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Childrenõs Health 
Scotland, formerly 
Action for Sick 
Children Scotland, 
is the only charity 
in Scotland 
dedicated to 
informing, 

promoting and 
campaigning on 
behalf of the needs 
of all sick children 
within our 

healthcare system.   

 

Our work includes: 
Working with the 
Scottish 
Government, NHS 
and voluntary 
sector to ensure 
that health services 
are planned for sick 
children and young 
people in child 
centred 
environments with 
appropriate ratios 
of trained staff. 

 

Informing children, 
parents and carers 
of their rights and 
responsibilities;  
empowering them 
to participate in 
decisions about 
treatment and care. 

 

Raising awareness, 
representing  
childrenõs needs 
and concerns 
within government, 
healthcare 
committees and 
other non-
governmental 

organisations. 

 

Promoting high 
quality of health 
care services at 
home and in 
hospital, while 
working to obtain 
equality of services 

and access across 

Scotland. 
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Promoting the healthcare rights and needs of children and young people  
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Alison Closs, CHS Executive Committee writes: 

When a child or young person is ill or has 

a long-term health condition, physical or 

mental, their families/carers and medical 

professionals naturally put the greatest 

effort into ensuring a return to optimal 

health. Education may be the last thing 

on anyoneõs mind yet there are many 

good reasons why it should be considered 

as soon as possible. 

 

Future studying, training and working lives may 

depend on learning achievements while of 

school age. Later ôcatch upõ opportunities are 

limited and they offer a hard path to follow, 

especially if a young person has a lifelong 

chronic health problem. For Scotlandõs children 

and young people between three and 16/18 

years, education is their ônormalõ main 

occupation and schools their main out-of-home 

location. Some gain intellectual satisfaction from 

their education, or from some aspects of it. For 

many, the biggest attraction in education is the 

opportunity to enjoy peer friendships.  

 

Participation in education is a basic right for all 

children, as indicated in Articles 28 and 29 of the 

UN Convention on the Rights of the Child. The 

Scottish Parliament fully endorses this right.  

 

Participation in education in school, in hospital or 

at home, may offer youngsters with health issues 

additional benefits. It may act as a distraction 

from distressing aspects of their condition.  For 

those receiving education in hospital or at home, 

it should offer a better chance of achieving a 

smooth return to school. It also offers them a 

similar ôtrackõ to follow in education to that 

followed by healthy peers. In other words, 

Children and young people with 

health issues and their education  
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participation in education by children and young people 

with health issues should act as a normalising 

developmental experience, yet this is not always so, 

despite supportive Legislation and Guidance from the 

Scottish Government. 

 

The very first Act passed in 2000 by the new Scottish 

Parliament was the Standards in Scotlandõs Schools etc. 

Act. Section 40(1)(b) required (not merely ôallowedõ) 

Education Authorities (EAs) to make educational 

provision out of school for pupils who could not attend 

because of prolonged ill-health, constant or intermittent. 

Section 2(1) of the Act required EAs to ensure that the 

education of all children be ôdirected to the development 

of the personality, talents and mental and physical abilities 

of the child or young person to their fullest potentialõ. 

Official Guidance followed about the education of absent 

children and medication in schools. 

 

Later the Education (Additional Support for Learning) 

(Scotland) Act 2004 (as amended) and the Equality Act 

2010 were enacted. While both are highly relevant to the 

education of children and young people with health issues, 

they are long and complex and links to these youngstersõ 

educational needs are not always explicit. Revised official 

Guidance followed in recent years: Guidance on the 

education of children unable to attend school due to ill health 

(2015)  https://www.gov.scot/publications/guidance-

education-children-unable-attend-school-due-ill-health/ 

and, Supporting children and young people with healthcare 

needs in schools (2017)  

https://www.gov.scot/publications/supporting-children-

young-people-healthcare-needs-schools/  Again both are 

very extensive and detailed.  

