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Executive Summary 

Local residents have told us that specialist children’s services are a priority area 

for Healthwatch Camden. The introduction of the Children and Families Act, which 

becomes law in September 2014, means that this is a time of great change for 

children’s services. The Act introduces a change to the way that information about 

services is provided. It places a duty on local authorities to publish information about 

the provision it expects to be available for children with special educational needs and 

children with disabilities. Another significant change is the introduction of Education 

Health and Care (EHC) plans which will replace statements of Special Educational 

Needs, bringing together information about all aspects of care and support in one 

place. This should help services work together more effectively with improved co-

ordination.  

 

The Camden local authority will be consulting around its “Local Offer” in September 2014.  

Healthwatch Camden conducted research to gather opinions from local families at 

outreach events and we then conducted in-depth semi-structured interviews with a 

sample of seventeen local families to better understand their experiences as users of 

specialist children’s services.  

A number of recurring themes emerged. We heard that the specialist children’s services 

offered by Camden are good and are highly valued by local families. However, a gap 

remains between people’s entitlement to services and their initiation along the pathway 

that helps them to access those services. This gap is felt particularly strongly among pre-

school age groups, among groups with more modest thresholds of need who do not qualify 

for an Education, Health and Care Plan (formerly a Statement), and among groups with 

very complex or rare conditions.  

A resounding theme emerging from parent feedback was that information, advice and 

access to services is “hit and miss”. 

This report summarises the interview responses grouped under common theme headings. 

Drawing from what families told us, Healthwatch Camden makes ten recommendations 

about the design and delivery of specialist children’s services in Camden.  We hope that 

these recommendations will assist Camden Council’s Children, Schools and Families 

Directorate as they work to develop and refine their “local offer”. The formal response 

from Camden Council is attached to this report (Appendix 1). 
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About Healthwatch Camden  

We are an independent organisation that takes the views of local people to those 

who are making decisions about health and social care services. Whether it's 

improving them today or helping to shape them for tomorrow, Healthwatch is all 

about local voices being able to influence the design and delivery of local services.  

 

 

Introduction  

Local residents have told us that specialist children’s services are a priority area 

for Healthwatch Camden. Through our community engagement activities we have 

heard anecdotal evidence that, whilst critical care for children with long term 

illnesses and disability is generally excellent, customer care and experience of the 

every-day services can be variable.  

 

In response, we carried out work to learn more about the experiences of local 

families who have children with special educational needs or disabilities and are 

users of specialist children’s services in Camden.  

 

Our aim is to help give local parents and families a strong voice in driving the 

development and improvement of local health and care services. We recognise 

that this is a time of great change for children’s services, not only in Camden but 

nationally. The Children and Families Bill becomes law in September 2014.1 The 

bill requires local authorities to produce their own ‘local offer’ which clearly 

details the support and services available for all children with SEN or who are 

disabled and their families. This represents a change to the way that information 

about services is provided. Another significant change is the introduction of 

Education Health and Care (EHC) plans which will replace statements of SEN, 

bringing together information about all aspects of care and support in one place. 

This should help services work together more effectively with improved co-

ordination.  

 

 
 

                                                           
1
 See http://www.councilfordisabledchildren.org.uk/news/january-june-2014/children-and-families-bill-

receives-royal-assent or http://services.parliament.uk/bills/2012-13/childrenandfamilies.html  

http://www.councilfordisabledchildren.org.uk/news/january-june-2014/children-and-families-bill-receives-royal-assent
http://www.councilfordisabledchildren.org.uk/news/january-june-2014/children-and-families-bill-receives-royal-assent
http://services.parliament.uk/bills/2012-13/childrenandfamilies.html


 

3 
 

 

Methods 

Our initial research for the project involved speaking to a large number of parents 

and carers at a series of outreach events. We spoke to the Camden Special Parents 

Forum who also put us in touch with other specialists in the field. Based on what 

these people told us, we developed a draft questionnaire to explore the topic of 

‘accessing information, support and services’ with parents and carers.  

Next, we sought further input from parents at two focus group discussions. One 

was organised through the Parent Partnership Parent Carer Forum and held at 

Highgate Newtown community centre. The other was with parents of the Swiss 

Cottage School parent support group.  

They gave useful feedback and shared some of their own experiences, and we used 

this information to revise our initial questions. The parents felt our research would 

yield more in depth information if we conducted individual interviews rather than 

using a questionnaire format.  

To identify interviewees, we used our links within the local community to contact 

organisations working with children and families. We also contacted local schools 

in order to reach parents with children with special educational needs and 

disabilities who are in mainstream education.   

We found it more difficult to identify and reach families of children with SEN who 

are in mainstream education for the purposes of our research. This may reflect 

that the networks available to these families are limited compared to those 

available for families of children with high levels of need who are in special 

schools (a theme that emerges in our findings). 

In total we carried out in-depth interviews with a sample of 17 parents/carers.  

The majority of parents interviewed had children with profound physical or 

learning disabilities. Six interviewees had children in mainstream education. For all 

those interviewed, the time of first concern or of formal diagnosis was at least 

three years ago. A few had been in countries other than the UK at the time. All 

those interviewed were resident or using services in the London Borough of 

Camden.  

A copy of the questionnaire is attached as an appendix to this report (Appendix 2). 
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What families told us: 

 
 
Giving information sensitively 

 

The need to give information in a sensitive manner was mentioned as an area of 

concern during a group conversation with parents and carers. Several people told 

us that the way they were told about the diagnosis was very poorly handled, and 

suggested that doctors and other staff need more training on how to give this sort 

of news. We heard that some parents had been told their child’s diagnosis in a 

letter with no follow up, and one found out by chance during a phone call. Some 

said they were referred without a proper explanation and understanding why. 

 

“The way sensitive information is delivered can be abrupt. A meeting can 

go really well, and then something insensitive can be said – it’s the delivery 

rather than what’s actually being said.” 

 

 

Other interviewees were very happy with the way they had been informed of 

difficult or sensitive information.  

 

“We had a good consultant, he was blunt and honest but 

that suited the family. We were able to trust him.”  

 

It is important to note that, while our research with parents was conducted in 

early 2014, in the majority of cases the experience of diagnosis was some years 

earlier.  

