Report for Rocket Science from Highland Children’s Forum (HCF)
Consultation on National Delivery Plan for Children and Young People’s Specialist Services in Scotland

This consultation was carried out in a small timescale due the timing of the Scottish Government consultation and other workload issues. In total 16 parent/carers took part, 10 were visited at the Birnie Playgroup (for children with disability), 5 parents and 1 Granny were seen along with their children. 

12 children and young people took part, 4 male and 7 female, aged between 7 and 18 years old. 4 children/young people were seen at home, 2 in hospital and 1 in the HCF office. A further 4 CYP completed self-responses and returned them, another self-response was completed with help in a respite care setting. 
An additional 3 young people requested self-response forms and may have returned these directly. 

Two of the participants had significant communication challenges. One child used a switch to start with but was too excited to use it consistently and with her parent an agreed signal of raising her arm if she agreed with the statement made. Care was taken to check the responses by asking again or stating the opposite. 
One young man had his mother present who was able to contextualise the questions in to actual experiences of health services to which he could respond. Again care was taken to confirm the answers with the young person. 
The specialist health issues of these children and young people include cancer, cystic fibrosis, epilepsy, profound and complex disability, asthma, immune disorder, diabetes, congenital conditions, inherited degenerative condition and acquired brain injury.
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“It was so nice when I was at physio, it was so cool.”

Ingrid, age 10

Summary of Children and young people’s responses:

About your care: 
When asked for an overall score for their health care, 8 CYP chose ‘great’ and 4 chose ‘good’. 

If you could change anything about hospitals or the care you have received from NHS staff, what would it be?
Better training for staff, better décor, doctors who were more fun, separate space for girls and boys, more time for staff to spend with CYP, having mum with you all the time. 

Planning your care:

The response to this question depended a bit upon age, but only 1 (under 8) did not want to be involved, 7 wanted to have some involvement and 4 wanted to be involved in all decisions. 

Comments about the sort of involvement children and young people wanted were: explain everything, say what is going to happen, and ask if it is OK to do things. When painful procedures are needed (especially needles), it helps to have some choice such as getting anaesthetic cream or having a book to look at. One young man, who has had 14 operations, wants to be able to consent or refuse consent for operations. 
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“I was hurt. Taken along to find blood. I felt light headed at the end.”

John 11
For the non-speaking child who uses a switch, only one doctor had taken the time to speak to her, other doctors spoke to the parent. She wants doctors to speak to her. 

Parent involvement in decision making:

All who answered this question thought it was important to involve parents. 

“They shouldn’t make the decisions as they don’t have the condition but should be there as a third party for support.”

The young man with acquired brain injury needed his mum to remind him of the question or conversation as he finds it hard to remember. 

For YP at transition there was a gradual move from his parents making decisions to him. He keeps his parents informed but they no longer make decisions. 
Involvement of others:

Generally others, such as the school, need only to have the relevant information about medication or any other impact of the medical condition on schooling. One YP wanted the social worker kept informed. 

What should adolescent areas be like?
“Older stuff not Winnie the Poo”

“TV’s + playstation. Friendly people to talk to and explain things.”

“It should be a happy place, run by staff who know about cystic fibrosis”
There was a consensus that there must be privacy and young people be able to put up their own posters and photos. 

Training for staff about young people:

“They need to make their ears bigger – so they can listen! Explain things so I can understand”

 “That they don’t like to be made to answer loads of questions or to make them do anything embarrassing.” 
“By not treating them like adults just because they are in their teens. They still need to be treated a little bit like children but not as much as them.”

“Don’t treat us like we are ill but if we are normal because we are.”
Outpatients:

“Making sure appointments suit us as well as themselves, teenagers have busy lives and don’t like giving things up especially for hospitals or things that make us different.”
Schoolwork:

School work was important if you were in for a while. Maybe friends could come from school and bring you up to date with work.
Transition:

Almost all thought transition should be when the young person is ready. 

Two young men at transition:

“Not met adult doctors yet. I think it might help to meet them. I am going to meet him. I want to meet the person I will be having in adult services.”

