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The impact of disability on siblings

• Whilst we don’t know anything about siblings of children with 
22q11DS, there is a body of research looking at this in other 
groups affected by chronic illness or syndromes

• There are mixed evidence about sibling’s experiences and coping 
mechanisms
• Some children remain unaffected 
• Others experience positive experiences such as patience, empathy and 

personal growth.  
• Yet some, experience negative experiences such as isolation and increased 

burden of responsibility.  
• Some siblings experience combination of negative and positive experiences.

• However, there are various factors that determine siblings’ 
experiences such as age, SES, severity of the condition of the 
effected child and parental support available. 



Rationale for study

• Over the years, in 22q11DS research, the focus have primarily 
solely been on the effected individuals and their parents 

• However, siblings typically have a close and long lasting 
relationship with the child with the disability.

• We know the impact on siblings can be significant but we don’t 
know anything about their experiences in this syndrome 
group.

•Hence, we explored the siblings’ experiences of 
22q11DS



What did we do?

• We invited siblings of people with 22q11DS.
• Overall 5 siblings participated (3 females and 2 males)

• One hour long interview either at participant’s home, in a 
place of their choice such as a quiet café or at the University of 
Newcastle (Ourimbah or Newcastle campus).

• The interview was audio recorded for later analyses



What did we do?

• We asked the participants about e.g., how having a sibling 
with a diagnosis of 22q11.2DS has impacted on them over 
their lifetime, how they feel they, as a person may have 
changed because of this experience, etc.

• The transcripts were analysed using qualitative 
methodologies, looking for shared themes across the 
participants as well as divergent themes.

• Note, no personally identifying information is included in 
reports or publications. 



What did we find?

• Superordinate theme 
• ‘They are the priority’

• Subordinate theme
• ‘Jekyll and Hyde of Acceptance’

• Pragmatic acceptance
• Grudgingly growthful
• Adaptive avoidance
• Never-ending struggle
• What about me?

• ‘Made me a Better Person’ 
• What could their life have been without 22q?
• Responsibility for future



‘They are the priority’

• Describes the participants’ acceptance of their sibling taking precedence 
in their family’s life. This is not necessarily emotionally loaded

• Understands that the affected sibling needs more attention and time 
from his mother than s/he does. 

• Actively strives to become an independent and responsible person to 
reduce the caregiving burden on the mother. 

“I am 18 and I do the stuff I need to do for myself which I don’t 
mind… I sometimes do want to hang around with my mum, but 
we just don’t get that time together”. [Matt]



• Siblings’ response to the pressure to ‘achieve for two’. 

• Grateful own abilities and skills

• Recognising their affected sibling does not have these natural 
advantages.

• In light of this, participants welcome the opportunity to give 
the spotlight to their sibling:

“This puts pressure on me because now my kids are the only 
grandkids my parents have got. I need to make sure that I visit 
my parents often... But at the end of the day I think it is more 
important that he stays happy”. [Kate]

Cont’d



Cont’d

• The required selflessness can be stifling too. 

• At times, participants feel they must repress their feelings. 

• They worry about placing a greater burden on their parents, 
however not having the chance to process their experiences 
or debrief leaves them frustrated with their affected sibling

“I don’t always make sense of everything that is happening, I 
just try to keep the peace”. [Laura]



Jekyll and Hyde of acceptance

• In many forms, the participants have had to adapt to the 
situation that they have been thrust into by chance.

• Acceptance for these participants is a constant juggling act of 
conflicting feelings. 

• They have creeping thoughts of anger; yet also appreciate the 
good that has come out of their experiences.  



Pragmatic acceptance

• Rational acceptance exhibited by the participants in relation 
to their affected sibling. 

• Instead of feeling guilt or placing blame, they understand they 
cannot change the 22q11.2DS and thus adjust accordingly

“I do feel sad but one part of me says that this is life. … I would 
never blame my sister… it’s not mum’s fault either...” [Matt]

“It could have been different but I don’t want it different. I love 
her. There would still be hard things in life… that’s life”. [Laura]



Grudgingly growthful

• Psychological growth is emerging in the participants; however, 
they are not all willing to embrace this aspect of their 
experience. 

• Although they recognise the positive impact having a sibling 
with a disability can bring, some do so grudgingly. 

“My sister does not even want to give it a go, she does not even 
try. … But I can now empathise and understand other people’s 
problems. I feel more empathetic for disabled kids at school”. 
[Laura]

“I have learnt to be more patient, more understanding of 
disability and more open to disability… I have never given it any 
special thought. There is nothing special about all that”. [Tom]



Adaptive avoidance

• The participants remove themselves from stressful situations 
in self-protective manner. 

