A Collection of Stories
Detailing Families’ Journeys
Through Community
Health Services

Barnardo’s and CCHP in Partnership with Families

Barnardo’s have worked in partnership
with parents to gather accounts and
experiences of families when they have
a child living with certain conditions.
These accounts give an insight into
the positives and challenges, and an
understanding of the journey (and care
pathway) to access services and a diagnosis
through community paediatricians.
We would like to say a huge thank you to
all of the families and professionals who
have supported us with this work, it will
help many others through their journeys.
Completed 2015.

Thank you to all the children and young people
who contributed artwork for this booklet.
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Family Story

Living with Developmental
Co-ordination
Difficulties (DCD)
Noticing the first signs

“I

think I knew that there was something
different from birth really. He was
meeting all of his developmental
milestones, but he always seemed to be
so demanding. People would say, oh yes
my child is just the same, but I knew it was
different. I was constantly worrying about
him. I had my second baby when my son
was 18 months old, I started to notice the
differences between them which made me
think that there was definitely something
there. My eldest son started nursery 2 days
a week so that I had some 1:1 time with my
youngest. Whilst at nursery the workers
started to ask questions about his hearing
as he often didn’t respond to them. We got
his ears tested, but I knew that wasn’t it, as I
could be at the bottom of the garden, whisper
chocolate and he would come running!
When he left nursery I remember them
telling me that they felt he might struggle
at school, but I think I just buried it.”

Referral to Community Health Services
“When we attended his first school parent’s
evening, his teacher told us that he needed
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constant supervision. He was also very
impulsive and didn’t have much self-restraint,
although he wasn’t naughty as such, he
just couldn’t stop himself sometimes. We
decided at this stage that we would take a
two pronged approach, so we went to our GP
with our concerns and the school brought
in the Educational Psychologist. They did
observations of him at school and he did
tests as part of their assessments, but he
seemed to be just below the threshold for
Autistic Spectrum Disorder or ADHD. It was
all still a bit vague really. I think they said
that he had general co-ordination difficulties
and mild developmental delay in some areas.
The good thing that came out of all it for us
was that we had an open referral for the
Community Paediatrician. This meant that
we had access to expert advice if we needed
it, which made us feel a bit more in control.”

Further referral and diagnosis
“By this stage we were tearing our hair out
with his behaviour. It was all quite low level
and not naughty we were still really unsure
what to do. At a year 4 parent’s evening son’s
Teacher said to us, Something is not right.
That was quite an important moment for us.

She had been using strategies within school
to manage his behaviour, but he was still not
processing information or completing tasks, he
had problems with writing and concentration
difficulties. We contacted the Paediatrician
and reopened the referral. The Paediatrician
referred my son to the Occupational Therapy
(OT) service. They made us aware that there
was a long waiting list and it may take a long
time. I have to say I wasn’t very optimistic, I
thought it would be the same as everything
else up until now. We finally got a letter
inviting us for an assessment to see if they
could help him. We met with 2 OT’s at the
first appointment. They chatted to both us
and our son, He loved that! There was loads
of exciting equipment to use and he really
enjoyed all of the attention. They felt they
could help him and offered us 10 sessions
working on his core muscles and helping with
writing. They also talked to him about what
he would like to focus on and he said that he
would really like to be able to ride a bike”.
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What happened next
“My son really enjoyed his weekly sessions and
his OT was brilliant. Although the sessions
were Therapist lead she always gave him
choices like which equipment he wanted to use.
He was always allowed to express preferences
and have an input. The OT quickly picked up on
my son’s interest in technology and suggested
that I filmed some of the sessions on my phone
to document his progress and play it back to
him. “For one of his sessions we met the OT
at Blaise Castle so that she could go through
some tips to help him with riding his bike. She
also gave us a step by step programme to
work on with him. After a couple of weeks he
had mastered it! We filmed it and he took it in
to show his OT, he was bursting with pride!”
“We are optimistic for his future. The transition
to senior school has gone well. It feels that the
gap between him and others has lessened and
he is getting much more out of life now. Of
all of the professionals the one that I felt the
least relevant has been the most beneficial
to him. I am full of admiration that she has
been able to bring the best out in him.”
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Family Story