 

  

Not having definite answers is hard for parents and leads to 

difficulties accessing services 

 

Some children receive a diagnosis of a specific disability very quickly. However, in 

other cases it can take years, particularly for children with very rare or multiple 

conditions. Parents told us that not having a specific diagnosis can be especially 

difficult – both emotionally but also in terms of accessing services.  
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“Parents I know whose children have undiagnosed conditions 

struggle to access services just because they don’t have a 

name.” 

 

“We weren’t given a diagnosis for years. Getting a diagnosis 

helped with accessing services. It also changed the attitude 

[of some health care professionals] towards us, who had 

previously been unhelpful.” 

 

“It seems that there is lots of support for common 

conditions, like autism, but for rare syndromes there is 

little/no hard evidence to support specific treatments or 

activities and this makes it harder to access them.” 

 

 

A couple of parents described a struggle to get a diagnosis.  

 

“We asked for tests three times, we were worried, it was 

too long to wait.” 

 

“The delay is stressful, it’s like were in limbo. I feel it’s 

stopped me finding support groups, because we’re not 

sure what our daughter needs.” 

 

 

Retelling your story is frustrating and emotionally 

draining 

 

This common theme centres on communication issues, with many 

parents saying they find themselves repeating their story to the 

health and social care professionals they come into contact with. It 

was clear that this is emotionally very difficult, as well as 

frustrating.   

 

Parents said it seems that some health care professionals (HCPs) don’t read their 

child’s notes. One parent told us that she’s seen HCPs who have not heard of her 

son’s condition until she explains it to them in an appointment, wasting valuable 

time. 

 

 “The system is not linked up, there is no continuity so 

you often have to explain from scratch and retell your 

story all the time.”  
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“Sometimes it seemed that the doctors couldn’t be bothered to read 

the notes, they’d rather ask questions. They don’t realise how 

painful it is to talk about it all the time.” 

 

“GPs are copied in on letters from the hospital but it’s like they’ve 

never read them. You have to keep explaining things. I’ve heard 

about the integrated care records, but what use are they if they 

only work in Camden, we go to appointments at other hospitals e.g. 

Guys.” 

 

“I carry a big folder of notes to help at appointments.” 

 

 “Fed up of repeating child’s symptoms at every appointment, we 

need a system to ensure they’re [health care professionals] aware of 

individual’s needs.” 

 

“Services need to join up better, child assessments and 

GPs/hospitals for example, so services are better connected.” 

 

“Children’s assessments for SEND should be linked with GP services, 

so the information is already there.” 

 

 

 

We also heard about good examples of communication and co-

ordination between services.  

 

“We found the services link up well, they all talk to each 

other and I’m kept in the loop.”  

 

 “The services communicate well, the occupational therapist 

is in touch with the school, and keeps us updated” 

 

 

Ease of accessing information about services and support 

varies 

 

Parents told us that services in Camden are very good once you’ve 

accessed them. However, understanding how to access them and 

going through that process can be difficult. Some told us it can be 

very dependent on who you come into contact with. A number of 
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parents said they’d received information a long time after they could 

have started to benefit from a particular service. 

 

 “GPs, social services, disability children’s services were all helpful. 

Everyone was respectful and informative.” 

 

“It was easy to find the information we needed, service providers  

helped, I did research online, and the mixture of the two worked well.” 

 

       “GOSH and Mosaic were very helpful around the time of diagnosis. I     

        had support navigating information about my child’s diagnosis when I  

        visited the GOSH clinic, and through contact with the Mosaic team I found  

        out about KIDS.” 

 

 

 “We went to the GP because of her sleep problems, but were 

offered no support. It was only when an OT mentioned a 

clinic a couple of years later that we found out where to go 

and were able to get good advice.” 

 

“I was due back at work so I rang social services to find out 

about getting a child-minder… but what they offered was 

not suitable for my daughter’s needs. I later found out that 

I could have used DPs (direct payments) to help pay for help 

at home. No one had mentioned this, a family friend told 

me.” 

 

 “After the diagnosis I was left to handle it on my own. I 

didn’t understand the information online. Getting an 

information pack about autism early on, from GP or hospital 

and being pointed towards the early bird course for autism 

would have been helpful.” 

 

 “An occupational therapist told me about wheelchair 

access, but before this I had no idea about the wheel chair 

service — we were using a buggy until she was 6 years old.”   

 

“We found out we weren’t receiving benefits we were entitled to from 

a health visitor. Once we then went about getting them it was no 

problem and everyone was very helpful, but it would have been good to 

have been aware of this earlier on.” 

 

“In my experience, the services my family and I have used 

have been efficient. But on the downside, this usually begins 
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with me having to chase services up, which is time 

consuming. If anything, it should be the other way around. 

An exception was during the time of my child’s diagnosis; 

since there were a number of service providers involved in 

the process (GOSH and RF), Mosaic were informed of my 

child’s situation, and they contacted me first.” 

 

“My neighbour told me about claiming for adaptations to 

our house.” 

 

 

Many parents said they’d found things out ‘by accident’. For example, two 

parents described finding out about free nappies after paying for them for years, 

through a parent at school.  

  

“I found out about getting a blue badge for my car from another mum 

at school, then I could park outside the school and it made dropping 

off my older son much easier.” 

 

 “I went to Camden Carers for counselling, it was brilliant 

for letting off steam and having someone understand that 

things are difficult. I came across the service by accident 

on Google about a year ago.” 

  

 “An info pack would be useful, with helpful info for example, nappies, 

wheelchairs, and contact numbers. Something that people can dip into 

when they need, and make sure they’re not missing out.” 

 

 

 

 

 

Life before your child starts school can be especially isolated and 

difficult 

 

 A number of parents mentioned that before their child started at school there 

was very little support (for example, in terms of accessing information and help 

with filling out forms).  

 

Parents talked about the important role that school plays in disseminating 

information and providing support. They described Swiss Cottage School as a 

lifeline. It’s clear that attending a special needs school enables parents to tap 
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into resources and a network of parents who can share their knowledge and 

experience.  

 

“Before starting at Swiss Cottage we’d never had any help. When I 

spoke to the KIDS rep at the school I found out we were entitled to DLA, 

carer’s allowance, we found out about after school activities. This made 

accessing services easy.” 

 

“Before starting at SC it was difficult to know where to go with 

questions outside the consultant’s room, finding out about benefits 

etc.”  

 

We came to the UK a few years ago, I didn’t know about benefits or 

anything, but the school has helped me claim what we’re entitled 

to.” 

