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Children and Young People (Scotland) Bill 

CLIC Sargent 

Introduction  

1. CLIC Sargent is the UK’s leading cancer charity for children and young people, 

and their families. We provide clinical, practical and emotional support to help 

them cope with cancer and get the most out of life.  

2. The Children and Young People’s Bill proposes a number of significant 

opportunities to improve the provision and support available for children and 

young people, including those with cancer. In particular, we welcome the Scottish 

Government’s ambition to put children and young people at the heart of planning 

and delivery of services and to promote better coordination between them. 

3. CLIC Sargent believes that the Bill offers some positive opportunities for children 

and young people with cancer, in particular the parts that will put elements of 

Getting it Right for Every Child (GIRFEC) into statute; for example, the named 

person for every child, the Child's Plan and the new joint services plan between 

local authorities and health (parts 3-5 and 13). This response will highlight CLIC 

Sargent’s views on these parts of the Bill. 

Summary of key points  

4. Uncoordinated services for children and young people with cancer can result in a 

lack of support when needed. It is critical that all practice affecting children and 

young people with cancer is joined up. CLIC Sargent therefore welcomes the 

proposed duties on local authorities and health boards to work together to 

produce, deliver and fund coordinated service planning. 

5. Effective communication is a key issue for children and young people with cancer 

and their families. Parents have told us that where communication works well, 

they felt their child received the educational and emotional support they needed; 

where communication was poor, parents often said they felt let down by the 

system.  

6. We welcome the duty for all children and young people to have a ‘Named Person’ 

to help them manage information and aid communication between different 

agencies; however, we seek further clarity about their exact roles and 

responsibilities and where accountability will lie. 

7. CLIC Sargent believes all children and young people with cancer should receive 

the support that they need to succeed. It is important that the needs of children 

and young people are assessed early and that a formal plan is put in place to 

help them access multi-agency support. We believe that the Child’s Plan and the 

broad definition of wellbeing is a positive step in helping to secure this 

appropriate support. 
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Background 

8. Approximately 1,600 children aged up to 15 years and 2,000 young people aged 

16 to 24 are diagnosed with cancer each year in the UK.1 This includes almost 

200 15-24 year olds and 120 0-14 year olds in Scotland. CLIC Sargent’s current 

campaign is largely focussed on the impact of cancer on children and young 

people’s education. Fundamental to CLIC Sargent’s work is the belief that 

children and young people with cancer should be enabled to achieve their 

potential and that quality support in education is a crucial element to achieving 

this.  

9. With nine in 10 children telling us that their cancer diagnosis and treatment made 

a difference to their school life,2 we know that children and young people with 

cancer can face a number of barriers and challenges in keeping up with school 

work, feeling included in school life and fulfilling their potential.  

10. Unfortunately a cancer diagnosis means that these children and young people 

often experience significant disruption to their family life and learning, with 

treatment sometimes lasting as long as two to three years. Even if a pupil has 

been successfully treated for cancer and has gone into remission, there are 

several reasons why there may still be genuine and long lasting late effects.  

11. Children with cancer can face a number of barriers and challenges in keeping up 

with school work, maintaining friendships and feeling included in school life. 

Some children who return to school will need significant or permanent additional 

support and may not be able to return to previous attainment levels. CLIC 

Sargent wants to see a Scottish system of additional support that enables 

children diagnosed with cancer to receive the support they need quickly, and for 

as long as they need it, so that cancer does not unnecessarily impact on their 

education or their social and personal development. Unfortunately our research 

has shown that this support is not always put in place at present – one in three 

CLIC Sargent nurses told us they do not think that there is sufficient educational 

support for primary school aged children with cancer when returning to school.3 

12. Communication was a key issue identified in our 2012 research – communication 

between hospitals and primary school, as well as between teachers and parents. 

Where communication worked well, parents said they felt their child received the 

educational and emotional support they needed; where communication was poor, 

parents often said they felt let down by the system. In many cases we found that 

schools and local authorities apply policies and practices in different ways, which 

can make navigating the system a real challenge. 

13. We see the Children and Young People’s Bill, in particular parts 3-5 and 13, as 

an opportunity to improve the support available to children and young people in 

                                                           
1
 Cancer Research UK (2012) “Cancer Incidence by Age - UK Statistics”. Cancer Stats. Available at 

http://info.cancerresearchuk.org/cancerstats/incidence/age/ 
2
 CLIC Sargent (2012) No child with cancer left out 

3
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education by improving communication between agencies, and developing a 

more joined up approach to planning and delivering services. 

14. The following parts of this paper highlight CLIC Sargent’s thoughts on specific 

areas of the Bill and the potential impact and benefits for children and young 

people with cancer. 

Children’s services planning (Part 3) 

15. All the agencies involved in supporting children and young people with cancer – 

including their school, hospital school and local education authority – are 

expected to collaborate effectively to ensure that the child experiences a joined-

up service. However, CLIC Sargent research undertaken in 20124 found that 

communication between hospital and home education providers and a child or 

young person’s home school could be much improved.  

16. Our No child with cancer left out report shows that improving communication 

between education professionals, and the family can considerably lessen the 

impact of cancer on a child or young person’s education. Good communication, 

for example, can enable a child with cancer to keep in touch with classmates 

when they are absent from school, allow for a smoother transition when they 

return to school and help parents feel empowered and informed. 

