able children in special schools feel inferior."

"I would like to see the Association continuing their work into further education.”

"I have gratefully received lots of educational material and passed them on to my daughter’s school.
I only wished they took the time to read them!"

"I feel the DSA strongly promote integration and mainstream schooling for children with Down’s
syndrome. | was therefore devastated when | was informed by the psychologist that my son would
be best placed in a SLD (Severe Learning Difficulties) school.”

"I feel disappointed that special schools seem to be seen as second best ...For some children
mainstream education is most definitely not the best."

"Please keep up the hard work of raising the profile of children attending mainstream and its
benefits to everyone."

"I would be interested to see more research into peer relationships in a mainstream setting."
"The DSA magazine is very good and ideal for useful articles."

"Education Workshops and Conferences look good — but can they not be held in Northern
Ireland...parents in Northern Ireland can feel a bit left out as we are not on the mainland.”

"Most of the workshops you hold are hundreds of miles away."

“Very little information on Down’s syndrome and autism, which is my son’s situation.”
Key findings

. The quality of education services provided by the Down’s Syndrome Association has been
generally endorsed with the satisfaction scales ranging from 3.5 where three is neither
satisfied nor dissatisfied and four is satisfied to 4.1 where 4 is quite satisfied and 5 is very
satisfied.

. Many surveyed were unaware of the wide range of education services offered. Whilst 77.5%
were aware of the range of education materials, the information team services for individual
enquiries were known to 47% of respondents and only 28% were aware of the work of the
Regional Development Officers in providing education support.

. However, comments show that the Association is also already failing to meet the needs users
who are aware of its services because of a lack of ability to respond to the scale of demand.
The main failures in provision are for regional support where funding restraints mean a
national network is not yet fully in place, the education advocacy service which is currently
unable to cope with demand and the information team who are — like the education advocacy
officer — not always able to respond to demand due to limited staffing resources.

. Respondents also commented on the lack of access to conference and training events
because of geographical restrictions and cost.

Conclusions

. A countrywide expansion of the regional conference and training programme is essential, with
funding required to provide the service to parents at a subsidised cost.

. Revision and extension of the advocacy and advice services to meet demand is important,
especially in light of the higher profile that these services now enjoy amongst potential users.

. Expansion of the regional development officer network is being sought in order to supply staff

for all areas of the UK.






Appendix

MEMBER SURVEY ON EDUCATION — ACCESS AND CHOICES - THE QUESTIONNAIRE

AND ITS FINDINGS

Findings

* Total number of completed questionnaires entered = 1,380

* Unless otherwise stated, each percentage given is of the total number of people who have

answered that specific question

» All percentages are rounded to either 0.5 or 1%, which means that not all groups of

respondents will add up to exactly 100%

Section 1: Child’

s Background

1. What is your relationship to the child?

Response Number | %
Parent 1368 | 99.1
Other 5|04
Guardian 3102
Other relative 00
Missing 4103
1380 | 100
2. What is the current age of your child with Down’s syndrome?
Age 2 3| 4 5 6 7 8 9 |10 | 11 [ 12 | 13 | 14
Number | 2 | 96 | 93 | 100 | 108 | 111 | 95 | 94 | 76 | 78 | 76 | 93 | 82
% 0170|6872 |78|80]69|68|55|57|55|6.8]|5.9
Age 15 | 16 | 17 | 18 | 19 | Miss | Tot
Number | 61 | 64 | 63 | 40 | 34 | 14 | 1380
% 4414614629 ]25]| 01 100
3. Which of the following stages of education is your child currently in?
Response Number %
Key Stage one (infant) 342 24.8
Key Stage two (junior) 312 22.6
Key Stage three (early secondary) 244 17.7
Pre-school or nursery 185 13.4
Key Stage four (late secondary) 168 12.2
College or FE 95 6.9
Other 27 2.0
Missing 7 0.5
1380 100




4. Which year group is your child in?

Response Number %
Preschool 164 11.9
Year 12+ 135 9.8
Reception 128 9.3
Year 2 109 7.9
Year 1 108 7.8
Year 8 96 7.0
Year 4 92 6.7
Year 3 90 6.5
Year 7 77 5.6
Year 5 71 5.1
Year 6 70 5.1
Year 10 67 4.9
Year 9 59 4.3
Year 11 59 4.3
Missing 55 4.0
1380 100

5. What is the first part of the postcode of your permanent home in the UK?
120 different responses were recorded, out of 120 possible postcodes in the UK.