  

“My son’s at college now, I still attend support groups at SC school, they 

are our only support.” 

 

“All our questions were answered by the school.” 

 

“It was very easy to find out about services, the physio or occupational 

therapist would ask if we’re getting this or that, and would also get us 

equipment to use at home.”  

 

 “It would be good to get ‘new’ and ‘old’ parents together to form a 

support network.” 

 

 “I don’t know anyone with the same diagnosis as my son. It would be 

good to have someone, another parent, to share worries and concerns 

with. It would be helpful if there was a directory to help put parents 

in touch.” 

 

“We’ve been for various counselling sessions, I found out about them 

through other parents. I think this is a really effective way to 

distribute services.” 

 

“SC parent support group has been fantastic, but early on, I felt like 

there were no opportunities to speak to other parents who are in the 

same or a similar situation to you. These support forums outside SC 

school need to be better signposted throughout health and social 

services.” 
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We also heard that making the choice between mainstream and special education 

can be difficult and that more information and support at this time would be 

beneficial. 

 

 “We tried mainstream initially but took her out after two weeks, it just 

wasn’t working. More support before school would have been helpful in 

making the best choice.” 

 

“She was excluded from activities and outings at school, it was a difficult 

time. Later it was suggested to move her to a special needs school but 

they weren’t clear about their reasons at the time.”  

 

 “We were offered information on special education and had to make a 

decision. It would have been helpful to have some support. One member 

of the team gave us an honest opinion, which we really valued.” 

 

“My son doesn’t appear to have as severe disabilities as many of the 

children in a special school. But I was worried how he would cope in 

mainstream education. It would have been helpful to visit the schools to 

understand what it’s like and speak to parents and children. There was 

some support at the time, but it wasn’t the same as speaking to other 

parents.” 

 

“I spent months looking for the right support when she was in mainstream 

education. I found out about portage too late. Information about other 

schools and information about transport for children with disabilities were 

difficult to find out about.” 

 

 

In some cases, parents reported that support for children in mainstream 

education is inconsistent. 

 

 

“My daughter was taken on and off the SN register year on year. When 

she did well she was taken off, then when she then struggled she was 

put back on……..Support seems to depend on her teacher’s experience. 

Some are less aware of options for children with SEN and are less 

supportive.” 

 “We’ve really had to push for help, I worry about what could have 

happened if we hadn’t pushed for assessment……You worry that 

supporting your child at home has backfired, that the school thinks your 

child is coping better than they really are. You only want to do what’s 

best.” 
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It’s not just about accessing information, support for understanding 

it is important too 

 

It was clear from talking to parents that not only is it important to have timely 

access to the information they need, but also to have support in processing and 

acting on that information.   Understanding how processes around arranging 

services and care work can be confusing, and parents told us that support is 

essential. 

 

 “Following diagnosis we did our own research, it was difficult and 

lonely. When my daughter started school the teachers and parents 

became our support network, but more support earlier on would have 

been useful.” 

 

“It will be important to have some kind of outreach for the local offer, 

for someone to visit new parents and talk them through it, provide 

resources. There needs to be an easy pathway for families.” 

 

 “The support from Swiss Cottage School has been really helpful 

especially with filling out forms. I go to the parent support group every 

Tuesday.”  

 

“There are lots of names, forms, social workers, a panel that meets. 

You need to be referred, but by who, how?” 

 

 “Accessing services is very bureaucratic. The DLA form is very long and 

we had to ask for help at school. We’ve also had help from the 

Crowndale Centre.” 

 

“You may be eligible for support, but accessing it can be really hard…. 

we have no social worker so have to sort everything out ourselves, and 

things aren’t transparent. You need help to answer questions… I knew 

we were eligible for certain services, but this has not helped make the 

process for accessing them easy.” 

 

“After my son was diagnosed with autism, I felt that the support I 

received in understanding information about this was very basic and 

could have been explained better to me. Sending a parent off with a 

pile of leaflets should not constitute as ‘support’.” 
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Parents welcome offers of emotional support 

 

Several parents spoke very positively of emotional support they had received, 

they said it could be especially important at difficult times of times of change.  

 

“It’s hard to take all the medical information in, and you need 

emotional support as well as the facts. The health visitor said I had 

postnatal depression – I was just coming to terms with my daughter’s 

disability.” 

 

“The year following diagnosis was really tough emotionally. There is a 

lot to take in and you have a lot of questions and little energy. It 

would help to have someone, not necessarily someone who knows a lot 

about your child’s condition, to talk to for support, to listen and help 

guide you through the information.” 

 

 “I was told to wait 5 months for counselling. My son’s psychotherapist 

offered to spend time with me instead, and it was really useful.” 

 

“Personal support, to help with coping would have been useful earlier 

on – there are not many people to talk to in the early days before 

you’ve built up a network with other parents etc. Coping skills 

workshop was really helpful, was good because there were other 

parents there too.”  

 

 

 

 

Making use of “mainstream” health services can be difficult for 

children with special needs  

 

 

Several parents mentioned that visits to GP surgeries can be very difficult for 

children with special educational needs and disabilities, particularly if children 

exhibit challenging behaviour while waiting for a long time in public waiting 

rooms.   

 

“GPs need better training on disability, beyond basic training. We’re 

often kept waiting and my son will be screaming in the waiting 

room.” 
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“If general practices employed playworkers to interact with children 

with special needs or disabilities and/or a section to occupy 

children, perhaps this would calm the mood, and waiting would not 

be such an issue for parents.” 

 
“There needs to be a system which speeds up waiting time for 

parents and their children. In my opinion, parents should be able to 

have a letter or document stating the details of their children’s 

special needs or disabilities which they can show to the receptionist 

or doctor. Otherwise, long waits in a GP are very stressful.” 

 
 

A couple of parents mentioned issues with getting specialised prescriptions or 

tests for their child. 

 

“Getting prescriptions can be difficult. The school doctor recommends 
particular drugs but the GP won’t prescribe them, so we have to go to 
the hospital for medication. This means a lot of running around and it 
can take a few weeks to get the prescription sorted.” 
 
“Children with disabilities should be able to have blood tests and 
injections at GP surgeries. I live close to a GP but have to go to hospital 
for these services as the GP won’t accept tests.”  
 