Living with ADHD

Noticing the first signs

Diagnosis and further involvement

first started to notice at play group. He
was about 3. He wasn’t as advanced or
meeting the milestones as some of the
other children - hand writing, fine motor skills,
cutting with scissors and reading. He was
very withdrawn and quiet. I knew there was
something wrong. Trying to get somebody
to listen to me was difficult because I was
told that I worry too much and that he was
gonna be fine. You then think is it me, am
I reading too much into it? So you tend to
leave it and not pursue it. As he got older I
noticed his behaviour more. He was on an IEP
(Individualised Education Plan). He was having
problems in school with his friends, he wasn’t
happy. Generally life was hard on a daily basis.”

“We had the original diagnosis from a
Paediatrician in training. We were in there
for 2 hours. I didn’t think it would take that
long. They observed him, asked us some
questions about home life and school life,
and got him to do certain little things and at
the end I was told that he did have ADHD. I
was angry and relieved when they finally
diagnosed him. Somebody had listened to me.

“I

Referral to Community Health Services
“When my son was 10 ½, there was an incident
at home, something happened and I was
crying, my son was very upset and I rang and
spoke to my GP. The GP said that he would
get a referral because my son had got into a
state and said he didn’t want to live anymore.
It took 6 months between being referred
by my GP and seeing the Paediatrician.”
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Generally when he is on medication, he’s very
quiet, hardly eats anything during the day at
all. First thing on a morning he’s very hard
work. Trying to get him to take his tablets
can take up to an hour every morning. He
doesn’t like the taste and that creates more
problems. When the medication wears off
I think the school gets the best of it, round
about 6 o’clock he becomes very loud and
very argumentative and very hard work. If I
got any problems with my son’s behaviour or
for example his medication, then I ring and
the Paediatrician always rings me back, she
always gives me advice over the phone, she’s
always on hand when I need to speak to her.”

What happened next?
“His school work has definitely improved, teachers have said
that. He’s caught up now. He was never disruptive or naughty.
He was just very fidgety and couldn’t concentrate. He’s got the
concentration now that’s really good. I have been seeing the
Paediatrician for almost 2 years now. My son goes back every
6 months for a check-up and we’re left to get on with it.”
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“I was angry and
relieved when they
finally diagnosed
him. Somebody had
listened to me.”
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Family Story

Living with Autism
Sprectrum Condition

Noticing the first signs

Referral to Community Health Services

o begin with I didn’t notice anything
to be honest. He was an only child
so I had nothing to compare him to. I
suppose I thought he was a bit different but
I just put it down to eccentricities. It wasn’t
until he started nursery that people started
to notice things. They would ask questions
like “Is his hearing ok? He doesn’t seem to
listen?” And we noticed that he liked to play
on his own and he would line things up, but
he was also very clingy. I could never leave
him with a baby sitter, he would just scream
and scream and wouldn’t stop. There was
this real contradiction in his behaviour. In
fact when he was younger I was convinced he
just didn’t like me. I think the biggest change
was when he started in reception, within
a week the school were telling me that his
behaviour was so out of control they couldn’t
cope with him for more than a couple of
hours a day. In the end they insisted that he
got a statement of special educational needs
otherwise they wouldn’t keep him in school.”

“We were referred to the Paediatrician through
the school but it took a while to get a diagnosis.
Whilst this was going on the school were really
struggling with my son and were threatening
to kick him out. In the end the Paediatrician
recognised that I needed support so made a
referral for myself and my son for therapy at
Child and Adolescent Mental Health services
(CAMHS). Although it ended up being just
myself in the sessions as my son couldn’t cope
with it. This was really helpful as I needed
strategies for managing his behaviour which
was becoming increasingly more difficult. I
told the Psychiatrist that the school were
pressuring me for a diagnosis. My son didn’t
sleep, I was really sleep deprived and was
struggling to cope with his behaviour.”