5a. Which Local Education Authority (LEA) do you live in?

279 variants on names of LEAs were recorded.

6. Which term best describes the educational setting that your child is currently in?

Response Number | %
Mainstream 704 51.0
Special 470 34.1
Special unit within mainstream 59 4.3
Mainstream/special split placement 41 3.0
Special/FE college split placement 38 2.8
Other 33 24
Mainstream/FE College split placement 17 1.2
Home education 3 0.2
Missing 15 1.1
1380 100

Section 2: Statements

7. Which of these statements most accurately describes your current situation?

Response Number | %
| have a final statement of special educational needs 1205 87.3
My LEA is carrying out a statutory assessment and | am 57 41
awaiting a proposed statement
| have not yet started the statementing process 40 29
| am in the process of making representations 23 1.7
| am in the process of appealing to tribunal against my final statement 7 0.5
Missing 48 3.5
1380 100




8. Getting an acceptable statement of my child’s special educational needs was (or is):

Very easy Quite easy Neither easy nor Quite difficult Very difficult
difficult
1 2 3 4 5
Code 1 2 3 4 5 Miss | Total | Mean Point on scale
No 163 | 335 | 342 | 284 | 171 85 1380 2,97
% 11.8 1243 | 248 1206|124 | 6.2 100

9. Does your final statement name the school for which you expressed a preference?

Response Number %
YES 1069 88.1
NO 87 7.2
Don’t Know 58 4.8
Total 1214 100

10. Please tell us at what stage your final statement was acceptable to you?

Response Number %
The proposed statement following statutory assessment was acceptable 690 574
The statement was acceptable following representations 444 36.9
The statement was acceptable following a tribunal decision 49 4.1
The statement is still not acceptable despite representations and appeal to tribunal 20 1.6
Total 1203 100

11. How satisfied you are with your child’s final statement? (Please circle one number)

Very satisfied Satisfied Neither satisfied Dissatisfied Very dissatisfied
nor dissatisfied
5 4 3 2 1
Code 5 4 3 2 1 Total Mean Point on scale
No 306 | 654 | 188 | 77 1 1226 3.97
% 250|533 |1153 6.3 |01 100

12. If your child has had a final statement for more than one year, do you receive
up-to-date reports at least two weeks before your child’s annual review meeting?

Response Number %
Always 637 52.8
Sometimes 300 24.9
Never 147 12.2
Not applicable 122 10.1
Total 1206 100

13. If your child has moved from (i) primary to secondary or (ii) from primary to middle

school or (iii) from middle school to secondary school this September, did you receive

an amended statement naming your child’s new school before February 15" 2002?

Response Number %
YES 90 8.8
NO 73 7.1
N/A 860 84.1
Total 1023 100

14. Please use the space below to write any comments you have on issues relating to
your statement: QOpen ended question




Section 3: Adult Support

This section is about the extra adult support your child gets. Please check your statement, if you need to,
in order to answer questions accurately.

15. How much adult support does your statement currently specify?

Response Number %
Between 21 and 35 hours per week 495 42.6
No specified amount 423 36.4
Between 11 and 20 hours per week 190 16.4
Up to 10 hours per week 54 4.6
Total 1162 100
16. How much adult support is actually being delivered?
Response Number %
Between 21 and 35 hours per week 652 61.3
Between 11 and 20 hours per week 221 20.8
Up to 10 hours per week 101 9.5
None at all 89 8.4
Total 1063 100

17. How many teaching assistants or learning support assistants support your child?

Code 1 2 3 4 | Over4 Total
No 457 | 389 | 143 | 68 75 1132
% 404 | 344 | 126 | 6.0 6.6 100

18. Is (are) your child’s teaching assistant(s) or learning support assistant(s) shared with
other children with statements?

Response Number %
YES 627 54.1
NO 449 38.7
Don’'t Know 84 7.2
Total 1160 100

19. Does (do) your child’s teaching assistant(s) or learning support assistant(s) have any

extra time for planning with teachers?

