Evidence from Parents and Children 17/04/2008

Services for children with speech, language and com munication needs:

Evidence from parents and children

Two thousand parents and children have responded to the on-line questionnaire;
ten consultation groups were held around England; five with children and five
with parents. The review team visited schools and services around the country.
Parents who attended came from a range of backgrounds and had children with
all kinds of speech, language and communication needs (SLCNs). In the box
below we read the story of one parent and why she came to the consultation
group. Like most parents, this mother wanted to share her experiences and to
see improvements in speech and language services for all children...

My son has Down’s Syndrome, which is a well researc  hed, recognised
condition. And it's well known that with the condit ion goes significant
speech and language communication delay, so as soon as he was born
we were struggling to get him into the system.

The health visitor, the specialist health visitor ¢ ame to the house and
said "As long as there is a group available you wil | start speech and
language therapy". And | didn't know what that was, what that was going
to entail, | didn't know what it meant, who would b e involved, and I just
thought that happened to everybody.

But we were very lucky | mean from 8 months old my son started until he
went to school, and he had weekly speech and langua  ge therapy with a
brilliant speech and language therapist. He was wit  h a group of other
children with the same condition for the majority o f the sessions and
then he had one to one in his year before school. S o we have had a
fantastic experience and it has made the world of d ifference to him, and
his ability to communicate.

| just assumed that everybody got that, all 've do  ne is praise the system
and think how fantastic it is, and now we've hit sc hool | think reality has
hit home as to quite how the system works and how y ou have to fight.
You know patchy isn't the word, sketchy isn't the w ord it's gone
completely to the wall, so | wanted to share thatw  e've had a really good
preschool experience.

Parent of 5 year old boy
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Parents were asked to describe how their children’s difficulties with speech and
language had been identified and to talk about the services they had received.
They were encouraged to share their experiences, both good and bad, and to
share their ideas for how things could be improved. The children were asked to
participate in activities which explored their experiences of talking situations and
their views of people who helped them. The box below shows one of the activities
we used to help children to talk about their experiences. The appendices give
further detail of the consultation process.

Circles of friendship

Children were asked to talk about and to draw people who helped them,
particularly people who helped them with their talking. They draw themselves in
the middle of the dart board and then draw or make stickers for other people they
know. People who are helpful are placed close to themselves in the middle.
People who were unhelpful are placed further away in the outer circles. Here a
15 year old girl tells us that her family, friends and teachers are helpful to her; her
“speach teraphasted” is also quite helpful; but a particular boy in her class is
placed right outside the circles. This boy was unkind and teased her because of
her speech.
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Findings

Parents and children have told us about their experiences. Their words and

pictures are used wherever possible to convey just how big an impact speech,

language and communication difficulties have on their lives and how the services

they receive can make a difference. Some of these stories are good ones:
Through Sure Start, we actually had training as parents on how to help and

communicate which was so brilliant because it took away all the frustration
from him and it took away the frustration from us. Parent of 7 year old boy

but for some, the picture is distressing. One mother told us
there are no good stories for (my child). sibling reporting for parent of 5 year old boy

Their experiences are organised under the following key messages. This is the
parents’ vision of the ideal world:

Communication is fundamental

Diagnosis is timely and careful

Services are well signposted with easy access

People work in partnership

Specialist resources are appropriate and available

Speech, language and communication needs are recog  nised
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Communication is fundamental

17/04/2008

A}I like speech and language and communication to b
agenda. I'd like those people to see and understand
fundamental most important thing that a newborn bab
and that all of the ASBO's and the behaviour and di

importance and put at the top of the agenda, then h

seen that with my child, how he cannot communicate.
everything else; communication is just a fundamenta

\_

that basic skill. So if it was understood that, tha  t was the prime

resources will follow. | can't stress how | feel th at it is so important. I've

e at the top of the \

that it is the
y child can learn
fficulties stem from

opefully the

It leads to
| thing.

Parent of 3 year old boy/

Parents of children with speech, language and communication needs sense a
lack of awareness among others that communication is the ‘key to life’ . They are
concerned that the ability to communicate, to speak and understand is taken for

granted.

Speech, language and communication is the most important thing in all our
children, regardless of their disabilities, it's their key to life. Parent of 5 year old

boy.

