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HEALTH AND SPORT COMMITTEE 

THE SUPPLY AND DEMAND FOR MEDICINES 

SUBMISSION FROM CHILDREN’S HOSPICES ACROSS SCOTLAND (CHAS) 

About CHAS 

For over 25 years, Children‟s Hospices Across Scotland – better known as CHAS – has 

been caring for families and their babies, children and young people by offering palliative 

care, family respite and support. Since CHAS was founded in 1992, two hospices have 

been built, we have developed and expanded a homecare service, and established a 

presence in hospitals and communities providing vital care in every setting. Our services 

cover the whole of Scotland.  

Across Scotland, 15,949 babies, children and young people have life-shortening conditions. 

Of these, 5,671 had contact with a hospital team in the preceding year. Almost 150 babies, 

children and young people die with a life shortening condition each year. Our ambition is to 

reach every family who needs us, working in partnership with the NHS, local authorities and 

other stakeholders to enable us to do so. 

We welcome this opportunity to provide our input to this inquiry. Should the Committee 

need any further information we are happy to provide this. In addition, we would be happy 

to facilitate visits to either of our hospices. 

Key Messages 

 The individual‟s record(s) must be accessible to all involved in their care to ensure 

most effective and safe prescribing/de-prescribing. This means IT systems need to 

be interoperable across all sectors and settings to enable and to ensure patient 

safety. 

 Many medicines used in paediatric palliative care are classified as „unlicensed 

medicines‟, but prescribed in accordance with the relevant GMC guidance to meet 

individual people‟s needs. They can be very expensive, especially formulations for 

small children. Scotland may wish to explore whether greater national procurement 

could secure better pricing compared to current arrangements, analysing clearly the 

potential for unintended consequences around pricing and shortages. 

 Scotland should consider creating a national paediatric medicines formulary and a 

national formulary for the administration of medicines via enteral feeding tubes, both 

taking account of evidence and cost effectiveness. 

 

1. Does the system ensure patients receive the most clinically and cost-effective 
treatments and, if not, how can this be improved?  

 
Polypharmacy is prevalent in children with life-shortening conditions, most likely due to the 

level of complexity of their condition and due to the many clinicians often involved in their 

care. This requires a lead who has an overarching knowledge of all the child‟s medicines, 



  REF NO.  HS/S5/19/MED/56 

2 
 

the indications, side effects, contra-indications and drug interactions to ensure that 

medicine is optimised both from a clinical and a cost effective point of view. De-prescribing 

may need to be considered in some cases. A prescribing pharmacist would be best suited 

to this role, but importantly this requires access to the child‟s record(s) to ensure patient 

safety. 

 

Case Study: CHAS Paediatric Community Pharmacy Network Pilot with NHS Forth Valley 

 

CHAS and NHS Forth Valley are enabling community pharmacists (through training, 

resources, on-going support and a service delivery framework) to support children with life-

shortening conditions. This will enhance children and their families‟ access to care and 

support and further expand the role of community pharmacists a key aspect of Scottish 

Government‟s “Achieving Excellence in Pharmaceutical Care”. 

 

Central to “Achieving Excellence in Pharmaceutical Care” is the safer use of medicines. 

Medicines are the biggest intervention in healthcare, however avoidable harm from 

medicines are well documented. CHAS and Forth Valley are ensuring community 

pharmacists are confident in their knowledge around paediatric palliative care so they can 

give pro-active advice to parents and other healthcare professionals, thus maximising every 

opportunity to embed the safer use of medicines at community level. With further resources, 

a similar scheme could be expanded across Scotland. 

 
 

2. Does the NHS in Scotland achieve the most value from the money spent on 
medicines and, if not, how can this be improved? 

 
Many medicines used in children are unlicensed (that is, used beyond in ways outwith the 

terms of their UK license where the clinical judgement of the prescribing doctor is that this is 

in the interests of the patient). They can be expensive, especially formulations for small 

children. Scotland may wish to explore whether more national procurement could secure 

better pricing compared to current arrangements, analysing clearly the potential for 

unintended consequences around pricing and shortages. 

 

Specialised liquid medicines can have short expiry dates on opening therefore wastage can 

be an issue. Would there be potential for special manufacturers to be required to provide 

extended stability data for their products or provide products with a reasonable expiry date? 

 

Liquid medicines are often used for children, in preference to solid dosage forms, but liquids 

are generally more expensive. Many tablets can be crushed and dispersed in water or food 

for administration to children. This can provide a more cost-effective option, but liquids are 

often still used in preference, possibly due to:  

 Manipulation of solid-dosage forms would be off-license and by definition there is no 

evidence of efficacy (although there is anecdotal evidence and expert opinion) – 
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efficacy and cost-effectiveness could be captured in a national formulary (see 

question 4).  

 Parent preference may direct choice of formulation i.e. parents may feel it is easier to 

give a liquid, however there needs to be full discussion of risks and benefits (i.e. 

osmotic diarrhoea can be a problem with many liquid formulations, some 

formulations contain alcohol etc.).  

 
 

3. In what ways can the system be made more efficient? 
 
Getting the prescribing right is at the root of ensuring the most effective, safest and most 

cost-effective use of medicines. Put simply; poor prescribing causes waste. We would 

therefore advocate an efficient electronic prescribing system underpinned by a national 

paediatric formulary. 

 

As mentioned above, many clinicians are involved in the care of a child with a life-

shortening condition, especially for more complex conditions and as the health of the child 

deteriorates. The clinicians involved are often from different sectors, settings and 

professions, but require access to the most up to date information to provide coordinated 

care effectively and safely, including all care involving medicines. The individual‟s record(s) 

must therefore be accessible to all involved in their care to ensure most effective and safe 

prescribing/de-prescribing. This means IT systems need to be interoperable across all 

sectors and settings to enable and to ensure patient safety. 

 

4. How can the medicines budget be controlled while maintaining clinical and cost 
effectiveness?  
 

Many medicines used for children are unlicensed and can be very expensive, especially 

formulations for small children. Scotland may wish to explore whether more national 

procurement for this very specialist area could secure better pricing compared to current 

arrangements, analysing clearly the potential for unintended consequences around pricing 

and shortages. 

Scotland should also consider creating a national paediatric medicines formulary and a 

national formulary for the administration of medicines via enteral feeding tubes, both taking 

account of evidence and cost effectiveness. 

 

 