 

 

Parents want to have input into their child’s Statement of Special 

Educational Needs 

 

 
Some parents mentioned they were concerned about the lack of input they’d 

had into their child’s SEN statement.    

 

 “We didn’t have enough involvement in the statementing process. 

You need to know exactly how the form works. I’m concerned we’re 

not getting the right therapy.”  

 

 “I wasn’t aware of the importance of having a statement, someone 

said it wasn’t important. So I didn’t push to get involved or 

understand what was happening. But now I know how important 

they are.” 

 

“We weren’t involved enough, and it was hard to challenge what 

was put in the statement. You feel very unpopular if you challenge 

it.” 
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“Sometimes what’s in a statement is not carried out. It’s very 

difficult to access the support when this happens” 

 

Issues around accessing therapies outside of Camden were highlighted: 

 

“There can be problems for children in special schools outside of Camden. 
Their statements are written in one borough but enacted in another. This 
may mean that children do not receive the therapies and treatments that 
have been identified as beneficial for them. Out of borough schools may 
not have all the facilities for example, or therapists from Camden may be 
unable to travel to the school.”  

 

 

 

 

Local support groups, schools and services are doing a fantastic job 

 

We heard a lot of praise in general for KIDS, MOSAIC and Swiss Cottage School.  

  

“Kids is amazing, I only found out about them a year ago, my daughter 

was at a school out of borough and so we didn’t tap into Camden 

groups, you don’t hear what’s going on.” 

 

 “Mosaic have been helpful in providing advice and I’d recommend 

the service to other parents.” 

 

“From the beginning, a support worker from KIDS organisation     

    directed me to eligible and available services and provided   

    information about my son’s autism which was extremely helpful” 

 

 

 “I’m really pleased I chose Swiss Cottage School. I’d send my other 

non-disabled children there if I could!” 

 

“Before I joined Swiss Cottage parent support group, I had been 

struggling with depression. Being able to meet and get to know 

people who could relate to my situation really helped to improve 

my mood.” 
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Recommendations: 

The Children and Families Act 2014 (The Act) places a duty on local authorities to publish 

information about the provision it expects to be available for children with special 

educational needs and children with disabilities.  This information is known as the “local 

offer”. 

The Camden local authority will be consulting around the draft document: How we support 

children and young people with special educational needs and disabilities in Camden - Our 

‘Local Offer’ in September 2014. 

Drawing from what local families have told us, Healthwatch Camden is able to make a 

number of recommendations about the design and delivery of specialist children’s services 

in Camden.  We hope that these recommendations will assist Camden Children, Schools 

and Families as they work to develop and refine their “local offer”.  The formal response 

from Camden Council is attached to this report (Annex 1.) 

 

 

Overview 

A number of recurring themes emerged from the feedback we received from parents about 

their experiences of specialist children’s services. 

We heard that the specialist children’s services offered by Camden are good and are 

highly valued by local families. However, a gap remains between people’s entitlement to 

services and their initiation along the pathway that helps them to access those services. 

This gap is felt particularly strongly among pre-school age groups, among groups with more 

modest thresholds of need who do not qualify for an Education, Health and Care Plan 

(formerly a Statement), and among groups with very complex or rare conditions.  

A resounding theme emerging from parent feedback was that information, advice and 

access to services is “hit and miss”. 

 

Recommendation1 

The “Local Offer” should include systematic signposting towards available support, 

including in cases where a formal diagnosis of SEN (or a statutory assessment leading to an 

EHCP) is delayed or is not forthcoming. 

Note: The Act requires that Camden must arrange for people to be provided with advice and 

information about matters relating to the special educational needs or disabilities of the children 

or young people concerned and also instructs Camden to take steps to make the services provided 

known to people.  



 

16 
 

Evidence: Entry into the specialist services pathway is dependent on a formal diagnosis 

and a statutory assessment resulting in an Education, Health and Care Plan (formerly a 

Statement). Often, diagnosis takes time and in some cases conditions remain undiagnosed. 

Moreover, an assessment does not necessarily lead to an EHCP even where there are 

identifiable special educational needs and, in other cases, an identifiable need may not be 

considered to meet the eligibility threshold for a statutory assessment. Access to support 

networks and to services for families of children who do not have a Statement is difficult. 

These parents tell us they have to seek out and demand help for themselves and their 

needs are met in an ad hoc rather than a systematic manner. There are not clear lines of 

responsibility for the provision of information and advice to these groups. Camden needs 

to ensure that their responsibilities outlined in The Act are met in the case of all those 

who are recognised as having a special educational need or disability, including where 

there is not a formal diagnosis of the condition or a Statement of Special Educational 

Needs. 

 

Recommendation 2 

The “Local Offer” should include the establishment (or strengthening) of a 

coordination/focal point service so that support to navigate the pathway through 

specialist children’s services is available to all families whose children have special 

educational needs rather than being limited to those meeting specific high level eligibility 

criteria.  

Such a service could be provided in partnership with the voluntary and community sector 

and will assist Camden in meeting the requirement of The Act to make services provided 

known to all those who are entitled to use them in a way that is systematic and fair rather 

than ad hoc. 

Evidence:  People report that the coordinating and key worker services (e.g. Mosaic and 

KIDS) are very helpful. Families are allocated a key worker who helps navigate the 

available support services and coordinates the various health care professionals involved. 

The Parent Partnership Service, which offers help around access to support in education, 

was mentioned by one respondent. However, limited eligibility criteria mean that such 

support is not available to all of those who could benefit. Moreover, referral to such 

services is often slow meaning vital support is not there in the crucial early stages.  

 

Recommendation 3  

Support provided by coordination services should include assistance with “paperwork” to 

ease the burden of form-filling and should recognise the particular needs of individual 

families who may face a range of obstacles related to standardised administrative 

procedures (e.g. language or IT etc). 

Evidence: Parents report that the burden of administration involved for a child with 

special educational needs can be immense. Four out of seventeen respondents reported 

that they needed special one-to-one help to complete forms. 
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Recommendation 4 

The “Local Offer” must be communicated to families using verbal as well as written forms 

of communication. 