Response Number %
YES 359 30.9
NO 209 18.0
Don’'t Know 593 51.1
Total 1161 100




20. Does your child take part in any activities without their teaching assistant/learning
support assistant? (Please circle all numbers that apply)

Response | Number | % (1205) | These percentages
Outside play 508 42.2 are taken of the
Lunch 464 38.5 total number of
Assembly 455 37.8 respondents who
PE 242 201 have a final
Storytime 238 19.8 statement of special
Others 181 15.0 educational needs -
Music 178 14.8 see Question 7
Art 125 10.4
Literacy 53 4.4
Numeracy 53 4.4
Don’t know 1 0.1

21. Is your child withdrawn from class for any special sessions? (These may include for
example one-to-one speech therapy, horse riding, shopping trips)

Response Number %
YES 811 68.7
NO 286 24.2
Don’t Know 84 71
Total 1181 100

22. How much time each week is your child withdrawn from class for special sessions?

Response Number %

1-2 hours 258 30.9
Less than one hour 250 29.9
2-5 hours 236 28.2
5-10 hours 67 8.0
More than 10 hours 25 3.0
Total 836 100

23. Which lesson is your child withdrawn from?

These percentages (fpr Questions 23 — 25) are taken of the total number of respondents who have a final
statement of special educational needs (see Question 7) minus those whose children are not withdrawn
from classes (or who don’t know) — see Question 21. l.e. 1207 — 370 = 835

Response Number | % (835)
Don’t know 369 44.2
Other 264 31.6
Numeracy 165 19.8
Literacy 156 18.7
Languages 60 7.2
Science 45 5.4




24. What types of activity are covered in these special sessions?

Response Number | % (835)
Language work 454 54.4
Reading 295 35.3
Writing 257 30.8
Maths 256 30.7
Other 232 27.8
Computer work 197 23.6
Trips out of school 154 18.4
Swimming 130 15.6
Riding 74 8.9
Don’t know 45 5.4
25. Who takes these sessions?
Response Number | % (835)
Learning support assistant/teaching assistant 559 66.9
Speech therapist 400 47.9
Support teacher 146 17.5
Class teacher 127 15.2
Other 97 11.6
SENCo 91 10.9
Don’t know 40 4.8

26. Are other children involved in these sessions?
Always Usually Sometimes Rarely Never Don’t know

5 4 3 2 1 0

Code 5 4 3 2 1 0 | Total | Mean Point on scale
No 147 | 148 | 290 | 91 128 | 67 | 871 3.1
% 16.9 | 17.0 | 33.3 | 104 | 14.7 | 7.7 | 100

27. In the classroom, does your child take part in the same lessons as the other children?
Always Usually Sometimes Rarely Never Don’t know

5 4 3 2 1 0

Code 5 4 3 2 1 0 | Total | Mean Point on scale
No 491 | 496 | 135 | 14 | 8 17 | 1161 4.3
% 423 | 427 | 116 (1207 |15 | 100

28. In the classroom, does your child’s teaching assistant/learning support assistant sit
next to them?

Always Usually Sometimes Rarely Never Don’t know

5 4 3 2 1 0

Code 5 4 3 2 1 0 Total | Mean Point on scale
No 117 | 415 | 408 | 31 | 10 | 153 | 1134 3.6
% 10.3 | 36.6 | 36.0 | 2.7 | 0.9 | 13.5| 100




29. Does your child’s teaching assistant/learning support assistant help other children?
Always Usually Sometimes Rarely Never Don’t know

5 4 3 2 1 0

Code 5 4 3 2 1 0 | Total | Mean Point on scale
No 253 | 284 | 413 | 75 | 16 | 95 | 1136 3.7
% 22.3 1250|1364 |66|14|84]| 100

30. Does your child’s teacher(s) work with your child either individually or in a small group?
Always Usually Sometimes Rarely Never Don’t know

5 4 3 2 1 0

Code 5 4 3 2 1 0 | Total | Mean Point on scale
No 191 | 282 | 451 | 84 | 25 | 114 | 1147 3.5
% 16.7 | 246 | 393 (7.3 [22| 99 | 100

31. If anyone comes into school once a term or more to see your child or advise staff,
where are they from? (Please circle all numbers that apply)

Response Number | % (1205) | These percentages
Speech & Language Therapy service 705 58.5 are taken of the total
LEA support service 254 21.1 number of
Educational Psychology service 199 16.5 respondents who
There are no visits 182 15.1 have a final
Don’t know 138 115 statement of special
A special school 60 5.0 educational needs -
see Question 7