“T
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Diagnosis and further involvement
“At this stage the Psychiatrist co-ordinated the
other professionals, which I really appreciated,
and my son was given a diagnosis of Asperger’s
and ADHD. The diagnosis meant that we were
able to get him a statement which is what the
school wanted. The Paediatrician discussed

with me the option of medication, but I was
really against it as my son was only 4 at the
time. Between the age of 4 and 7 I carried
on seeing the Psychiatrist for support with
his behaviour, but not as regularly. However,
by the time he was 7 I decided to agree to
medication as his schooling was really suffering
and he was struggling. It did help, but we
had to make sure he was on the right one
for him, the dose etc, and it supressed his
appetite, so we had to monitor his weight. By
the time he was about 8 things had got really
bad at school, his behaviour was becoming
more extreme and social services became
involved. At first I was really sceptical, but we
have a great Social Worker from the Disabled
Children’s Team. I really felt at this point that
the school was not meeting the needs of my
son so I fought to get him into a special school.”

had access to the Occupational Therapy and
Speech and Language Therapy which were
written into his statement. At CAMHS we
worked with a Psychiatrist who was amazing,
he was able to explain my son’s condition
to him in a way I couldn’t. He was really
proactive and communicative, and involved
both my son and myself in discussions. We
are still receiving support through CAMHS
although we have now moved so have only
had one meeting. My son will be leaving
school soon so there will be a multi-agency
meeting involving myself, Education, CAMHS
and Social Services to discuss his future
as he will hopefully be starting college.”

What happened next
“Once he was attending the special school the
change in my son was dramatic. They seemed
to understand him so much better, things like
his fidgeting and sensitivity to lights. Also, he
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Family Story

Living with Cerebral Palsy

Noticing the first signs

Further involvement and diagnosis

here were so many other health
issues going on for our son, in his
first seven months, that any specific
signs would’ve been just part of what we
were already dealing with. Due to the head
trauma and subsequent brain surgeries it
seemed obvious his development would
be delayed and we immersed ourselves in
the raft of specialists and therapies. We had
decided to focus on any positives rather
than get stuck on potential difficulties.

“To be honest we maintained our commitment
to focus on what our son could do and not
allow any limits to be set! We wanted people
to meet ‘our son’, not a list of conditions so
didn’t allow any diagnosis to become who he
is. Having the involvement from our physio, OT
and speech therapist from 4 months helped
us focus on overcoming any obstacles. The
advantage of having had so much involvement
from so many health professionals was
that when we needed additional support or
equipment we were already known to them,
and that made the process smoother. We
had to work close with the therapists and the
partnerships we made were key to seeing our
son keep moving on through each challenge.”

“T

Referral to Community Health Services
“Our first meeting with our Consultant came
after eight months of hospital admissions and
intense therapy. He was the first person to
mention CP and it came as a shock really as
no one else at that point had mentioned it!
Having gone to so many other appointments
and dealt with various doctors and therapists
I’d gone to this appointment on my own with
our son. However, I realised I should have gone
with someone else to support me as I’d not
been prepared for our Consultants comments.”
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What happened next
“Our son has continued to ‘surprise’ his
therapists as he has gone beyond their initial
expectations. We endeavour to find a way
around any obstacles but also want to ensure
we don’t create a sterile environment. So
he’s learnt how to negotiate steps, climb
ladders onto his trampoline, use the toilet,
use the taps, get into the car and this summer
we’ve been practising our dressing skills.

We made the decision to change his school to a specialist one, which
has taken another year to realise. The mainstream school he’d been
going to did their best but there’s still more potential we see for our son,
and this move will give him better opportunities to become who he is.”
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We wanted people
to meet ‘our
son’, not a list of
conditions so didn’t
allow any diagnosis
to become who he is.
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Family Story

Living with Cerebral Palsy

Noticing the signs

Further involvement

he was born six weeks premature.
When she was about six months old
the Health Visitor suggested that
we take her to see someone, because she
didn’t seem to be progressing like her brother
was at that age. She wasn’t moving around
and when she did move, she’d use her head
because she couldn’t move anything else. So
she had to learn to move the right way, and
that was difficult because she went through
so many tears and we were in tears with
her, but we had to be firm for her future.”

“Later she went to Nursery; we were over
there for a while. It was open to everyone;
you’d see children with disabilities there as
well, which she enjoyed. They told her to
see a Speech Therapist because she couldn’t
seem to talk that well. I could understand her
because we had her all the time but other
people couldn’t understand her speech. So
she went to see a Speech Therapist and I used
to take her to a Children’s Centre for checkups with a Paediatrician every so often.