Evidence: Families who are coming to terms with the specialist needs of their children find 

it hard to absorb large amounts of written information.  There is a felt and clearly 

expressed need for early guidance delivered one to one in direct speech. Currently, verbal 

communication is ad hoc and dependant on the particular approach of whichever health, 

social care or educational professional happens to have contact with parents at the time 

of diagnosis or when the parent first seeks support. A coordination/focal point service that 

is made available to all families should prioritise clear and consistent verbal 

communication about available services, resources and options. Camden’s plans to train 

staff in schools, children’s centres, health centres and libraries to help parents and carers 

find information may help in this regard. 

(NOTE: HWC may seek feedback on this new information service once it is established in 

autumn 2014.) 

 

Recommendation 5 

The “Local Offer” must facilitate easier access to peer support networks for families of 

pre-school children with SEN (for example, by extending parent networking groups at 

specialist schools to pre-school age children). 

Evidence: Families find that schools play a crucial role in signposting them to services but 

also in offering a network of other parents through whom families can seek informal 

support.  Without such networks, people tell us that isolation and loneliness are key issues 

for families of children with SEN or disabilities.  Drop-in services for families of pre-school 

children are offered at Camden’s children’s centres. Nevertheless, those whose children 

are of pre-school age find it more difficult to access informal peer support than those who 

have regular contact with other parents through either special or mainstream schools.  

 

Recommendation 6 

The “Local Offer” should extend opportunities for participation by all parents of children 

with SEN (whether or not the child has a Statement) in support groups that include more 

experienced parents in an “expert patient” role.  

Evidence: Families of children with specialist needs want to have people to talk to. Many 

reported learning about useful services “by accident” often from a neighbour or friend 

rather than through Camden’s formal communication channels. People agree that other 

parents with experience of the system and services are often a more useful source of 

information than service providers. 
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Recommendation 7 

The “Local Offer” should outline a systematic best practice process for the meaningful 

involvement of parents in the co-production of the child’s Education Health and Care Plan 

(EHC Plan). 

Note: The Act specifies that the child’s parent or the young person must be consulted about the 

content during the preparation of the draft EHC Plan and must have notice of the right to make 

representation about the content of the completed draft Plan. 

Evidence: While parents report that they value the chance to participate in the 

development of their child’s statement (to be replaced by the EHC Plan) the quality of the 

co-production process is variable.  Some parents feel the statement has not satisfactorily 

represented their input or that they cannot challenge perceived inaccuracies. Parents 

would like their role in the preparation of the EHC Plan to encourage “active involvement” 

rather than passive “consultation”.  The new independent support service will assist in 

this regard but will not be available to all families. 

 

Recommendation 8 

Focused investment must be made in improving the manner in which sensitive 

information, such as breaking the news of a child’s condition and its implications, is 

communicated to parents by health care professionals. Guidance on good practice is 

widely available and must be adhered to in a consistent manner by individuals and across 

teams of health care personnel.  

Evidence: Parents report that the moment when they are first informed that their child is 

in need of specialist services is emotionally charged and stressful. Some feel the way in 

which such news was communicated to them was handled well. Many others feel that the 

conversation was handled in a way that exacerbated their trauma at this critical time. 

Most importantly, professionals should be encouraged to understand that parents want 

clear and full information and that sensitivity should not be confused with lack of clarity. 

There is a strongly felt need for improvement which could be achieved through 

prioritisation of the issue by management along with specific training of health care 

professionals around adherence to guidance combined with feedback and sanctions.    

(NOTE: in the case of all interviewees, the time of diagnosis/first concern was at least 

three years ago.  Recently, Camden has invested in work to improve communication of 

sensitive information to parents by health care and other professionals.) 

 

Recommendation 9 

A single information tool (Single Page Profile) should provide quick and easy access for all 

health, social care and education professionals to a summarised profile of the health, 

education and social care history of each child. The single page profile should accompany 

all children with special needs (including those without either formal diagnosis or 
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Statement/EHCP) with a copy held by the family. For those with an EHCP it should 

accompany the fuller document. For those without an EHCP, responsibility for ensuring the 

child has a Single Page Profile should lie with the school SENCO (Special Educational Needs 

Co-ordinator). All professionals should ensure that they review the profile prior to any 

appointment.  

Evidence: Parents find that constant repetition of key information about their case to 

different professionals at different appointments is stressful and contributes to a loss of 

confidence in the services being offered. Effort must be made to address this by ensuring 

all professionals have easy access and – importantly – that they make the effort to review 

the information so that conversations with parents can focus instead on detail and new 

information. Parents must be able to see the information that is held about their child, 

without obstruction, should they wish to do so. 

 

Recommendation 10 

The “Local Offer” should provide specific support to families in making a choice for their 

children between special or mainstream education, including clear information on 

available options and out of borough provision. The offer from mainstream schools should 

include a programme of visits targeted at families of children with special educational 

needs and these should be proactively marketed.  

Evidence: Parents report difficulties in understanding the options and in making the right 

choice between specialist and mainstream schools. This decision is a source of stress and 

anxiety which could be eased by a more systematic process of option review that is clearly 

communicated and is supported by schools. 

 

 

 

Thank you. 
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Appendix 1  

Response from Camden Council (Children, schools and families directorate) to 
the ten recommendations made by Healthwatch Camden  

 
 

Recommendation 1  

The “Local Offer” should include systematic signposting towards available 
support, including in cases where a formal diagnosis of SEN (or a statutory 
assessment leading to an EHCP) is delayed or is not forthcoming. 

Response  

What we have done:  
 
Since June, Camden has been working with a group of parents to develop our Local 
Offer website in co-production with Central Saint Martin’s College of Arts (CSM), who 
have been commissioned to develop the site.  Our intention is that the Local Offer 
will be a central point of information for all parents including those at the early stages 
where concerns about development / educational progress are being raised. As part 
of Camden’s Early Help strategy and Camden CCG’s Children’s Health Plan, we 
intend to ensure that children with special educational needs are identified as early 
as possible, that there is choice in the support available, which through the Local 
Offer is easy to access, and that families remain at the centre of everything we do 
and only have to tell us their story once.   
 
A key message from parents is the importance of parent groups including the Parent 
Partnership (note: as from 1st Sept the service name changed to Special Educational 
Needs and Disabilities Information and Advice Support Services (SENDIASS) and 
(KIDS) Special Parents Forum. We have worked with CSM to ensure that their 
contact details are prominently displayed on the website so that parents searching 
for support can quickly and easily access details of what parents refer to as vital 
support systems.  
 