32. What is your opinion of the overall QUALITY of adult support provided?
(Please circle one number)
Excellent Very good Satisfactory Fairly poor Very poor

5 4 3 2 1

Code 5 4 3 2 1 Total | Mean Point on scale
No 361 | 438 | 284 | 56 | 19 | 1158 3.9
% 312|378 |245|148 |16 | 100

33. Please use the space below to write any comments you have on issues relating to
adult support:

Open ended question



Section 4: Speech & Language Therapy

This section is about speech and language therapy — how much your child has and how you obtain it.
Please check your statement if you need to in order to answer questions accurately.

34. Does your final statement make clear in Section 3 how often the speech and
language therapist is to visit the school?

35.

36.

37.

38.

Response Number %
YES 360 30.6
NO 729 62.0
Don’t Know 87 7.4
Total 1176 100

How much time from a qualified speech & language therapist is specified in your

statement?

Response Number %

No fixed amount 830 721
More than two sessions/visits per term 161 14.0
Less than two sessions/visits per term 160 13.9
Total 1151 100

How much time from a qualified speech & language therapist is your child receiving
as a result of your statement? (Please circle one number only)

Response Number %

Don’t know 441 44.2
As stipulated in my statement 271 27.2
Less than the amount stipulated in my statement 203 20.4
More than the amount stipulated in my statement 82 8.2
Total 997 100

Do you have access to additional speech and language therapy for your child other than
that specified in their statement?
Response Number %
YES 224 19.4
NO 852 73.7
Don’t Know 80 6.9
Total 1156 100
Who is the speech and language therapy being delivered by?
Response Number %
Programme devised and monitored by a professional speech therapist but delivered 471 39.9
by teachers and support staff
Programme delivered by a combination of the above 276 23.4
It is currently not being delivered 216 18.3
Programme delivered directly one-to-one by a speech and language therapist 166 14.2
Other 50 4.2
Total 1179 100




39. Who is the speech and language therapy being funded by?

These percentages are taken of the total

number of respondents who have a final

statement of special educational needs -

see Question 7

Response Number | % (1205)
My local education authority 491 40.7
My local health authority 349 29.0
Don’t know 223 18.5
Another source 82 6.8
It has not been provided as yet 64 5.3

40. If you do not have access to additional speech and language therapy for your child, to

what extent do you agree or disagree with the following statements? If you do have

access, please go to question 41.

Strongly agree -5 Agree -4

Neither agree nor disagree - 3 Disagree - 2

Strongly disagree -1

Statement Total 5 4 3 2 1 Mean
No. Point on

scale

| would like to buy additional provision but have been 665 176 | 122 | 192 | 75 | 100 3.3

prevented from doing so by the lack of qualified

therapists in my area

| would like to buy additional provision but have been 667 153 | 126 | 179 | 93 | 116 3.2

prevented from doing so by lack of money

The speech and language therapy provided by the 756 43 | 93 | 114 | 168 | 338 21

state meets my child’s needs

41. What is your opinion of the QUALITY of speech and language therapy you child
receives (from any source)? (Please circle one number)

Excellent

5

42. Please use the space below to write any comments you have on issues relating to

Very good Satisfactory Fairly poor Very poor
4 3 2 1
Code 5 4 3 2 1 Total | Mean Point on scale
No 128 | 233 | 387 | 216 | 183 | 1147 29
% 11.2 1 20.3 | 33.7 | 18.8 | 16.0 | 100

speech and language therapy:

Open ended question




Section 5: Pre-school / Nursery

43. Do you feel that your child needs additional adult support at pre-school or nursery?

Response Number %
YES 150 78.1
NO 34 17.7
Don’'t Know 8 4.2
Total 192 100

44. Are you receiving additional adult support for your child in pre-school or nursery?

Response Number %
YES 152 80.0
NO 33 17.4
Don't Know 5 2.6
Total 190 100

45. Are you experiencing, or have you experienced, difficulty in getting adult support for

your child in pre-school or nursery? (Please circle one number only)

Response Number %

No real difficulty at all 96 50.8
Not applicable 30 15.9
Yes, some difficulty which was eventually resolved but after some time 19 101
Yes, great difficulty without a satisfactory solution as yet 16 8.5
Yes, some difficulty which was quickly resolved 14 7.4
Yes, great difficulty but with a satisfactory solution 14 7.4
Total 189 100

