
 
 
 

 
 

 
Changes over time in the ‘quality of life’ of adolescents with ASC and their families – the view 

from a specialist day and residential school. 
  
  
CONTEXT AND RATIONALE:  
 
Swalcliffe Park is a specialist residential and day school for secondary-aged boys (11 to 19) with Autism 
Spectrum Conditions (ASC). We work with over 40 boys and their families and give special emphasis 
to the development of attitudes, knowledge and skills in communication, self-management, 
independence and personal achievements.  
 
Underpinning all of our work is a strong sense of dedication to improving the quality of life (QoL) for all 
of our students. Moreover, and perhaps unlike other schools, we believe we can play an important role 
in improving the QoL of their families too. 
 
This is in line with the Autism Education Trust’s stance that: “All individuals with autism are entitled to a 
good education and a good quality of life” (Wittemeyer, 2011). 
 
Like most schools, our approach to gathering evidence on whether we are providing a good education 
for our students includes such things as Ofsted inspections, parental and student feedback, examination 
results and pupil destinations. However, collecting evidence on students’ QoL improvements has 
proven to be much more challenging. 
 
Rising to this challenge has provided the rationale for our study.  
  
PROJECT OVERVIEW AND STRUCTURE: 
 
This project is a small-scale pilot study with the main aim of evaluating the feasibility of collecting 
meaningful, QoL data from students with ASC and their families.  
 
Problems with defining and measuring QoL are well documented and there have been several, recent 
systematic reviews of QoL measurement in autism. We were surprised to find that there does not 
appear to be a condition-specific measure of QoL for young people with ASC and their families. 
Nevertheless, many researchers have investigated QoL in this population by using generic self-report 
measures such as the Pediatric Quality of Life InventoryTM (PedsQL, Varni, 2001). This is the measure 
we selected for our small-scale study because it has been shown to have validity and reliability with an 
ASC population (Ikeda et al, 2013).   
 
We were encouraged to learn that a condition-specific parent QoL measure, the Quality of Life in Autism 
Questionnaire (QoLA), has been developed recently in Australia (Eapen et al, 2014). This has been 
trialled with parents of preschool children with ASC and shown to have encouraging psychometric 
properties. We gained the authors’ permission to use this measurement tool in our investigation. 
 
 
For our project we thought it would be interesting to ask the students to give their views on their QoL at 
the end of the summer holiday when they had spent 6 weeks away from school, and then to repeat this 
at the end of the first half of the Autumn term when they had been back at school for six weeks.  
 
Student views were elicited through completion of the PedsQL at Time 1 (September) and again at 
Time 2 (October). Parents were invited to complete the QoLA over the same time period to gain their 
perceptions on their own QoL. 
  



We hoped that this work would allow the school to track trends over time in different quality of life 
domains which, in turn, could lead to planning more meaningful outcomes for our students and their 
families. 
  
Description of the questionnaires: 
  
PedsQL: This 23 item questionnaire yields scores for emotional, social and school functioning as well 
as physical well-being, psychosocial well-being and an overall total score for QoL. It is very quick to 
administer (5-10 minutes) and easy to score. 
  
QoLA: This questionnaire is made up of two parts. Part A asks parents to evaluate their own QoL in 28 
domains; Part B asks them to evaluate the impact of their child’s specific ASC behaviours on their own 
QoL. Total scores are calculated for each subscale. 
  
RESULTS:  
  
Student findings (PedsQL):  
Consent was sought for all students at the school (n=40) and 13 complete sets of data were available 
for analysis. 
The following broad trends over the 6-week time period emerged from the data: 
 
Physical well-being:  

 9 of the 13 of students (69%) reported improvements in their overall physical well- being over 
the time period. 

 2 (15.5 %) reported no change. 

 2 (15.5%) reported that things had worsened. 
 
Psychosocial well-being: 

 6 of the 13 students (46 %) reported improvements in this domain. 

 2 (15.5%) reported no change. 

 5 (38.5%) reported that things were worse at Time 2. 
 
Overall QoL 

 8 of the 13 students (61%) reported an overall improvement in their QoL. 

 1 (8%) reported no change. 

 4 (31%) reported things were worse. 
  
Parental findings: 
Consent was sought from all families at the school and 8 complete sets of data were available for 
analysis. 
  

 On Part A, 7 out of 8 parents (87.5%) identified improvements in their overall Quality of Life. 

 Part A of the QoLA also provides an opportunity for parents to comment on how their life had 
changed. One parent reported at Time 1: “constant stress/tension at home…unable to go out 
as a family…feel like I’m always nagging.” At Time 2, the same parent wrote “when the ASD 
child is happy, family life is more enjoyable” 

 From Part B returns, 7 out of 8 parents (87.5%) reported that their sons’ ASC behaviours had 
become less problematic over the time period. 

 Through more detailed analysis, we were able to determine which specific ASC behaviours had 
shown the most improvement and which remained as residual problem areas in the family 
home. This highlighted particular areas where the school could possibly target support for the 
pupil. For example, one mother reported that her son’s independent skills for daily living were 
continuing to be a cause for concern. The school was able to use this information to help 
address this issue with the pupil. 

  
  
EVALUATION: 
Points resulting from a preliminary evaluation of this pilot study can be clustered under 3 headings as 
follows: 



  
Participation:  
There were low participation rates for both students and parents. Reasons for this require further 
investigation but could include the sensitive nature of the information being requested; insufficient 
explanation of the purpose and outcomes of the project; and the clarity of instructions for completing 
questionnaires. 
  
Application:  
The study yielded some useful data in terms of broad changes in terms of Quality of Life for both 
students and parents. However, more detailed analysis and follow up on an individual case basis for 
both students and families is required to provide richer and more meaningful insight into various aspects 
of Quality of Life. 
  
Administration:  
There needs to be a very clear and thoughtful plan around the administration and co-ordination of the 
project which could include offering telephone support to parents and following up on missing 
questionnaires. 
  
  
NEXT STEPS: 
  

 We have established a research partnership with the University of New South Wales and the 
Centre for Research in Autism and Education (CRAE) at UCL as well as with 2 partner schools 
(one mainstream school with an ASC resource base and one specialist school with a high 
population of girls with ASC) in order to collect QoL data on a much larger scale. This will 
contribute to the validation of the QoLA with older children and adolescents and towards a 
newly developed self-report version of QoLA. The project will begin in September 2016. 

 We are planning to review existing policies and practices in order to incorporate QoL data 
collection for use in student target setting and progress monitoring and with a view to offering 
focused support to parents. 

 Staff training on QoL and its applications to our students has been scheduled and will include 
sharing the preliminary results of this pilot study. 

 We have been following up specific issues identified by individual students during the pilot 
study. 

 We aim to offer information sharing sessions with parents in order to encourage participation 
in the larger scale studies.  

 The school is keen to establish best practice sharing with other schools and interested 
organisations via presentations, special interest groups and workshops. 

 We will be providing more detailed information on this pilot study, including references on the 
school’s website www.swalcliffepark.co.uk 
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