The children also agreed that talking is an important part of all aspects of their
lives. When asked to draw pictures of people they talked to and places they
talked, they produced pictures that show us all the key aspects of their lives —
their family , their friendships , their school and their activities .
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Parents expressed concern about their own understanding of speech and
language development . They wondered how, particularly as a first time parent,
they should know when a child should be ‘talking’ and ‘babbling’ and would like
an understanding of the normal pattern of speech and language development in
children in order to identify when something is not quite right:

By the time he was three he wasn't saying anything, just "uh”, pointing and
"uh uh", for everything he wanted. Cos I've never been around children |
didn't think there was any problem. Parent of 14 year old boy

Parents’ solutions:

Speech, language and communication skills at the to p
of the agenda.

Information and guidance about communication,
speech and language development given to all
parents.
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Diagnosis is timely and careful

~

/I think that initial finding out quickly, at the ag e of 2, has made all the
difference because all the professionals we see com  ment on how
confident our son is. And we haven't got the behavi oural issues,
because they've given him alternative ways to commu nicate at an
early age, so he didn't get frustrated.

.

Parent of 3 year old boy/

Parents, a family member, friend, or professional, become aware that something
Is not right. There is a wide variation in the timing of this initial concern, and how
seriously their concerns are taken:

| have got an older daughter as well....and obviously | felt she wasn’t
developing as well, | know each child is different. | did initially go to my
Health Visitor and got told that speech can develop when they're 3 or 4,
don't worry she'll gradually catch up. But with the other children she's mixed
with in playgroup and nursery, she just wasn't developing as well. So when
she started nursery, like 4 days a week | mentioned it to her nursery teacher

and she was the one who actually got in contact with the speech therapist.
Parent of 5 year old girl

Parents often suspect that something is not right but need professional input to
put the pieces of the jigsaw together and form a diagnosis.

My daughter was 6 months old when we started noticing problems. She
never looked at you, she didn't stare, she didn't have eye contact. There
was no babbling, very little communication and | thought she was deaf for a
long time. Parent of girl aged 4 years

You know that there's something wrong, it's not right, there are things that
are wrong. | can say what the things wrong are but | can't make a
diagnosis.’ Parent of boys aged 4 and 6 years

Although parents may often recognise that their child has a difficulty
communicating, it is often a professional, or a team of professionals who provide
a diagnosis or label. Parents shared positive experiences of being picked up at
the 2 year health visitor assessment and moving immediately into Sure Start:

He was taken for his 2 year assessment and straight away the health visitor
got on to Sure Start. Straight away they sent in a speech therapist and |
was lucky it was caught just like that. Parent of 4 year old boy
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Parents reported a range of professionals who ‘missed’ the SLCNs even when a
parent had flagged up their concern. Some parents have found that their general
practitioners are either ‘not interested’, label the parents as ‘overprotective’ or
openly dismiss their concerns.

We asked him if there was a problem and my doctor’s reaction was "Well |
don't think there's really anything wrong with children these days, it's all just

names for different things, something to call this and that." Parent of girl of 4
years

A diagnosis (perhaps tentative) is then usually given by a professional. The
manner in which this is done, and the resulting impact that it has on the parent,
varies considerably, many of these experiences are bad.

It was so terrifying. Imagine for almost a month | was really locking myself
inside thinking all about all the bad stuff. | am accepting the facts but which
one is applicable to him? She didn’t explain anything. Parent of 4 year old boy

When | first was told that my children had these disorders | locked myself
away. | had friends that had children with special needs who just
understood, and | just wanted to be on my own. And it is hard, it really is
hard. parent of 3 boys aged 7 tol14 years.

Parents would like:

Someone taking you seriously actually, someone who actually listens to
your concerns. Parent of 3 year old boy

Parents’ Solutions:
To be taken seriously
Training for professionals on presenting a diagnosi S
Support for parents

A clearly defined route providing access to informa tion and
services.
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Services are well signposted with easy access

mhink it's very harsh, you're feeling very vulner able and so raw, to \
then have to go and ask for any sort of help. Andt  he help tends to

come all at once. You've suddenly got speech, you'v e got

paediatricians and you've got all these services fo r your child. And

all the people that you've been to playgroup with f  or the last two

years, their children are now talking, walking, run ning, they are all

filling in their school forms and you haven't got a clue what is going

to happen with yours. | think that's one of the rea  lly scary things in

the early days, which is why it's really hard on the parents .

