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• This was a joint research project between the University of 
Portsmouth and the Family Fund. 
 

• It was a 2 strand project 
 

1. the analysis of a data download of the assessments undertaken 
over a 2 month period by the Family Fund using the answers to the 
question- ‘What is the impact on siblings?’ 
 

2. A photo- elicitation study involving families who had been given a 
sibling grant by the Family Fund 

 

What is it like to be a sibling of a child with a  
disability? A study involving photo-elicitation. 



• Professional experience 
 As an assessor there are times when the issues for siblings are pronounced. 
 Family Fund support has to be for the child with a disability – leading to times 

when it can appear that for children with behavioural issues you are 
‘rewarding bad behaviour’. This is evident to many siblings. 
 

• There appeared to be a research gap on issues for siblings and in 
particular research from the ‘Voice of the child’ rather than the views of 
parents or other adults. 
 

• Given that at the start of the research project, the young carer role had a 
higher profile from previous research, this project aimed to focus on the 
wider issues of the sibling experiences. 

 

Rationale for this research 



 
• Photo-elicitation is one of a series of visual methodologies. 

 
• In photo-elicitation, the design was to send disposable cameras 

to siblings of a child with a disability for them to take pictures of 
what being a sibling meant to them. The cameras were 
returned for developing and the photos taken to an interview 
with the sibling. 

What is photo-
elicitation? 
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We are required as a profession to ‘hear the voice 
of the child’ but most previous studies asked the 
views of the parent or a professional rather than 
the sibling. (Taylor, Fuggle and Sharman 2001; Burton 2010) 

 
It is known that children will hide elements in 
order not to worry the adults in their family. 
(Hames and Appleton, 2009; Stalker and Connors, 2004) 

 
‘There is a need for further research on the needs 
of young siblings who currently have a disabled 
brother or sister.... From our experience it would 
seem that being a sibling today is harder now 
than it was 20 or even 10 years ago…..’ (Sibs 2012) 

 

Rationale for 
this study 
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Findings from the data download 



• 10 children/young people completed this part of the study – 
families were invited to participate when provided with a 
‘Siblings Matter Too’ grant. 
 

• 100 photos taken – ranging from 1-18  
 
 Interviews focussed on 

• Why each image was chosen – what they meant to the individual  
 

• Were the any images they would have wanted to take but could not 
 

• Anything else the child felt they wanted people to know about their 
experiences 
 

 
 
 

Photo-elicitation findings 



• Helping  
• Time available to the sibling 
• Aggression/violence 
• Impact on sleep 
• Impact on education 
• Restrictions to family life/staying at home 
• Emotional needs/wellbeing 
• Positive impacts 
• Impact on adult siblings 

 
 

Major themes 



• Data download findings 
 9.4% mentioned specific young 

caring/protecting roles 
 11.3% mentioned helping 
 2.2% mentioned protecting role 
 Of the 79 adult siblings there was a split 

between those heavily involved in caring and 
those that had moved to avoid violent 
situations etc. 
 

• Photo elicitation findings – all mentioned 
their caring role in some way 

Young Carer issues 



Helping 
Summary of interview about B’s birthday 
outing to Disney on Ice 
‘it (the show) was about an hour and a 
half but they put us right at the back 
where the bar was high and so... we 
weren’t supposed to be there we were 
supposed to be at the front.. and we were 
supposed to have power access and 
power sockets and all that.... but we 
didn’t so... 
I  so how much extra stuff do 
you need to take on a trip like that? 
B you have to take all of her 
medicines, all of her milks, juices, 
syringes, stuff, button replacement, so 
you can put the button back in, oxygen, 
monitors, feed, feed pumps, push chair... 
loads.... 
 B aged 16 



Adult siblings 

 
 
 

• Issues for adult siblings 
mirrored those for the 
younger siblings but there 
were 2 main groupings of 
those involved in caring and 
those who missed out on 
family contact 

 



Aggression 
‘…..well….. it was really like a safety thing really 
so he couldn’t just come into my room and 
like, hurt me and stuff, so that my room didn’t 
get like, trashed or anything...’ 

R aged 9 



Time/impact on family life 



Sleep 

‘..every time, even when 
he goes down to our Mum 
at night, in the middle of 
the night…...’ (he  makes his 
bed like this) T aged 10 



Education 



There were only 3 comments from the 
data download covering advantages 
 
All the siblings in the photo-elicitation 
study mentioned positives including 
 
• More activities as a family (some funded 

by the Family Fund) 
• Additional maturity and understanding 
• Closeness to siblings 
• ‘Queue jumping’ at theme parks 

Advantages
  



‘stairs is like…. a never ending 
uphill battle…….. never ending 
uphill battle….’ 

Ch aged 12 

 

What it feels 
like - 1 

Findings 



‘I play airsoft to try and release any frustration I have 
with my disabled siblings have most of the attention 
and I fade into the background, so airsoft is my way of 
coming forward and it gives me something to talk to 
my parents about this makes me feel happier…’ 
A aged 14 

 
 

What it is like - 
2  

Expect the unexpected in research!! 



Further 
photos 

Contact - jenny.peddar@port.ac.uk 



For full report see 
www.familyfund.org.uk/news/new-siblings-
report Further 

information 

Further images taken by siblings 
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