The main purpose of SENDIASS is to provide impartial information, advice and 
guidance to parents and from 1st September extend the offer to young people with 
SEND aged 16 -25.  
 
The information, advice and support offered is free, confidential and available in 
formats which are accessible and responsive to the needs of users (i.e. face to face 
and / or in written form that can be translated or provided in large font or braille) and 
help to promote independence and self-advocacy.  
 
Work is centred on networking with the many voluntary and statutory groups within 
the area and the recruitment and training of volunteers to support families who are 
concerned about their child’s progress. Schools have a responsibility to signpost the 
service as soon as they identify a child as having a special need and the Council is 
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generating new information leaflets for schools to reflect the change in name and 
broadening of responsibilities.  
 
The service works closely with the Parent Carer Forum, facilitated by a parent 
volunteer, which has a large number of parent carers with current experience of the 
SEND system in Camden.  This group is used regularly to consult on parental 
views/perceptions. 
 
The (KIDS) Special Parents Forum is commissioned by Camden to manage and 
maintain a forum for parent carers of disabled children which provides opportunities 
for parents carers to: 

 Benefit from support from other parents; 

 Contribute to the planning, monitoring and review of local services for 
disabled children/young people; 

 To ensure parents and families with disabled children are regularly informed 
of the issues and legislation that may affect them; and  

 To link with children’s centres to ensure the forum is informed about the 
services available for all children under the age of 5.  

 
What we plan to do: 
 
1. Through the development and promotion of the Local Offer we intend to continue 

to raise the profile of these services amongst the wide ranging services that a 
family may engage when they have concerns about their child’s developmental 
progress. These will include children centres, schools and GP surgeries.    
 

2. We will ensure that further development of the Local Offer reflects the principles 
of Early Help, including:  early identification of need, the right support at the right 
time and keeping families at the centre of everything we do.   
 

3. SENDIASS will establish a forum for children and young people to help facilitate 
young people themselves shaping the type and range of support they require 
from the service. 

 

 

Recommendation 2 

The “Local Offer” should include the establishment (or strengthening) of a 
coordination/focal point service so that support to navigate the pathway 
through specialist children’s services is available to all families whose 
children have special educational needs rather than being limited to those 
meeting specific high level eligibility criteria.  
Such a service could be provided in partnership with the voluntary and 
community sector and will assist Camden in meeting the requirement of The 
Act to make services provided known to all those who are entitled to use them 
in a way that is systematic and fair rather than ad hoc. 

Response  

What we have done: 
 
SENDIASS provides advice, information and guidance to all parents of children with 
SEND irrespective of whether they meet the threshold for statutory assessment, 
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have a clinical diagnosis and regardless of the views of professionals or schools.   It 
is a focal point for families who need support to engage with school and other 
statutory services.  
 
Keyworkers are both commissioned through KIDS and provided directly through the 
Local Authority within MOSAIC (our integrated service for children with disabilities 
and their families) to: 
 

 Improve service co-ordination for disabled children, young people and their 
families; 

 Provide both emotional and practical support to families which includes 
support with everyday issues such as behaviour, toilet training, sleep, housing 
and benefits etc. alongside other types of support such as form filling and 
signposting to other services; and  

 Inform standards of good practice in working with disabled children, young 
people and their families. 

 
Keyworkers are available to any child who meets the criteria for and is accepted into 
MOSAIC. The service is explained and offered at the initial visit to families made by 
the Specialist Health Visitor. 
 
For those children who do not meet the criteria for MOSAIC, a specialist Family 
Support Worker is available in addition to the teams of Family Support Workers 
based in Camden’s Children’s Centres who can offer support to families. The 
Specialist Family Support Worker works closely with the Keyworkers. 
 
Additionally, key responsibilities of Camden School SENDCOs include: responding 
to parents’ questions and concerns families have about their child’s development / 
educational progress; to act as a conduit between families and statutory services; 
manage and monitor the intervention provided; and review progress made.     
 
What we plan to do: 
 
1. We will further strengthen the role of SENDCOs within school and are working 

with Camden schools to ensure that their offer is transparent and readily 
available.  
 

2. As part of our implementation of the Education, Health & Care (EHC) plan we 
have developed the role of the Assessment Coordinator (AC). The AC role is 
being carried out by a range of professionals as part of their existing post and will 
be nominated at the start of the EHC assessment process. MOSAIC Local 
Authority Keyworkers are in the process of being trained as ACs. 
The AC will be the main point of contact for parent carers and will manage the 
EHC assessment and planning process for children and young people with 
SEND, across the 0-25 year old age range.  

 
 

Recommendation 3 

Support provided by coordination services should include assistance with 
“paperwork” to ease the burden of form-filling and should recognise the 
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particular needs of individual families who may face a range of obstacles 
related to standardised administrative procedures (e.g. language or IT etc). 

Response  

What we have done: 
 
In order to support families’ full involvement in the assessment of need and delivery 
of support, professionals including keyworkers and ACs will ensure they fully 
understand the individual support needs of families and take all possible steps to 
enable families to participate fully. Where necessary, this will include assistance with 
paperwork (e.g. housing, DLA, other benefit forms), support with IT, use of 
interpreters and translation of relevant documents where necessary. This is done 
with a view to empowering families to take on these tasks where they can. 
 
Families can also access further information and support by: 
 

 Accessing the impartial information, advice and support service provided by 
SENDIASS, the Special Parents Forum and in time Independent Support 
Advisors; 

 Talking to SENDCOs, other school staff and Family Support Workers  

 Getting in touch with the local authority SEN team 
 
What we plan to do: 
 
1. Develop and embed the role of the Assessment Coordinator to support families 

through the EHC assessment and planning process. 
 

2. Make a summary of the Local Offer available in hard copy for those parents who 
do not have easy access to IT and / or require translation services.    
 

3. Provide links to NHS and welfare benefits, and financial assistance for students 
aged 16 – 25 on our Local Offer 

Recommendation 4  

The “Local Offer” must be communicated to families using verbal as well as 
written forms of communication. 

Response  

What we have done:  
 
We have co-produced the Local Offer website with a group of parents to ensure that 
the site is easy to navigate and so that information can be found quickly and easily. 
Recognising that users will prefer to have information conveyed in a range of ways 
including but also as an alternative to online, we are developing functionality to 
enable users to easily share (either by print or email) sections of the local offer, 
which can be customised to become ‘bespoke’ information packs that can be 
compiled and printed by supporting practitioners or shared amongst parents 
themselves.  
 