46. Have you applied for a statement of special educational needs to cover your child

whilst at pre-school or nursery? (Please circle one number only)

Response Number %
Yes 109 58.9
No 47 254
Enquired only & told | do not need one until my child goes to school 25 13.5
Don’t know 4 2.2
185 100

47. Have you received either a proposed or final statement of special educational needs?

Response Number %

No 82 44.3
Yes (Final statement) 82 44.3
Yes (Proposed statement) 16 8.7
Don’t know 5 2.7
Total 185 100

48. Was the amount of support and therapy required by your child in nursery/pre-school

stipulated in your PROPOSED statement?

Response | Number | %
YES 16 43.2
NO 12 32.4
Don't Know 9 24.3
Total 37 100




49. Was the amount of support and therapy required by your child in nursery/pre-school
stipulated in your FINAL statement?

Response | Number | %
YES 71 71.0
NO 17 17.0
Don'’t Know 12 12.0
Total 100 100

Section 6: Transition Planning and Further Education

50. Were you offered a 14+ transition meeting at the first annual review following your

child’s 14" birthday?

Response Number %
YES 236 82.5
NO 49 17.1
Don’t Know 1 0.4
Total 286 (21%) | 100
51. Who was involved in the transition meeting?
Response Number | % (262) Percentage taken of
Myself 240 91.6 respondents with
School representative 235 89.6 children aged between 15
My child 181 69.0 & 19 — see Question 2
Connexions service representative 155 59.1 =262
LEA representative 97 37.0
Careers service representative 89 34.0
Other person 74 28.2
Representative of a further education establishment 32 12.2

52.
you offered?

Either in the transition meeting, or in written information before, which options were

Response Number In advance of At meeting (%)
meeting (%)
Local Further Education College 188 18 82
Residential Further Education or Specialist College 101 18 82
Sixth form school 54 24 76
Work placement/work experience 52 27 73
Other option 46 31 69
Open employment (standard pay) 6 34 66
53. Did you receive a copy of the transition plan?
Response | Number %
YES 170 63.9
NO 75 28.2
Don’'t Know 21 7.9
Total 266 100




54. Were you invited to comment on the draft transition plan?

Response Number %
YES 140 54.5
NO 81 315
Don’'t Know 36 14.0
Total 257 100
55. What topics were included in the transition plan?
Response Number | % (262) Percentage taken of
Local Further Education College 145 55.3 respondents with children
Residential Further Education or Specialist College 89 34.0 aged between 15 & 19 —
Work placement or work experience 49 18.7 see Question 2
Sixth form school 45 17.1 =262
Other option 40 15.3
Open employment 7 2.7

56. Who did you consult with when planning your child’s future?
Response Number | % (262) Percentage taken of respondents with
School/education social services 159 60.7 children aged between 15 & 19 — see
Connexions 123 46.9 Question 2
Other parents 117 447 =262
Careers advisors 78 29.8
Transition personnel 62 23.7
Other 30 11.5
Disability groups 26 9.9
Benefits agency 11 4.2

57.
from the options below:

If your child has access to a flexible course with a choice of options, please indicate

Days per week (%)
Response Number | 1 2 | 3|4 |5
Course at College of FE: special needs department 105 19| 6 | 8 | 24 | 43
Work placement 27 85 |11 |0 | 41| 0
Course at College of FE e.g. GNVQ 18 55| 6 |11 ] 11|17
Other 1 18]118| 9 | 0 | 55

58. If your child has access to accreditation, please indicate from the options below:
Percentages for Questions 58 and 59 are of respondents with children aged between 15 & 19 — see Question 2

=262

Response Number | % (262)
ASDAN 110 42.0
Certificate of Achievement 94 35.9
Entry Levels 46 17.6
GCSE 29 11.1
NVQ 28 10.7
OCR 22 8.4
AQA 21 8.0
No access 15 57
Other 12 4.6
Edexcel 11 4.2




59. In terms of your child’s transition, which would be your preferred option? - please
assume ALL options below are available.