Parent of 5 year old by

Parents report concerns around the lack of information about resources and
services, although parents had found helpful support from the voluntary sector.

I've also become a member of Afasic which is a national group for speech
and language and that's been good because they have a helpline. So you
know if you are ever not sure about things like statementing you can talk to
the helpline. Parent of 7 year old boy

However, for many parents, their main source of information was each other.

| find out about resources from other parents, not from the professionals.
Talking to other parents — “Oh there's an ICAN nursery”. | didn't know this,
my son never went to it, it would have been great, but he never went to it.
And | actually enquired about it, and by then he was too old to go to it. So it
was like ‘OK we missed that’, what's the next thing that I'm going to find |
should have put my son forward for? Parent of 4 year old boy

For some parents, access into the system was straightforward

We were lucky, | suppose, in that we did see a speech and language rather

early but that was more to do with feeding than anything else. Parent of 6 year
old girl

| think because our son was diagnosed the day after he was born, then we
had the portage from a very early age, and the portage service felt like it
was a referral to all these different agencies and so we were able to access
things really quickly. parent 3 year old boy
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Others had experienced a long wait or cuts in services, which they described as
‘ludicrous’ and ‘scandalous’.

She's been assessed once, we were told she may speak, she may not

speak and that was six months ago. We've had nothing since. Parent of 2 year
old girl

Sure Start, the speech and language therapists were invaluable. But they've
now got rid of them in my area. Parent of 7 year old boy

Parents struggle to find a clear pathway and to understand the logic of the
service structure that is full of unexpected barriers.

It's like you're walking into a wall everywhere you go. Parent 5 year old girl

Once a child is in the system access there is not necessarily a clearly
identified pathway and it is still possible for a child to be monitored and in
reality ‘slip through the net’ or when they reach school age, simply ‘drop off the
end’.

It was fine getting as far as the assessment, and then | really grew to hate
the word monitoring, because they just kept saying especially with my child,
monitor, monitor, monitor, monitor and they monitored him until it was too
late and then we couldn't get anything. He was monitored till he was 5 and
then it was handed over to the school. And | can just remember saying, this
speech therapist actually said to me "Well I'm afraid he's one of these
children who slipped through the net" and | said "Well how can he, I've been

on the case load for 3 years, how can he have slipped through the net"?
Parent of 3 children; sons aged 7 and 10 years had speech and language difficulties

Provision at secondary school can be non-existent. One parent was told:

Unfortunately as he is at secondary school we do not provide a service for

this age group. He will be discharged from speech and language therapy.
Parent of 16 year old boy, questionnaire response

Continuity is constantly raised as an issue, both in terms of having contact with
the same therapist, and having contact on a regular basis. They described the
benefits...

She did the review for him and she said ‘| remember you’. And that was
wonderful that she actually remembered him from the group, it made life
easier for everybody. Parent of 10 year old boy

10



Evidence from Parents and Children 17/04/2008

..and the reality...

The actual last time a speech therapist of any description saw her was five
years ago. And the only information we've had from Speech therapy in

those five years is "Your new SLT will be such and such a person, who will
come and visit." "Such and such a person has left, so your new SLT will be

so and so”, who has left. And for 5 years that has happened. parent of 18 year
old

...and the feelings of being ‘deserted’ or left ‘in mid-air’, ‘in limbo’

It's just like the beginning for him, he can't even respond to his own name
and mum'’s like, she feels really sad, that at the most crucial point the
speech therapist decides to think about decisions. "Oh we'll let you know".
We're not even sure if we're going to hear from them or not. sibling reporting for
the Parent of 5 year old boylt hasn't been consistent, the people who have come
are only there for a few months and then they move on. And that's been the
main concern for us throughout the time that he's been involved with
speech therapists really. Parent of 9 year old boy

Children’s memories of the speech and language therapy they have received
are somewhat disjointed and it's difficult to know what they made of the
process. They said that getting to know a new therapist was hard — perhaps
reinforcing parents concerns about lack of continuity.