“S

Referral to Community Health Services
“That was when Physiotherapy came in. She
had to learn to make different movements,
and try to step up, because of the Cerebral
Palsy she couldn’t move her legs, so we
had to move her legs which, obviously as
a young baby, she didn’t like. I’d not dwell
on what she couldn’t do but more see
what she could do, and encourage what
she could do and follow that through. This
is what I’ve been doing the whole time.”

Then she went to Claremont Special
School and was there for one or two years
and they did wonders for her. I would’ve
recommended them to anybody, they
did so much. At Claremont I think there
were two Physiotherapists who saw her.
And then she went from there to another
Primary. They had a Physiotherapy room. I
used to get information about what she
was doing in Physiotherapy; I got sent
home an exercise plan. She is still seeing
a Physiotherapist and a Physiotherapy
Technician at her Secondary school.
She stopped seeing the Speech & Language
Therapist around two months ago. They
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thought that she didn’t need it anymore.
I think they’ll still keep an eye but she’s
progressed so much. I’ve got nothing but
praise for them. The Speech & Language
Therapist decided that she had come to the
level where they can’t do any more. They
contacted me and I agreed. She also stopped
seeing the Occupational Therapist recently.
The OT had done everything she could here
and provided everything she needed. So really,
all her needs had been met at this time. As
she gets older it may change but should that
happen, I will re-approach them. She still sees
a Paediatrician every year, for a yearly check.

I would speak up because where she’s
concerned, her needs are what counts and I
make sure those needs are met. I think lots
of encouragement got her where she is now.
I didn’t do negative, just encouragement.”

At her Annual Review at the school it’s the
Physiotherapist, Head of house, a lady from
Connexions, her teacher and us. We talk about
her progress and her future. We talk about
her and any concerns and then afterwards
she comes in for anything she wants to talk
about. You get something sent home for
you to sign and any comments and then
you voice your opinion at the meeting.”

What happened next
“I know who to phone if I need something
and I felt we had support and if there wasn’t
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Family Story

Living with
Down Syndrome

Noticing the first signs

Referral to Community Health Services

t was at my 20-week scan that I was
first told that there may be something
wrong, but as they weren’t allowed to
tell me there and then what the issue might
be, I had to wait until I saw the consultant a
week later. I remember that they wrote this
long word on my notes and I didn’t know
what it meant, so when I got home I Googled
it and it came up with Down Syndrome.
When we saw the Consultant he picked up
the thickening of the neck and sandal gap
in his toes. He gave us some options like
an amniocentesis or abortion. We only had
the weekend to think about it because I was
already 21weeks pregnant by then. But we
knew that we were never going to have an
abortion so we didn’t want the amnio either,
and risk having a miscarriage. I think I must
have cried every day until he was born.

“When he was about 4 weeks we were referred
to the Paediatrician. We didn’t really know
what to expect and he was so little, I was still
really upset at that stage. The Paediatrician
did stuff like change the growth charts and
stats in his little red book so that they related
to children with Down Syndrome. He also
gave us information about groups we could
attend like Sunbeams at Ilminster Avenue. That
was really helpful as I had felt uncomfortable
going to groups where there weren’t any
other children with disabilities. It was through
Sunbeams that I found out about the Makaton
course, which was great. The other parents
have been really supportive and we have
made lots of friends. The Paediatrician
also referred our son for a heart scan, eye
test and another hearing test. We saw the
Paediatrician every few months from then.”

“I

I was induced at 38 weeks and as soon as
we first saw him we knew that he had Down
Syndrome. That was a really difficult time
for us. We were given loads of leaflets and
it all felt really negative. It was as though
they were telling us what he was going to
be like because he had Down Syndrome,
not seeing him as an individual.”
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Further involvement and diagnosis
The Paediatrician referred us to other services
like Speech and Language Therapy (SLT),
Physiotherapy and Portage. The SLT we saw
when he was 3months and she supported
us with feeding and weaning and stuff. The
Physio was around 5 months and that was

good because they checked his legs and
development, and gave you stuff you could do
with him at home. We also had a Keyworker
who was brilliant, more like a friend than
anything else. She supported us through it
all and is there if we have any questions. I
think we saw the Portage Worker from when
our son was about 1. She came every week
until my younger son was born, now it’s every
2 weeks. She’s great; she sets targets with
you and brings toys to help his development
and meet the targets. There is always
something to work towards which is good.

us through, because to him he was just his
little brother and he loved him so much, he
didn’t see any of the stuff everyone else saw.”