 

Continuing enquiries and complaints from 

families, both to Childrenõs Health Scotland and to 

Enquire, the Scottish Advice Service for additional 

support for learning, indicated that some children 

and young people with significant health problems 

are still not receiving the education, additional 

support for their learning, and healthcare in 

school to which they are entitled.  

 

Among the numerous barriers to more successful 

inclusion in education are:  

 

¶ The rights to education and to healthcare in education, 

and the practical and legal links between health issues 

and additional support needs, and between health 

issues and disability, are not fully grasped by some 

families and professionals. 

 

¶  Most EAs and Health Boards are cash-strapped 

currently, leading to a reduction in support staff, 

teachers and classroom/ASN assistants, in mainstream 

and additional support for learning schools. Staff 

development, especially for training leading to specialist  

Continued from page 1 

 

qualifications for teachers, and to improved knowledge, 

understanding and skills for teachers and assistants, is  

very limited. There is a lack of Community Childrenõs 

Nurses to undertake more complex healthcare in 

schools for children who for example, have stomas, 

feeding pegs, tracheostomies, require oxygen etc. 

Where the local health service cannot help, parents 

have sometimes been asked to help in school or to 

keep their child at home. 

 

¶ There is great disparity between EAs across Scotland in 

relation to aspects of education vital for those with 

health issues. Some EAs have a team of support teachers 

who work in hospitals and in family homes while others 

have few or none ð even the best resourced may only be 

able to offer a child three hours of education per week.  

 

¶ Few children and young people with serious health 

issues have a Co-ordinated Support Plan (CSP) although 

some may be well ôqualifiedõ to have one, and they 

therefore miss out on some additional rights. If their 

health issues are significant, then they should also have a 

Healthcare Plan affording security to individual 

youngsters and support for willing but anxious school 

staff involved in their care, yet this has not been 

invariably implemented.  
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Catriona Thomson, Enquire Manager writes:  When 

pupils feel listened to, respected and included in school 

life, theyõre more likely to do well at school. Thatõs why 

we are fortunate that in Scotland all pupils have the right 

to have their say about what they need to get the most 

out of their education. And since January 2018, pupils 

aged 12-15 can now be even more involved, having a 

direct say in decisions about their support. 

 

Reach, an online resource which helps pupils understand 

their rights to be supported, included, listened to and 

involved in decisions at school, has created 3 new 

animations to help pupils feel more confident about 

speaking up. They are called: 

 

¶ Itõs not easy to talk 

¶ Help to make your voice heard at school  

¶ Your rights, your say  

 

The films also signpost pupils to ôMy Rights, My Sayõ, a 

service which can help children aged 12-15 share their 

views about the support they need and have a say when 

decisions about their learning and support are made.  

 

Zain a pupil involved in making the films, believes that 

òthe messages [in the films] for young people are really 

important if they are struggling, so they know that help 

is available.ó 

 

To view the films visit Reach at www.reach.scot 

Currently there is a serious risk that, while 

Scotland may have comprehensive legislation and 

guidance relating to children and young people with 

health conditions and their education, it may also 

offer increasingly poor access to support and 

healthcare in education.  

 

What can be done?  

Parents, carers, children and young people must continue 

to be informed about relevant rights and to push EAs and 

their MSPs to ensure these are recognised and met. 

Childrenõs Health Scotland will continue to support 

children, young people and families, will campaign at a 

national level and provide relevant information. We have 

already collaborated with Enquire to produce 2 Factsheets 

to support families and inform others, about the 

educational rights of children and young people with health 

issues. These can be downloaded or obtained from 

Enquire. They are: 

 

 

1) When a Child Canõt Go to School, 

http://enquire.org.uk/3175/wpcontent/uploads/2017/11/whe

n-a-child-cant-go-to-school-1.pdf and  

 

 

 

2) Supporting children and young people with healthcare needs 

in school http://enquire.org.uk/3175/wp-

content/uploads/2018/06/supporting-children-and-young-

people-with-healthcare-needs-in-school.pdf 

 

Continued from page 2 
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It was a time for celebration when delegates from 

