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• We consulted with 148 children and young people 

 

•The gender split, 62 females and 85 males with 1 no response 

 

• The young people lived across 6 out of the 7 SE7 pathfinder  

authorities  

 

• They young people were aged between 4 and 19+ with the largest 

cohort being between 11-18 years of age 

 

• They represented a broad range of disabilities, conditions and  

impairments  

 

• Consultations took place in variety of settings where the young 

people were familiar with their surroundings 

 

 

Consultation Statistical Demographic 



What did we ask the children and  

young people about?   

• Their personal information and 

interests  

 

• What stopped them from doing 

things they wanted to 

 

• Their experience and 

understanding of keyworkers 

 

• Current Assessment processes 

and the new single plan 

 

• How they like to be involved in 

meetings and make decisions 

 

 

 

 

 

 

• Their experience of health 

services  

 

• Their experience of education 

and their aspirations for the 

future  

 

• What difference it would make if 

they had a personal budget 

 

 

 



What did young people say about their  

Interests?  

The most popular activities were; 
• Spending time with my friends  

• Sports and outdoor activities  

• Video and computer games 

 

The least popular activities were; 

• Board games and jigsaws 

• Playing with toys 

• Drama and dance 

 

Out of the young people consulted; 

• 121 young people said they attended a range of activities  

• 17 young people said they did nothing   

• 10 no response recorded 

The list of activities was substantial covering a wide number of interests but 

young people made it clear they wanted more of  some things and less of 

others! 
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Young people said the best things about attending  

activities were; 

• Meeting friends and doing new things 

• Having time away from their families 

• Getting out and about  

 

Some of the comments made were; 

“ I enjoy my freedom” 

“Letting my hair down without having carers around” 

“Time with people” 

“Having a chance to relieve stress after college if I’ve had 

a bad day”  

 

There was an even split between those young people that had the opportunity to  

try new things with those that didn’t and the list of suggested new activities  

demonstrated their desire to take risks and increase choice. 

 

 



 

 

 

 If we are truly committed to listen to young people the responses  

to this section of the consultation will give us the opportunity to  

overcome these barriers. 

What do young people think stops them 

from doing what they want to? 

The top four barriers to young people doing what they want are; 

• Not having enough money 

• Not having help/support at activities  

• Not having transport 

• Family 

 

The comments from young people underpin the importance of supporting 

them to overcome their lack of confidence when faced with new  

Situations; 

 

“I get worried and confused easily” 

“I’m nervous of new things which holds me back and I worry about my  

condition”  

“Confidence and courage” 

 

 

 

 

 

 

 

 

 

 

 



 

 

Would having a personal budget help  

you to do what you want?  

The young people felt that the lack of money was the main  

barrier and overwhelmingly 116 out of 148 said they would  

like their own Money. 

 

“I would like a bank account of my own that I could manage with  

support from my support worker” 

 

“I would pay for support instead of my parents taking me” 

 

“I could buy a water bed and sensory things to help me keep calm” 

 

“It would make life easier and happier- I would like respite” 

 

“I could buy the toys I want, a computer… go on holiday camp” 

 

 

 

 

 



What did young people think about  

having a keyworker? 

• Equal numbers of young people felt they had/didn’t have a  

keyworker  

• 63 young people felt they had someone who would help them decide what 

services they needed 

• Overwhelmingly the young people identified members of their family or  

someone at school helping them make decisions 

 

If young people didn’t have someone to help them make decisions they said  

they would like a keyworker  but were very clear that it needed to be someone  

who knew them well and could help them be more independent. 

 

“I would like to choose who helps me” 

 

“ I do have someone but they are a bit bossy” 

 

 

 

 



 

 

We then asked young people who they would 

like to help them in different situations 

This series of questions was to tease out if young people felt  

different people would be more helpful in different situations, e.g.  

Home, School, Appointments and when attending Activities 

 

We were then able to ask the young people’s advisory group what qualities  

they felt a keyworker should have and when they would be most helpful. 