What happened next
“Well our son has just started nursery at
Ilminster Avenue. We are hoping that our
Keyworker will help to support us with
getting a Statement of Educational Needs
and a referral to the Occupational Therapy
Service. I guess at this stage we would like
him to go to mainstream school if he can. I
think children with Down Syndrome shouldn’t
be hidden away. If I had known people with
Downs Syndrome before I had my son I
don’t think I would have been so scared and
upset. He is amazing! He’s so funny and is
such a character. I think our eldest son got
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“I wouldn’t change my son for
the world, but I would change
the world for my son.”
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Family Story

Living with Global
Developmental Delay

Noticing the first signs

Referral to Community Health Services

ur son went into intensive care
when he was born so we knew
there were complications straight
away. He was slightly premature and had
trouble breathing and so the hospital
undertook a routine ultrasound of his brain.
They saw a bleed and following an MRI found
he had polymicrogyria which means that
his brain had not developed normally. They
were not sure how this would affect him, but
told us that effects could include speech and
swallowing difficulties. He was also diagnosed
with low muscle tone and being hyper mobile
meaning he would have delays in being able
to hold his head, sit unsupported, stand and
walk. So, from the early days of our son’s
life we saw lots of different people at the
hospital like neurologists, geneticists and
consultants from the intensive care unit.
We still see lots of different professionals
to help with our son’s development and
investigations into his condition are ongoing.”

“Referral was quick and it happened when
he was 4 months old. It was all a bit of a blur
trying to manage all the things involved with
being a new mum as well as trying to come to
terms with the fact that our child was going to
have a very different life to what we’d hoped
for him. Our son’s pediatrician was very kind,
but it was hard to answer questions when all
I could do was cry. I sometimes wonder now
if that was too early. Sometimes it felt it was
very matter of fact to the health professionals,
but this was my child they were talking about.

“O
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The physiotherapy team was amazing but the
first visit was horrible. Our son was 6 months
old; he should be rolling over, trying to push
himself up, sit on his own. He couldn’t even
hold his head up and all I could think about
was ‘is he ever going hold his head up, stand,
walk.’ We started to have home visits from the
physiotherapist about once a fortnight. This
support was invaluable - they would really listen
to us and what we thought would work for our
son, they helped us try new ideas and provided
much needed positive encouragement.”

Further involvement and diagnosis
“We moved house when he was two and a
half and this meant we had to change the
team we were working with. We were really
lucky as our Early Years Support worker
also worked in South Bristol and she stayed
with us. I think the continuity was a real
plus. The group we now attend is great and
we have found some parents that we can
talk to. We can get tips about caring for our
child or funding and equipment that might
be available. We get a break too which can
be really important. I love being with him so
much but it’s really nice to be able to go off
and have a cup of tea with other parents who
have an understanding of our situation and
know that the children are being looked after.
Our son hasn’t had a diagnosis but his
nursery has managed to get funding for
extra support and he now has 1:1 support.
The nursery has been amazing and the
communication between the health
professionals and the nursery staff is really
good and there are regular review meetings.

sometimes assisted places. We talked these
things over with our son’s Physiotherapist
who wasn’t 100% behind us but you have
to make decisions that are best for your
child. You know your child the best so
sometimes you will have to be a bit more
forceful to get what is best for them.”

What happened next
“It can be really difficult. Hundreds of times I
have lived in my head what I think his life might
be like. I wake up sometimes with a sense of
panic. I also imagine what life might have been
like for him and I have had to come to terms
with the fact that this may not be the case. We
don’t know the answer. It is a type of grief, a
sense of loss for something you never had.
He is a beautiful boy. He makes us laugh
and he is so happy. He is cheeky and
curious and we hope that he will one
day be independent enough to be
able to explore all the things he
wants to with little help from us.”