Austria, the Czech Republic, Finland, Germany, 

Iceland, Ireland, Italy, the Netherlands, Sweden, 

Switzerland and the UK gathered in Frankfurt in 

September, to celebrate the 25th anniversary of the 

founding of the European Association for Children in 

Hospital (EACH) and also the 30 th  anniversary of the 

ôbirthõ of the EACH Charter, which was written in 

Leiden in the Netherlands in 1988. Coincidentally 

AKIK (Aktionskomitee Kind Im Krankenhaus) the 

German host sister organisation, was also 

celebrating its 50 th  anniversary.  

 

Childrenõs Health Scotland and Action for Sick Children in 

England, have been members of EACH since its foundation 

in 1993, representing the UK. EACH is an international 

umbrella organisation which is open to European non-

governmental, non-profit associations involved in the welfare 

of children in hospital and other healthcare services. 

Associations or individuals from other countries are also 

welcome to join.  

 

Organisations nominate one delegate to the Co-ordinating 

Committee which meets every year. In 2019 Childrenõs 

Health Scotland will be hosting the meeting. The General 

Assembly and a conference are held biennially. At that time 

EACH issues a resolution in order to promote and advance 

the rights of all sick children throughout Europe. This year 

the EACH Coordinating Committee met and the biennial 

meeting of the General Assembly took place where 

delegates shared information about their respective 

organisations and countries and discussed a new resolution. 

A thought provoking Conference was held at Frankfurt 

University, arranged by AKIK and open to the public, which 

covered the subjects of pain and communication. This was 

followed by a visit to the Clementine Childrenõs Hospital in 

Frankfurt the next day, thus rounding off a stimulating and 

motivating Congress.  

 

In keeping with the theme of the 

conference, delegates agreed the 

following resolution. The particular 

articles of the EACH Charter 

relating to the subject of the 

resolution are referenced along with 

the supporting articles and General 

Comment from the United Nations 

Convention on the Rights of the 

Child.  

 

Gwen Garner, Vice Chair of Childrenõs 

Health Scotland and Secretary of EACH  

 

Resolution 14th EACH Conference Frankfurt 

2018 on avoiding pain, fear and stress  

 

In line with the EACH Charter for the rights of all sick 

children and its annotations, specifically article 4, 8 and 10, 

we call upon all governments to ensure that: 

 

Having regard to ethical and legal considerations and as a 

fundamental part of the quality of healthcare for children, 

managers, healthcare professionals and insurance 

companies should strive for optimal patient cooperation 

without restraint, for patient comfort and the avoidance of 

suffering, pain and fear. 

 

In order to deal with pain, fear and stress and to promote 

positive cooperation and engagement with sick children, 

professionals in child healthcare should:  

 

¶ have the competence, interpersonal and social skills to 

make a connection with and to gain the trust and co-

operation of children. They should be able to 

communicate in an empathetic and patient manner with 

children and their parents;  

 

¶ have the professional skills, competence and experience 

to administer safe, effective and comfort-directed pain 

management procedures, and to ensure that children 

understand and accept such procedures (either verbally 

or non-verbally). 

 

Delegates represented Austria, Czech Republic, Finland, 

Germany, Iceland, Ireland, Italy, Lithuania, the Netherlands, 

Sweden, Switzerland and the United Kingdom. 

 

The EACH Charter  

Article 4.1: Children and parents shall have the right to be 

informed in a manner appropriate to age and understanding.  

Article 4.2:  Steps should be taken to mitigate physical and 

emotional stress.  

Article 8:  Children shall be cared for by staff whose training and 

skills enable them to respond to the physical, emotional and 

developmental needs of children and families, 

Article 10:  Children shall be treated with tact and understanding 

and their privacy shall be respected at all times.  