11
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Parents all agreed that the statementing process was particularly problematic...

| eventually got the speech and language part put in the right part of the
statement and still had to fight with the school to have speech and language

come in because they're short of everything and it was difficult. parent of 7 year
old girl

..and the relationship between health and education with regard to speech and
language therapy services is seen as ‘ridiculous’.

Before school you're under health with speech and language therapy. You
go to school and you're under education. Perhaps there are quite a lot of

speech and language therapists in health, but not enough in education.
Parent of 5 year old boy.

Generally parents were concerned about the ‘severe shortage’, the high turnover
of speech and language therapists and the lack of cover when a speech and
language therapist is on maternity or long-term sick leave. They suggest:

More speech and language therapists, and more support for them, so we

don’t lose our entire service when they go on maternity leave. Parent of 4 year
old boy,

If the system works in favour of a child with SLCNs the parents tend to attribute
this to their ability to ‘battle’ or to ‘luck’.

Parents’ solutions:
Well signposted services
Information packs and leaflets
More speech and language therapists

Financial support for SLTs returning to work

12
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People work in partnership

| think we've been quite lucky really because we've kind of got a \
different experience, but the Sure Start speech the  rapist came to us.

I mean within a couple of months she did actually s end us to the
paediatrician, she got the area SENCO involved and  everybody

joined forces really... the SENCO goes into the pre  school and

they've done training with the people that work at the preschool and

also the children are all Makaton signing so that m  y son's included

and doesn't feel separate. And the speech and langu  age therapist is

also going in now__ to do another six week course and she is just

going to work in a group of 5 which is who he'll go to school with in

September.
K Parent of 3 year old boy

Parents are keen to be involved and want to work in partnership with a range of
professionals and staff in schools. They also want professionals to work in
partnership with each other. Many parents find that the successful collaboration
they may have experienced in pre-school settings ends as soon as their child
enters school and is even less apparent at secondary school.

In preschool the speech and language that we had, | was involved in. There
was constant targets being set and we all knew where we were going. We
would practise at home; we would develop it at sessions. And then you go
to school and you're told that a speech and language therapist will write the
programme that programme will be taken to school; it will then be delivered
by the support staff. Parent of 5 year old boy

A key part of working in partnership, of working collaboratively is effective
communication and some parents have experience of pre-school settings that
demonstrate exemplary collaboration with ‘everybody singing from the same
song sheet’. Others had experienced the approach known as ‘Team Around the
Child" and saw this as a very effective framework for ensuring good
communication between parents and professionals:

Every week we communicate, everybody there has a set agenda of what
needs to be done in a certain amount of time, we get minutes, they are
typed for you so everybody has written down what they are supposed to
achieve by a certain date. parent of a 4 year old girl

13
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The parents are pragmatic about the amount of help that is available, about the
limited funds that are available and are happy to be resourceful and take
responsibility. However, they appreciate support, guidance and training.

‘More than Words’ that was very good, that involved us going. And also
home visits, that was really good. Parent of boys aged 4 and 6 years.

Parents talked about approaches that they had found beneficial for themselves
and their children, such as Makaton signing, but observed that the training
appears to be limited. Some parents are ‘completely self-taught' and others
describe a rather hands off approach to training:

It was kind of do it yourself. “So, here you go. Here's the pack; here's the
slides; we'll show you a few”. The preschool have worked really hard, but
there was no sort of formal training for us to go on or anything. And it's not
that easy when you are looking at a page, to know what the sign is meant to
be from that page. Parent of 3 year old boy

Parents Solutions:

Speech and language therapy integrated with earlyy  ears
services

A speech and language therapist assigned to every
mainstream school

Training for parents

14
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Specialist resources are appropriate and available

me was basically born flat, and had to be resuscita  ted, and \
he left hospital at 4 weeks. He couldn't suck so he was

drinking from a tiny little cup. We used to spend h ours

teaching him just to take the milk, and a speechan d

language therapist came in and actually taught ust o do
exercises to teach him to suck. | have to say that was an
amazing experience, and we were so impressed withs  peech
and language at that time. Thinking if this is what the

services are going to be like, then this is fantast  ic.