In order to further refine the Local Offer, including how we make information 
available to families, we have developed a survey to capture feedback on the Local 
Offer website, which includes questions around how parent carers and young people 
prefer to access information.  This will inform the ways in which we make information 
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available in the future and the level of resource we invest in the range of available 
communication channels.  
 
What we plan to do: 
 
1. Recognising that some families may not have access to IT and / or may prefer 

face-to-face communications we have recently tendered for training on the Local 
Offer. The intended learning outcomes include an understanding of the SEND 
system and processes, what information is available on the Local Offer website; 
and how best to use its functionality when supporting parents and / or young 
people.  
 
In an effort to ensure that as wide a range of the workforce have the capacity and 
knowledge to support families of children with SEND (whilst understanding when 
and how to make appropriate referrals), the target audience for the training 
includes staff in children centres, schools, GP surgeries and libraries.  

 

Recommendation 5 

The “Local Offer” must facilitate easier access to peer support networks for 
families of pre-school children with SEN (for example, by extending parent 
networking groups at specialist schools to pre-school age children). 

Response  

What we have done: 
 
Camden commissions a drop-in service for all parents and in addition, KIDS are 
commissioned to run two drop-ins specifically for parents of children with SEND to 
facilitate peer to peer support.  
 
Earlybird is a programme for parents of children under five with a diagnosis of 
autistic spectrum disorder.  During this programme, parents are encouraged to link 
with each other and the local National Autistic Society group. Children referred to 
MOSAIC are signposted to both our SENDIASS and the Special Parent Forum. 
Families are also given details of Contact-A–Family which link parents with other 
parents of children with the same condition. 
 
Our MOSAIC newsletter and schools and children centres advertise parent peer 
networks and information about these can also be obtained from the sites from which 
they are run. 
 
What we Plan to do:  
 
1. As a result of the success of the EarlyBird programme for children with autism, 

staff at MOSAIC have put together a programme for parents of children with other 
diagnoses called ‘My CHILD programme’.  This programme is due to be launched 
in October 2014 and we hope that this will provide an opportunity for parents of 
children with other diagnoses to link with each other.   
 

2. There will be training for Children Centre Service Family Support Workers on the 
content of the Local Offer so that they can signpost parents to local parent 
support groups.   
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3. We will work with CSM and parents to establish the most appropriate means of 

advertising parent peer networks on the Local Offer, potentially by date and 
frequency, location and nature of the network where applicable.  

 
4. The Early Years Intervention Team plans to work with colleagues in other teams 

to inform all professionals on the groups that currently exist and consider whether 
there are gaps in service and / or pathways that if addressed could improve the 
user experience.  

 

Recommendation 6  

The “Local Offer” should extend opportunities for participation by all parents 
of children with SEN (whether or not the child has a Statement) in support 
groups that include more experienced parents in an “expert patient” role. 

Response  

What we have done: 
 
Schools have a responsibility to signpost the SENDIASS as soon as they identify a 
child as having a special need irrespective of whether they meet the threshold for a 
statutory assessment.  The service works closely with the Parent Carer Forum, 
facilitated by a parent volunteer, which has a large number of parent carers with 
current experience of the SEND system in Camden.    
 
New parents to MOSAIC are given information about both SENDIASS and the 
Special Parents Forum and are offered the MOSAIC newsletter which contains up to 
date information about local drop ins, forums, workshops and support groups where 
they can access support and advice from other parents who are able to share their 
experience of the SEND systems and processes and who can offer practical and 
emotional support.  
 
Information about local support groups is also currently made available at Children’s 
Centres, schools and community settings. 
 
What we plan to do: 
 
1. Recognising that information about all the wide range of drop-ins and support 

groups are currently held in a variety of places, we will ensure that the Local Offer 
provides a central place for families and young people with SEND to find up to 
date information about what support services are available, to make it easier to 
be able to find support that is relevant to them. 

 
2. We will be consulting with families and young people on the Local Offer both in 

terms of the website and the support services that make up the offer, and will 
look to identify gaps in service and improve the way we communicate and make 
available information about existing support systems and networks.  

 

Recommendation 7 

The “Local Offer” should outline a systematic best practice process for the 
meaningful involvement of parents in the co-production of the child’s 
Education Health and Care Plan (EHC Plan). 
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Response  

What we have done: 
 
Co-production and meaningful involvement of parents, children and young people in 
drawing together their EHC plan has been a key part of our piloting work over the 
past year. We have been working closely with a group of Camden families to 
develop our EHC plan and processes in Camden. 
 
To ensure coordination of the EHC assessment and planning process, provide a 
single point of contact and facilitate the active involvement of families in the 
development of the plan, Camden has developed the role of the Assessment 
Coordinator (AC).  
 
The AC is the main point of contact for parents and manages the EHC assessment 
and planning process for children and young people with SEND, across the 0-25 
year old age range. The AC role is informed by person centred approaches so that 
the child/ young person’s views and that of their family are the starting point and 
remain at the centre of all planning. 
 
What we plan to do: 
 
1. We will ensure the role and responsibilities of the AC are clearly outlined on the 

Local Offer and that of Independent Support Advisors as that role develops 
overtime  
 

2. We intend to capture the experience of both practitioners and families as we 
move into implementation, to inform future change and refinements so that we 
are able to embed systematic best practice processes for the meaningful 
involvement of parents in the co-production of the child’s EHC plan.   

 

Recommendation 8 

Focused investment must be made in improving the manner in which sensitive 
information, such as breaking the news of a child’s condition and its 
implications, is communicated to parents by health care professionals. 
Guidance on good practice is widely available and must be adhered to in a 
consistent manner by individuals and across teams of health care personnel. 

Response  

What we have done: 
 
Camden Council and CCG have worked in partnership to specifically improve 
services for children with additional health needs, with the aim of: 
  

 Improving families’ experience of clinical care and support where children 
have input from more than one discipline – preventing parents from having to 
tell their story multiple times;  

 Ensuring high quality clinical outcomes are achieved by improved co-
ordination of care from different disciplines;  

 Ensuring children receive a comprehensive initial diagnosis and assessment 
of need for treatment and/or intervention and are reviewed regularly in a way 
that aligns all their needs;  
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 Removing age and level of need thresholds that can lead to inequity of 
service offer and variable experience of care;  

 Implementing common health plans for all children with additional, long term 
(more than 6 months) healthcare needs. These will be reflected in EHC plans 
as they develop.   