 

 

 

Key worker qualities 

 

•Trustworthy….not to hide information or lie to you 

•Someone who knows what they are doing 

•Someone on my level 

•Flexible able to meet when the young person wants them to 

• Someone strong able to make things happen 

•Respectful 

•Disability awareness 

 

 



 

 
What Assessments do you have and what 

does assessment mean? 

We asked young people where they had been assessed and  

the two key settings were school and hospital. The young  

people overwhelmingly wanted a member of their family to go with  

them. 

 

When the advisory group were asked what an assessment was one of the young 

people said “It’s having people over with clipboards” 

 

When we asked if yp would like the opportunity for someone else to support 

them at  assessments 59 said yes and 48 said no 

 

“It would be nice to go with someone else  who can be my friend but help me” 

“Would help me get my words out” 

“Dad helps me now but I want someone else in the future” 

“I would like someone to understand and plan my services, but would need 

to know them to make me feel comfortable” 

 



 

 

72 young people thought having all the adults in one meeting to  

make a plan would be good 28 said no with the remainder not being  

sure or giving no response. 

 

When we asked the young people why this would be a good/not good idea the 

responses were articulate and showed significant levels of understanding. Their 

perception of present methods and current experiences demonstrate that we 

need to take notice using this wealth of evidence to shape services in this next 

stage of the Pathfinder  

 

In total we had over 60 reasons for why a single assessment would be a good 

Idea the following are just a sample with further comments to be included in the 

final report. 

 

 

 
 

 

 

 

 

  

 

What young people thought about a single 

assessment  



 

 

    Good ideas 

What young people thought about a single 

assessment  

  

“Group discussions are good. Everyone can agree a  

group decision, I can understand everything at once, progress  

reports  help me see how I have been doing and feel good about 

myself”  

 

“Because I will know which grown up people are talking to me and  

what they are talking about. I can ask questions” 

 

“I prefer having everyone together but when the meeting is over   

and one person doesn’t do the right thing it is most annoying”  

 

“ Never had a meeting with all the professionals, if they did it might  

show me they care, they’re too busy” 

 



 

South East 7 Pathfinder 
  

Not a good idea 

 

“ I prefer one to one meetings” 

 

“it would be a bit complicated with all those people. Too many people  

asking questions, it may be ok if asked one at a time” 

 

“They would all talk at once and argue and it would all be too much, I  

couldn’t cope” 

  

“You’d need a massive hall to accommodate all the people who work with  

me and they’d only start arguing about who funds what. This is much  

worse now I’m in adult care and to be honest I wish I could go back to  

how it was when I was a child. There is even less funds in the adult  

sector, You don’t just stop being disabled once you hit 18” 

 

“It would be overwhelming  with everyone in one room” 

  

 



 

 
How young people want to be involved in 

decision making and listened to  

107 of the young people stated they wanted adults to ask them 

what they wanted with only 17 saying they didn’t want to be asked. 

 

79 young people said they were currently asked, with equal numbers saying they  

weren’t or only sometimes. 

 

“Yes at school but not externally” 

 

“sometimes, but think they have the answers before I ask” 

 

“I think it’s more that we don’t say what we want in life because we see  

other people doing things we would need help with” 

 

“Sometimes but they don’t always listen” 



 

 

 

 The range of responses to this question shows the importance  

of having staff trained in a variety of communication systems but  

not surprisingly 101 young people said they just wanted people to  

talk to them and meet with them. 

 

Other comments included the use of ; 

• Schedules 

• Social stories 

• Using pictures/PEC’s 

• Communication book 

• Through the computer, ipad apps that takes photos and talks  

 

one young person said “Politely and not in a patronising way” and another  

said “new stuff” clearly showing an expectation that if one approach doesn’t  

work try something different 

 

 

 

 

 

 

 

 

 

 

 

 

 

How do you want adults to ask you 

what you want?   



 

 

Do adults tell you what is going to 

happen? 