K Parent 10 year old boy

Parents comment on the individual expertise of speech and language therapists
and about that of their child’s teachers. Individual speech and language
therapists are highly valued by parents being described as ‘brilliant’, ‘great’
‘fantastic’ and ‘gold-plated’. Parents value the unique blend of skills and
knowledge that bring specific expertise to their child. However, they raise
concerns about the level of specialism that is sometimes needed.

A VOCA! which was paid for by Education, a communication system, but we

don't have the expertise, the local expertise, for somebody to help us with it.
Parent of 10 year old boy

Parents want speech and language therapists to have ‘funding for ongoing
training’, in order to gain specialist knowledge and skills.

Training in schools is seen as essential to enable staff to teach and support all
children more effectively

They don’'t understand how difficult the acquisition of language is......Parent of 4
year old boy

When those children stand up and say 'when you speak that to me, when
you say that to me, you need to change a bit of it if you see that | don't get
it, check back with me, check back with me after a few minutes or before
the end of the day that | understand that right'. They're the things that would
help so many children. parent of 20 year old girl

! Voice Output Communication Aid
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Parents also report difficulties sourcing funding for equipment, such as
communication aids, as well as practical issues around more basic
communication aids, which are vital for their child’s communication, such as
picture symbols:

We haven't got a computer to do them ourselves, so we have them done for
us. And the actual pack from the LSA, and the way she's been helping us
do these, has been a long time coming. Parent of 4 year old girl

Parents talk about the expectation to self fund PECS?, at ‘£40 for a small pack’,
or videos to help with Makaton, for example, Mr Tumble videos.

To self-fund is a lot of money pParent of 3 year old boy

Funding seems to be the main thing behind seemingly random decisions
about who gets help and who doesn'’t. Parent of 8 year old boy

Parents Solutions:
Specialist training for speech and language therapi sts

Training about the development of speech, language and
communication skills for teachers and support worke rs

The right care for every child — tailored packages

2 PECS - Picture Exchange Communication System
Frost, L., and Bondy, A. (1994). The picture exaf@onommunication system: Training manual. Pyramid
Educational Consultants, Cherry Hill, N.J.
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Speech, language and communication needs are recogn  ised

| think outside this world, that we have all come i nto, people
don’t understand quite how completely encompassing it is

and how difficult it is.
Parent of 4 year old boy

Parents and children shared experiences about the impact of SLCN s on their
everyday lives. They talked of times when they were excluded and stigmatised.
However they also described positive experiences of support and inclusion.

The children told us about times when they have been excluded.

( % ) %

Parents, too, experience isolation and exclusion.

Because my children couldn't understand how to communicate with other
children that had no special needs, | didn't take them (to the park). | would
never take my child to a park, because | wouldn't know how to respond if

my child had gone up to another child and wanted to play but accidentally
pushed him or hit him. pParent of 3 boys.

Parents and children meet with a lack of understanding of SLCNs. Their
children often look like any normal child and yet behave differently.

They don't think quickly and they can't express themselves quickly, but they
look as if they can manage. All my children stare at people because they
are looking for cues, and that causes fights. Parent 2 boys and 2 girls

(% -
%

o+
Both parents and children experience a whole range of emotions connected with
SLCNs, embarrassment, feelings of inadequacy, fear for the future amongst
many others.

% !/ -
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When you go home your mum is saying you'’re not strict enough with him....
but you haven't got to clamp down on them so hard, | feel, because they
don't understand, you know. parent of 2 year old boy

| went to a meeting | heard the (services) director saying he had gone into a
prison and he could see that at least 50% of the prisoners had speech and
language difficulties ... And | could see my children without help were going
to get into trouble, particularly the boys. Parent of 4 children with SLCNs

However, their experiences are not all bad. Parents and children talked about
special people and special places where they are supported and included. The
children mention particular friends, particular teachers and particular members of
the family by name. These are special people .

o+

The children can count on these special people for help when the going gets
tough ....

% % 2% % 324 !
% %
[

Children also have special places where they go to talk with their friends. This
lovely picture shows a young girl (aged 8 years) with her friends gathering to talk.
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