 
What we plan to do: 
 
1. The MOSAIC service has recently organised training for all staff on the way bad 

news is shared with parents and are planning a follow up session with families to 
have more opportunity to hear where they are and how they are coping.   
 
MOSAIC is planning on interviewing 8 families to hear about their journey through 
the Child Development Team and to use this information to its service delivery.   

 

Recommendation 9 

A single information tool (Single Page Profile) should provide quick and easy 
access for all health, social care and education professionals to a summarised 
profile of the health, education and social care history of each child. The single 
page profile should accompany all children with special needs (including 
those without either formal diagnosis or Statement/EHCP) with a copy held by 
the family. For those with an EHCP it should accompany the fuller document. 
For those without an EHCP, responsibility for ensuring the child has a Single 
Page Profile should lie with the school SENCO (Special Educational Needs Co-
ordinator). All professionals should ensure that they review the profile prior to 
any appointment. 

Response  

What we have done: 
As part of our EHC plan piloting work, we have been working with families to develop 
a Personal profile - this should include the views, interests and aspirations of the 
child and their parents, or the young person. This has developed into Section A of 
the EHC plan. 
 
We have also been working with some families to test the use of a password 
protected family owned website, or ‘wiki’. Some families have found this a very 
useful tool to share relevant and key information about their child or young person 
with a range of professionals involved. This tool has the added benefit of being able 
to incorporate photos and video clips and to give the family the ability to 
communicate the things that are important to them and bring the written reports and 
information to life. 
 
What we plan to do: 
 
1. We plan to work with schools and colleges to enable them to work together with 

children, young people and their families to complete the personal profile, to 
avoid families having to repeat the same information to different professionals.  
 

2. We are planning to develop an abbreviated version of this Personal Profile as 
suggested, a Single Page Profile, which can be updated more frequently, with the 
recommendation that this could be a useful tool for use with all children with 
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SEND, including those who are able to access support without an EHC plan. 
 

Recommendation 10 

The “Local Offer” should provide specific support to families in making a 
choice for their children between special or mainstream education, including 
clear information on available options and out of borough provision. The offer 
from mainstream schools should include a programme of visits targeted at 
families of children with special educational needs and these should be 
proactively marketed. 
 

Response  

What we have done: 
 
Camden seeks to make provision for children and young people in local maintained 
provision wherever possible. This includes both mainstream and specialist provision, 
and also includes maintained provision in nearby boroughs. Where we cannot meet 
needs locally, Camden will consider funding independent provision that can meet the 
child’s needs and in exceptional cases, residential provision will be considered. 
 
When a parent is considering mainstream or special education preferences, they 
have the direct support of a SEN officer to help them navigate the decision making 
process and either recommend visits or arrange (and sometimes accompany) visits 
to provision, depending on the level of support required.  All parents are provided 
with links to information on relevant independent provision. 
 
Mainstream schools offer programmes of visits at secondary transfer and the local 
authority facilitates a ‘moving on’ event attended by secondary schools in the 
borough.  Both are widely publicised and school visit sessions are listed in the 
secondary schools admissions brochure.  Special educational needs support is 
referenced in the brochure and parents are encouraged to ask questions about how 
their own child’s needs are met.  
 
What we plan to do: 
 
1. Work with schools has commenced and will continue to ensure that the school’s 

SEND offer is transparent and readily available and includes: 
 

 How the school welcomes children with SEND into the school; 

 How it supports them in all aspects of school life and  remove barriers 
to achievement; 

 A description of how it will work in partnership with parents and 
children; and  

 How the school makes effective provision for all its children with SEND 
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Appendix 2  

Children’s specialist services: Questionnaire 

 

Thanks for helping us with this project and thanks again for your time. Before we 

start the interview I’ll just explain a little about Healthwatch and the aims of 

today.  

About Healthwatch Camden 

We are an independent organisation that takes the views of local people to those 

making decisions about health and social care in Camden. We want to help 

improve the services you use. 

It’s our job to listen to what people think of the health and care services they’re 

using. We want to hear what’s working well and what could be improved.  

We’ll feedback our findings to the people buying and/or providing the services, 

and they have to tell us what they’re doing to address any issues.  

Aim of the session  

Today we’ll be asking you about your experiences of being a parent or carer for a 

child or children with a disability or special needs. The purpose of the interview is 

to help us understand what’s working well and what could be improved for 

parents, carers, and children and young people with special needs and disabilities 

in Camden.  

We’re especially interested in hearing about your experiences early on, when you 
first found out about your child’s disabilities and special needs. But we are also 
interested to hear about your experiences since then too, all information is useful.  
 
We will use the things you tell us in our work, but please be assured that we won't 
use any names in our reports – or any details that could give away your identity.  
 
 
 
 
 
Questions  
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1. How old is your child with special needs/disabilities, and can you tell us 

what those needs or disabilities are?  
a. What’s their name?    
b. How old is he/she?      

 
 

2. When was your child identified as having a disability or special needs?  
 
 
 

3. How would you describe the experience of having your child’s special needs 
or disability diagnosed? For example quick, slow, efficient, confusing, easy, 
Could the way you were informed have been improved? Any other 
comments?  

 
 

4. How were you directed to information about your child’s condition after 
diagnosis? 

a. I.e. GP, hospital, social services, other? 
b. Did you have support in navigating and understanding the info? Who 

from? Would support have been useful? 
 
 

5. How easy did you find accessing the information you needed about your 
child’s condition?  

a. For example, easy, difficult, too much/little info, right info but at 
the wrong time? Why? 

 
 

6. Where were you directed for information on eligibility for services?  
 
 
 

7. How easy did you find accessing information about services on offer, for 

example equipment, benefits, and short breaks etc?  

a. Did you have support in navigating and understanding the info? 

 

 

8. Did this information about eligibility and available services help you to 

access services? 

 
 
 

9. Do you feel that you received information and support at the right time and 

at the right level for you and your family?  
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10. Looking back, was there any information or support you needed but weren’t 
able to find or access? 

 

11. How easy was it to access professional support as a source of advice and 

answering questions?  

 

12. Did you join any support groups or speak to other families? How did you find 

out about them? 

 

 

 

  