The majority of young people said that adults did usually tell 

them what was going to happen but not all of the time. There  

were several comments about only being told part of it and then being  

surprised by some of the outcomes.  

 

111 young people said it felt good when people asked them what they wanted 

but others expressed annoyance or frustration when they were only sometimes 

asked or they felt decisions had been made or there were no choices 

 

“As long as I actually get a choice in the matter, than yes. If there are no  

choices then don’t bother to ask”  

  

One young person told us about her experience in hospital “they told me I 

would just go to sleep, but when I woke up, I thought what is this in 

my  arm” 



 

 

How do people treat you generally and at 

appointments?  
Although the majority of young people felt that in all aspects of their lives  

people were generally helpful this section highlights the discrimination and  

insensitive treatment disabled young people deal with on a regular basis and  

sadly how accepting they are of it.  

 

The final report will cover this more fully but a considerable number of comments highlighted   

their experiences of health services and including them gives us the opportunity to reflect. 

  

“Health professionals don’t understand about disability” 

 

“Some doctors in the past have been unsupportive and have not listened, 

they think you are just a worrier” 

 

“Most people are friendly and helpful, but some doctors are rude which 

apparently isn’t anything to do with me being disabled, they’re just rude” 

 

 “Health professionals really don’t understand about disability and really 

need some training and this should be ongoing” 



 

 

About the services you receive and how 

you would like to choose them?  
As one would expect the young people access a wide variety of  

services delivered across agencies and their experiences vary not only by  

agency but also by locality.  

 

When asked how they would like to choose their services the top three responses from the 

young people were;  

• Choose from a list 

• Tell someone what I need 

• Have someone to help me decide 

 

In addition to this young people wanted to try out services to see if they liked them before  

making a decision “Visit them, try and see”  

 

“I’d like someone to explain all the options and with my friends and family I 

would decide” 

 

Many young people said they wanted information about services that they could  

understand for themselves , giving them more independence and control over their lives. 

 

  



 

 
Information About Education 

From the survey sample 89 young people were at special  

School or college, 36 were in mainstream school or college,  

3 were home educated, 7 not in education, 5 other and 8 no  

responses.  

Most of the young people reported positive experiences of their Education  

but some talked about; 

• Bullying 

• Exclusions 

• Non replacement of LSA’s when they are off  

 

There were also comments about LSA’s being with them all the time even when  

they were with their friends; 

 “They don’t let me work with other people I feel  

trapped” “They were with me all the time even when I was with my friends.   

My friends didn’t seem to mind … the LSA was old enough to be my mum 

so it was a bit weird” but equally some young people felt more secure when  

their support worker was with them as it helped them control their behaviour.  

 

 

 



 

 
Information About Education 

Only 62 young people said they had been asked about which  

school or college they would like to go to with 51 saying they hadn’t.  

Many expressed disappointment that they were not allowed to go where they 

wanted and talked about Tribunals and having to fight to get what they wanted.  

 

Many young people talk about their frustration and feeling ignored giving many  

examples of situations where they would like to ask questions but don’t feel able  

to. One young person talked about school and his mum meeting to “do a plan”  

but he didn’t know what was in it.  

 

Others talk about not being understood at school “they don’t get Aspergers” or  

“they think I’m being difficult because I don’t understand” another said “At  

school if I ask for help, sometimes they just walk off” 



 

 

 

 

Disabled children and young people’s 

aspirations? 

 
When asked what they wanted to do after school or college  

• 92 young people wanted a job 

• 51 wanted to spend time with friends 

• 47 wanted to live independently 

• 33 wanted to go on holiday 

• 31 wanted to go to college or university 

 

Their list of aspirations was as varied and as rich in diversity as the young people  

themselves who willingly took part in the consultation or the advisory group. All  

gave up  their time because they wanted to make a difference not only to their  

lives but those of other children and young people.  By engaging in this process  

the young people have put their trust in us on the understanding that the SE7  

Pathfinder will respond to the young peoples aspiration; 

     

“ To make our voices count to help change the life of other children” 