Response Number | % (262)
Local further education college 125 47.7
Residential further education or specialist college 118 45.0
Work placement or work experience 90 34.4
Sixth form school 42 16.0
Other 17 6.5
Open employment (standard pay) 16 6.1

60. Does your child attend college:

Response | Number | %
FT 59 59.6
PT 40 40.4
Don’t know 0 0
Total 99 100
61. At college, are they taught with:
Response Number | %
Mostly students with special needs 82 82.8
A mixture of both 15 15.2
Mostly ordinary students 2 2.0
Don’t know 0 0
Total 99 100

62. At college, do they have a teaching assistant or a learning support assistant:

Response Number | %

To share with others 70 72.9

A mixture of both 11 11.5

For themselves 10 104

Don’t know 5 5.2

Total 96 100

63. How do they get to college?

Response Number | % (95) Percentages
Use transport provided 69 72.6 taken of total
Stay at the college (residential) 10 10.5 no.of
Use public transport on their own 10 10.5 respondents
Get taken by a relative or carer 9 9.5 with children in
Other 6 6.3 College/FE =95
Walk on their own 0 0 (see questiorg)
Walk with their friends 0 0

64. Please use the space below to write any comments you have on issues relating to
transition and further education:

Open ended question



Section 7: Your Education Choices

65. To what extent do you agree/disagree with the following statements which explore in
greater depth your experiences in getting access to a suitable education for your child?

Strongly agree - 5 Agree -4  Neither agree nor disagree —3 Disagree - 2

Strongly disagree -1

Statement Total 5 4 3 2 1 Mean Point
No. on scale
| am satisfied with my child’s current placement 1321 | 520 | 536 | 140 | 83 | 42 4.1
and with the provision being made
| have encountered a lack of specialist knowledge 1296 | 272 | 385 | 213 | 237 | 189 3.2
and skills amongst teaching professionals
| have encountered a lack of appropriate materials 1296 | 213 | 311 | 298 | 284 | 190 3.1
and information for use by teaching professionals
| have encountered a lack of expert support, 1294 | 234 | 285 | 261 | 310 | 204 3.0
information and guidance for me as a parent or
carer
| have encountered discrimination or prejudice 1293 | 197 | 226 | 185 | 323 | 362 2.7
from professionals within the education system
| have encountered discrimination or prejudice 1289 88 | 195 | 200 | 400 | 406 24
from others (e.g. other parents or children)
| have had difficulty getting access to the specific 1264 | 149 | 119 | 132 | 345 | 519 2.2
pre-school, school or college of my choice
66. If you could change something would you:

Response Number | %

Have more support in your child’s current school 621 45.0

Move to a special unit within a mainstream school 160 11.6

Move to a special school 30 2.2

Move to a mainstream school 28 2.0

Missing 541 39.2

Total 1380 100

67. Please use the space below to write any comments you have on issues relating to

your education choices and experiences: (Please use the space on next page if required)

Open ended question




Section 8: About Us

68.

69.

Percentage of total
number of
respondents —i.e.
1380

Which of the following education support services provided by the Down’s Syndrome
Association are you aware of?

Response Number %

Education materials (including leaflets, videos, fact sheets) 1070 775

Education workshops and conferences 933 67.6

Website (including educational materials) 906 65.7

Education advocacy officer (statementing help) 674 48.8

Information team (including Education Officer) 649 47.0

Campaigning work (for access to education) 623 45.1

Support from Regional Development Officer 389 28.2

How satisfied are you with the following aspects of the Down’s Syndrome

Association’s education services?

Very satisfied -5 Quite satisfied - 4 Neither satisfied - 3  Slightly dissatisfied - 2 Very dissatisfied -1

nor dissatisfied

Response Total 5 4 3 2 |1 Mean Point on
No. scale

Education materials (including leaflets, videos, 868 325|382 | 133 |17 | 11 41

fact sheets)

Information team (including Education Officer) 579 204 | 214 | 122 | 21| 18 4.0
Education workshops and conferences 633 179 |1 266 | 157 |22 | 9 3.9
Website (including educational materials) 388 126 | 107 | 123 | 17 | 15 3.8
Education advocacy officer (statementing help) 450 114 1163 [ 137 |25 | 11 3.8
Campaigning work (for access to education) 434 110 | 166 | 124 | 22 | 12 3.8
Support from Regional Development Officer 320 72 | 75 | 127 | 21| 25 3.5
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