17. We warmly welcome the Bill’s aim to ensure that public bodies work together to 

plan and deliver services to increase children and young people’s wellbeing. In 

particular, the proposed duties on local authorities and health boards to work 

together to produce, deliver and fund three year services plans. We agree that 

this must be focussed on improving outcomes for children and young people and 

welcome the recognition that a child or young person’s well-being depends on the 

whole spectrum of their needs being identified early. Children and young people’s 

cancer is rare, which makes this especially important as some agencies and 

professionals may not have supported the needs of young cancer patients 

before. This holistic approach can help ensure that they receive high quality 

provision and effective advice and guidance.  

18. We believe the duty to cooperate and the proposal for the new joint plans to 

cover every children’s service, which has a significant effect on the wellbeing of 

children and young people, are also progressive ways forward. This will need the 

involvement of all the agencies involved in a child or young person’s cancer 

journey. 

Named person service (Part 4) 

19. CLIC Sargent welcomes having a Named Person for every child and young 

person from birth to 18 to increase accountability and ease of information 

sharing. Managing information and aiding communication between different 

agencies can be bewildering and can add to the stress and strains of a cancer 

diagnosis.  
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20. Having a Named Person could increase the level of communication between the 

hospital/home education provider, the parents or the young person themselves, 

and their school. CLIC Sargent knows that good quality communication can help 

build parents’ confidence when their child is absent from school and when they 

are preparing for their child’s return. 

21. In some schools communication can be very good one parent told us: “My 

daughter’s school was amazing. We had a great support network throughout the 

school. We felt very confident when she returned I knew everyone was watching 

out for her.” However, this isn’t everyone’s experience. Another parent said: “It’s 

been a complete battle from the start with the school. I feel very bitter at the lack 

of understanding and support we’ve received. We had to suggest solutions every 

step of the way. Even when we asked about whether the local authority could 

supply a home teacher they denied any knowledge of such a service.” 

22. 5.4 Many of the young people we spoke to told in 20135 us that their school didn’t 

communicate with the hospital school they went to and that there were often 

delays in sending appropriate work. This lack of communication meant that some 

young people struggled to complete test papers or work sent to them from their 

school because they had missed out on the relevant learning.  

23. In some circumstances, missing out on learning might mean that some children 

and young people have to retake an academic year. Young people approaching a 

pivotal time in their education are very aware of the impact that cancer has had 

on their ability to achieve at school, and reaching their potential becomes very 

important to them. Our 2013 research found that some young people have been 

deeply affected by the impact that cancer has had on their ability to achieve the 

grades they were aiming for. One young person told us “I could have been so 

much better if I didn’t have cancer, but now I will never know.”  

24. Worryingly, more than one in three parents have told us that their child had 

experienced bullying or teasing from their peers because of their cancer 

diagnosis and treatment. One parent told us “schools should educate school 

pupils about childhood cancer to reduce the stigma associated with it.” We hope 

that having a Named Person for every child and young person will mean that 

schools will take more responsibility for increasing awareness and understanding 

of childhood cancer. 

25. We believe that having a Named Person to help children and young people with 

cancer and their families’ access services, provide information and support and to 

discuss and address concerns with other agencies will help young people and 

their families to better understand and access the support they need.  

26. It is important that children and young people and their families always know 

about the role of the Named Person, and how to contact them. We do, however, 

seek greater clarity about the role and responsibility of the Named Person and 

how any additional demand on professionals will be resourced. 
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 CLIC Sargent (2013) No teenager with cancer left out 
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Child’s Plan (Part 5) 

27. It is important that the needs of children and young people are assessed early 

and that a formal plan is put in place to help them access the multi-agency 

support they need. Even if a child or young person has been successfully treated 

for cancer and has gone into remission, they may experience significant and 

long-lasting late effects. Studies show that survivors of childhood cancer may 

perform less well in education compared to their peers, although lower attainment 

is mostly found among survivors of particular cancers, for example, brain tumours 

and leukaemia.6  

28. Young people who took part in our No teenager with cancer left out study 

suggested that a formal assessment of needs on a pupil’s return to school would 

help. Otherwise, if they appear ‘normal’ the school assumes they are fine and 

expects them to pick up where they left off. The question of how effectively 

children and young people’s needs are assessed and planned for on their return 

to school when they have had cancer is critical to the success of reintegration. 

29. The assessment of children’s needs when they return to school – and whether 

they require a formal plan – was also a major issue for many of the parents and 

children we have spoken to. In our 2012 survey parents said they thought their 

child required a more rigorous assessment of their needs when they returned to 

school. “They need a proper assessment of their needs, rather than a ‘one size 

fits all’ approach,” one parent told us. 

30. We therefore welcome the intention for the Bill to put a duty on local authorities to 

produce a coordinated, needs driven ‘Child’s Plan’ for every child and young 

person who needs one and that there will be a single planning process to help 

those children and young people who need additional support where the 

arrangement of a range of services is required. We would, however, like further 

clarification on which children will be entitled to a plan and how their needs will be 

assessed. We also seek further information on how the Child’s Plan will interact 

with the Coordinated Support Plan. 

Wellbeing (Part 13 and S.73) 

31. We welcome Scotland’s inclusive approach to create a holistic statutory definition 

of well-being to ensure that all children and young people who require it receive 

the support they need. 

CLIC Sargent 

26 July 2013 
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