“My change was good. I got to meet the adult doctor once before the last visit to the child doctor. Next visit I will see the adult doctor. Feel happy with the change over.”
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“The professional is friendly and makes you feel comfortable, they listen to you and are competent” Hazel 12
Technology

“There should be a site where we could email if there was anything we were worried about and they could text to remind us of appointments.”
What would you ask about a children’s hospital?

 “Is it clean?
Are the children happy?
Do the nurses smile a lot?”

“Did they have someone specially for young people, who could explain treatments to young people and reassure them?”

Future involvement

“Yes – like to be asked – visited at home.” 
All participants were willing to be involved again in the future.

Summary of parent/carer responses
Managed clinical networks were generally thought well of. Informal networks already work well for a number of parents. Most had had fairly good experiences of information sharing between doctors and other health professionals. One mother had had a very poor experience in Northern Ireland and was full of praise for the service up here. 

The Birnie was an example of good networking, you could see different health professionals there while you were at playgroup.  
Most parents would want to be fully involved in any networking, but there was recognition that being a full time carer might restrict the time available to do this. 

Sometimes some parents felt kept out of the loop with information, particularly if the diagnosis was not definite; foster carers also felt information was kept back from them.

There was a feeling that sometimes the parent’s expertise was not listened to. They saw the child all the time and saw behaviours and responses not seen by the doctors in a clinic appointment. 

“RH has had his medication changed. I’m with him 24/7. Yes they know the research and what effects it has and so on, but I’m with him 24/7 so I know how it effects him.” 

Telemedicine 

“If it cuts down travel its good, as long as not life threatening.” 

 This was the general feeling expressed. 
National Planning

Parents had some experience of the ‘post code lottery’. Some specialists do travel to do more remote clinics but there is a long waiting list for them. If you lived nearer the specialist hospital where the doctor works you would be seen more quickly. Some people would rather travel than wait to be seen. 

Some people expressed the feeling that NHS 24 did not take account of some of these children with complex health needs. The red flagging system did not always work, although it does for some. With special needs, such as those with autistic spectrum disorder, NHS 24 staff did not show understanding of their issues. 
Workforce Issues

The new proposals were met favourably with the parent carers. There was a feeling that all staff should understand about children with special needs. They need to learn to take time with children with communication needs. 

Puberty is a time where there are many changes in young people and it is appropriate that staff receive special training in how to work with young people. 

It is not that parents expect staff to be experts in everything, but to listen to them and to be sensitive to particular needs. 

Performance Management

Child Health Alliances seen as a good thing. They should report parent and patient experience and support changes with performance managers. 

Time for parent carers was seen as the main obstacle to assisting in performance management. 
Transition:

A few of the mothers of babies and small children thought that the focus should be on them and not on the teenagers. Otherwise there was recognition that this was a stage in life where you might need different treatment. 

Young people themselves should be asked when they are ready to move on to adult services.

Conclusion
Children and young people had had good or great experiences of medical care. They liked and wanted more of staff who are friendly, who take time to explain things, tell them what is going to happen and involve them in some of the decision making. This is just as important for children who have communication difficulties. 

Age appropriate care was seen as important with privacy and being able to make your space your own with posters and so on was important. 

Generally, changing the décor of the hospital would improve it greatly from the view point of children and young people.  Staff should be trained to know how to talk to children/young people of different ages and explain things clearly to them. 

Transition should happen at the pace of the young person. Meeting adult doctors while still under the paediatric ones was seen as important. 

There was interest in future involvement in consultation and children and young people liked either a home visit or the survey. They might use websites or emails but this would be limited. 

Parents reported that many informal networks already are working. They want to be involved in these and would be happy if video conferencing or other media improved the networking. Sometimes doctors do not recognise the expertise of parents.

However, there is still a post code lottery and parents who are concerned will travel rather than wait. 
Parents would like to be more involved in supporting performance management, but time was a major issue. Overall the National Delivery Plan met with approval of both children/young people and their parent/carers. 

Drawings from the “Are we three yet?” project by Highland Children’s Forum, (2008)
