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PRIORITY BRIEFING 
 
The purpose of this briefing paper is to aid Stakeholders in prioritising topics to 
be taken further by PenCLAHRC as the basis for a specific evaluation or 
implementation project. 
 
QUESTION DETAILS 
 
Question ID: 2 
Question type: Intervention 
Question: Would a parent-delivered programme of training for paediatric ward 
staff improve the effectiveness of communication with disabled children and their 
parents when they are admitted to hospital? 
 
Population: Children with disabilities involving difficulties with communication 
 
Intervention: To develop and evaluate an intervention to improve the way in 
which staff communicate with these children.  
 
Control: The comparison group will receive usual standards of care 
 
Outcome: More effective communication between staff and children and their 
families. Reduced distress during hospital admission for children and parents. 
Improved outcomes for children through improved agreement (between parents 
and staff) of, and adherence to, treatment.  
 
Note: 
There is no proven intervention that this question is proposing; therefore this 
intervention will need to be developed through the collaborative efforts of 
parents, ward staff and research experts.
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Part 1: Research Background 
 
Guidelines: There are no formal guidelines on the communication of staff 
towards disabled children and their families and no guidelines for the 
development of interventions (parent-led or otherwise) to improve 
communications in this area. However, NICE express a commitment to providing 
opportunities for patients, carers and the public to contribute - alongside health 
professionals and industry to the collection of evidence that informs guidance. 
 
Research Summary: 
No evidence was found that was concerned specifically with parent-delivered 
training for staff working with disabled children. One systematic review was 
identified that investigated a similar intervention in another field; involving users 
in the delivery and evaluation of mental health services. The review found very 
few studies but concluded that, in general, providers of services who had been 
trained by users had more positive attitudes towards users but that clients 
reported feeling less satisfied with services when interviewed by users. This 
suggests involvement of users in service delivery and evaluation should be 
considered.1 

 
No trials could be found investigating the use of parent-delivered programmes to 
improve communication of staff towards children with disabilities involving 
difficulties with communication and their parents. There are, however, some 
related studies involving mental health patients and cancer patients. These 
studies support the use of some form of communication training for hospital staff 
to help them work more sensitively with patients and their families. Two studies 
support the use of service-user led training for staff2, 5 while two support intense 
peer-led training and facilitation3, 4. One review investigating communication skills 
training for staff working with cancer patients states that “research suggests 
communication skills do not reliably improve with experience”.3 Those studies on 
user led training highlight the positive impact on staff attitude towards the patient. 
 
Ongoing Research:  
In 2003 on the Cochrane Database of Systematic Reviews a review protocol on 
‘Involving service users as trainers for professionals working in adult statutory 
mental health services’ was published by Simpson et al, based at Health 
Economics and Decision Science, ScHARR, University of Sheffield, but this does 
not appear to have been completed. The objectives were to find existing 
evidence regarding any positive or negative effects of user involvement in mental 
health service delivery as trainers of mental health professionals. Evidence would 
be sought of the outcomes of involvement for those trained by user-trainers, such 
as skills developed.  
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Part 2: Prioritisation Information 
 
1. The health problem 
 
Epidemiology:   
In the South West the number of children aged 0-19 years with a long standing 
illness or disability was 20% in 2000 in comparison with 18% across England 
For children with disabling conditions, hospital admissions may be common and 
so communications between staff and families may be crucial to therapy and the 
therapeutic relationship. Parents have identified problems with communication as 
being a major issue for their children during admissions, particularly those who 
have either a learning disability or specific language or social communication 
problem. 
 
2. Identification of the topic as a priority:  
 
The Aiming High for Disabled Children (AHDC) programme was launched in May 
2007. Its stated aim is ‘to improve service provision across the board for disabled 
children and their families, enhancing equality and opportunity for them’ 
 
In the Government’s paper ‘Valuing People Now’ the local South West priority is 
to focus on relationships with people with learning disabilities but steps to 
develop this are unclear. 
 
National Service Framework for Children, Young People and Maternity Services 
highlights the need for training of staff to improve competencies in dealing with 
children with learning disabilities when they are admitted to hospital and the need 
for staff to listen to service users and their families to improve their services. 
 
SW SHA Priorities framework 2008-11 

- Full implementation of Valuing People: a new strategy for learning 
disability for the 21st century. 

- Fully implement the National Service Framework for Children, Young 
People and Maternity services. 

 
3. Local perspective 

- CIOSPCT (Cornwall and Isles of Scilly Primary Care Trust) priority in 
reducing the gap in inequalities. 
 

Tractability:  
- Strong links to users through Cerebra. 
- Feasible? What skills/capacity to develop intervention? 
- Would need to develop the intervention before evaluating. 
- PenCLAHRC may be a useful influence to encourage receptiveness of 

services. 
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- Local expertise/support to enable access exists but provision is variable.  
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