“It’s always about him. … I still talk to my family but I have 
isolated myself… [it’s] the best thing that I have done”. [Peta]

• Others do not feel the need to take responsibility for their 
family situation and their sibling’s idiosyncrasies or behaviour. 
Guilt or shame is considered unnecessary.

“I am not embarrassed about her… I can look past all the 
superficial crap and just don’t worry about it. … Usually I leave it 
for mum to sort it out, I just walk away”. [Matt]



Never-ending struggle

• At times participants feel like the challenges they face as a 
family are overwhelming, yet nobody acknowledges the 
elephant in the room. 

• There is a sense of selfishness if one is to discuss their 
frustration, as they all know that 22q11.2DS is no one’s fault, 
least of all their affected sibling. 

• Participants have difficulty adequately expressing themselves 
because they must always inhibit their feelings to keep the 
peace

“It’s hard living with her because she is very badly behaved... 
She can be a little bit cute sometimes but... It’s hard to put it in 
words”. [Laura]



What about me? 

• Reflect on what their life could have been like without a 
sibling affected by 22q11.2DS. 

• They feel jealousy towards their imagined self; free of the 
daily stresses they encounter. 

• They ruminate about different scenarios that could have 
improved their life.

“I got no attention after he was born… my mind often thinks 
how it would have been if it was reversed”. [Peta]

“I come home once a month but if she has already planned 
something, then she can’t change her day, even if it’s a five-
minute job”. [Tom]



‘Made me a Better Person’

• The strain of having a sibling with 22q11.2DS is wearing, leaving 
participants susceptible to burnout. 

• However, it also provides a foundation for them to become a 
better person by embracing patience, empathy, and gratitude.

“I am a patient person… I am pretty sure some of it is from the 
experience of growing up with him, it all needed patience… It has 
given me greater awareness of a lot of difficulties that the other 
people have. I really appreciate what a lot of people go through 
around me and in life as well… I think it has made me a better 
mother… I am really grateful of what he has taught us”. [Kate]



What could their life have been like?

• The participants imagine their sibling’s potential without 
22q11.2DS and feel sorrow for the life they could have had.

• Even small milestones or achievements brings about a fierce 
pride, with the often concealed mixture of sadness and pride 
bubbling to the surface:  

“I love him, he is absolutely beautiful… I am sure he can achieve 
the best, he can (teary)… Having letdowns is hard and it’s 
harder to get back and continue on… I just want to appreciate 
his little wins”. [Kate] 

“Her face will just light up, she will start playing with you… you 
kind of forget that moment that she has got something”. [Matt]



Responsibility for future

• Uncertainty about the trajectory of the syndrome. They are concerned for what 
might happen because they do not have a thorough knowledge of what 
22q11.2DS entails. 

• Helpless to find answers and unwilling to cause more problems for their 
already burdened parents by asking, they carry this anxiety alone.

“I think there might be something that develops over time, I don’t know but that’s 
something that’s in my head, one thing that I am worried about”. [Matt]

• Although at times participants avoid thoughts of their role in the future, the 
burden of responsibility also weighs on them. 

• For the older participants, there is recognition that one day their parents will 
no longer be able to care for the affected sibling. 

“I worry for his future. I discussed this with my partner - he said that we can move 
to my brother, when time comes… Other than that I always did what I wanted to 
do. I have always liked to strive for a lot and I have also always been conscious of 
the fact that my parents have only got me”. [Kate]



Conclusions

• This study provides a foundation for future research relating to 
22q11.2DS and fostering family wellbeing, particularly around 
acceptance and psychological growth. 

• The siblings in this study actively withdrew from their family to allow 
prioritisation of their affected sibling. 

• However, this does not mean that their needs should be overlooked. 

• There are easily-accessible resources to support siblings of individuals 
with disabilities; and it is important for health professionals and parents 
to consider these options.
• http://siblingsaustralia.org.au/

• https://www.siblingsupport.org/

• http://www.novita.org.au

• IMPORTANT TO REMEMBER!
• This is not the WHOLE experience, nor EVERYONE’S experience.

http://siblingsaustralia.org.au/
https://www.siblingsupport.org/
http://www.novita.org.au/


If you have any further questions 
• Send an email to; 

• Linda.e.campbell@uon.edu.au or findlab@newcastle.edu.au

THANK YOU

httpp://www.findlab.net.au

https://www.facebook.com/findlab.universityofnewcastle

mailto:Jane.goodwin@uon.edu.au
mailto:findlab@newcastle.edu.au