 

UN Convention on the Rights of the Child  

Article 3.1 and Art 3.3:  Best interests of the child 

Article 12.1: Respect for the views of the child 

Article 19: Childõs right to protection from all forms of violence   

Article 24: Childrenõs right to health and health services 

General Comment No 15 (2013) on the right of the child to the 

highest attainable standard of health (Art. 24)  

For further information visit: 

https://www.each-for-sick-children.org/ 

https://www.unicef.org.uk/what-we-do/un-convention-child-

rights/ 

 

 

 

EACH celebrates  

special anniversaries  
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Due to advancements in medicine, many young 

people are living longer with life -limiting and  

life-shortening conditions that were once limited 

to childhood, with the population of young people 

living with these conditions growing.  

 

One adult hospice ôThe Prince and Princess of Wales 

Hospiceõ (PPWH) based in the Southside of Glasgow 

recognised this need many years ago when the 

commissioning work for a new hospice started. 

Throughout this time the hospice has continued to 

consult and work alongside young people, their families 

and the organisations that support them to understand 

their needs and wishes.  

 

On 6 November 2018 the hospice finally moved into its 

new home located on a 7.5 acre green site in the cityõs 

Bellahouston Park. The hospice has sixteen en-suite 

bedrooms with private terraces, open-plan kitchens, 

young adults lounge, sensory room, complementary 

therapy rooms and spa bathrooms. The extensive 

hospice grounds and beautiful park beyond offer an 

overriding sense of tranquility and calm; the benefits of 

this on health and well-being are well researched.   

 

The hospiceõs commitment to developing young people 

services for those aged 16 years and older, living with  

life-shortening conditions, continues to grow. To date 

they have transitioned eleven young people from children 

and young people services and will continue to learn 

from their experiences of this. The young adultsõ 

feedback has been instrumental in creating a monthly 

pilot social group built on the interests of the young 

people and has included a virtual reality project working 

with Strathclyde University. The relationship that young 

people have with their peers is so important to them. 

They want to be together with other young people who 

may have the same condition in an age appropriate 

environment, with staff who understand their needs and 

create as much normality as possible. The hospice is 

committed to supporting this ethos. Feedback on the 

service includes: 

 

 ôI now feel that I would really miss the service, I really enjoy 

every month going to the art as I find it so relaxing. I am 

excited about the art service in the new building as there is a 

lot you could do in the grounds with photography; have your 

art sessions outdoors in the park or go for a walk in the park.õ 

Young Adult  

 

 

 

 

 

 

 

 

 

 

ôWe are finally moving away from the perception of hospices 

being solely a place of peace and tranquility to spend the last days 

of life to more of a hub where young people can concentrate on 

life whilst their health and well-being needs are met. The hospice 

service is becoming an integral element in the patient's healthcare 

journey for this fast growing population who are living longer lives 

as well as providing support, education and preparation for the 

young adult and their family to face what can in many cases be 

an uncertain future.õ Marina Di Marco, Principal 

Neuromuscular Physiotherapist, West of Scotland 

Genetic Services  

 
ôChildrenõs Health Scotland fully supports the PPWH initiative on 

creating a service that is recognising the different and particular 

needs of young adults. We are impressed that the hospice is 

taking the initiative to improve transition services from an adult 

perspective. We are proud to have been working in partnership 

with the hospice and look forward to sharing good practice in the 

future.õ Dagmar Kerr, Childrenõs Health Scotland 

 

ôMy experience working with the young adults transitioning from 

other services has been an extremely rewarding. The range of 

services offered is exemplary and staffed by highly skilled 

professionals whose aim is to indeed get it right for every young 

adult. It is a privilege and pleasure to be involved with the PPWH 

and promote the high standard of care delivered.õ      

Wilma Stewart, Specialist Advisor in Neuromuscular 

Conditions for Glasgow & West of Scotland  

 

Fiona Wylie, Senior Nurse for Strategy Implementation and 

Leadership Development.   

 

For further information contact Fiona on 0141 429 5599 

 

Adult Hospice Leads Way in  

Providing  Age Appropriate  

Care for Young People  
The Young Adult Lounge at the Hospice  

The Sensory Room  