It’s worth remembering there is other help
you can get outside of the NHS and you
don’t always have to pay for it – there are
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Family Story

Living with Learning
Difficulties

Noticing the first signs

Referral to Community Health Services

e were having a lot of problems
with our daughter’s behaviour.
She was hitting and biting us,
she was angry all the time. Some days she was
crying from the minute she woke up to the
minute she went to bed. She was very jealous
of her older sister spending any time with me
and extremely spiteful to her. Her sister would
go to her bedroom and lock the door so that
she couldn’t get in, so she would break all of
her stuff and drag things off shelves. We had
slept with her in hospital and when we brought
her home she was too unwell to be left alone,
so we were having her laid out on the sofa
with us until one of us went to bed, it felt like
she was with us 24/7. To us this was quite
normal because it had become normal. We
were just existing and that was it really. You
think ‘I can’t go on like this forever’ but you
don’t know that there is anything that you can
do, or that you are allowed to say ‘she’s being
horrible, I can’t cope with her, she ruining all
of our lives and we don’t know what to do.’

“The community Paediatrician asked how
we felt about seeing a community nurse
who deals with sleep and behaviour. To be
perfectly honest we just thought ‘Oh yeah,
just another person to see, add that to our
long list of appointments!’ I wasn’t looking
forward to having another department
involved because so much of our time was
spent in hospitals and with people coming to
our home. I didn’t really know what we were
going to and if it was going to be of any use. It
was only getting there that we thought ‘this
is exactly what we need, this is perfect’. It
wasn’t rushed, there were lots of questions,
we got to know the nurse and I thought ‘I like
her.’ She was funny, she wasn’t making light
of our problems but she was making us feel
good and I thought ‘I will enjoy you coming to
our house, I’ll enjoy time spent with you, I’ll
enjoy you meeting my daughter and giving us
some help and suggestions’, and that’s what
happened, that’s what started the ball rolling.”

“W
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Further involvement with Community
Health Services
“The appointment at home was about meeting
our daughter and her sister and talking about
what we wanted from the Nurse. We made a
plan in order of what was going to be the best
to achieve first. The sleep was never going to
be an easy thing, so we thought ‘let’s start with
the behaviour’ because the behaviour was
the thing that was really draining us. With our
daughter it’s like learnt behaviour, she learns
behaviour and she’s like ‘well I have to do that
because I get a reaction’. You want your child to
behave in a certain way, and some people think
shouting and bawling works but it actually
does nothing, it’s the way you say it and the
tone you use, if you stand firm they listen.
The Nurse talked to my eldest about things
to try, and taught her how to be with her
sister, find things that they could do together.
They love singing, the nurse brought the girls
together by using microphones and keyboards
and we had this massive sing off, it was lovely.
The nurse suggested letting our daughter go
to sleep and then taking her to bed asleep. I
said that I was really frightened she would
get out of bed and I didn’t want her to hurt
herself. The Occupational Therapist came
out with the nurse one time and brought this
fantastic mat, when she stepped on it made
an irritating noise and told us that she was out
of her bed. We’ve now got her going to bed
awake, settling in bed and we come downstairs.
We are still in bed with her overnight, but it’s
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on our terms. She goes to bed before us and
goes to sleep so we have our whole evening.
It was very simple really and she took to it
like she was so ready. We did it bit by bit
and by the time we saw the Nurse again we
could say ‘we’ve done it’ and we felt really
proud, she said we had done really well.”

What happened next
“The nurse came out and said that she could
see by the way we were dealing with our
daughter and the way we were talking that we
had a bit more confidence. We weren’t quite
so low and there was a much greater feeling
of calm within the house. We talked about
everything we had achieved and that we were
in a much better place, so we decided to close
on the next visit. It was quite sad but the nurse
did stress that just because we’d used the
service once it didn’t mean that we couldn’t
come back to it. I thought that was a really nice
way to finish because so often when you’ve
used a service you are not entitled to it again.
Then a lovely letter came with a picture of
our nurse on it for my daughter saying how
wonderful it was to meet her, and a letter
to me and my husband saying everything
that we had done, signed by the nurse. I
felt quite sad because I knew it was the end
but reading through and seeing everything
we had done, the fact that we’d actually
done that and could see it all written down.
It doesn’t seem a lot at the time but it was
quite a lot and we are still putting it all into
practice, everything that we’ve done.”
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