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Background

Caregiving and parenting people with Fetal Alcohol Spectrum Disorder (FASD) 
is a complex and demanding job, with previous studies noting high levels of  
stress and isolation.

Little is known about the day-to-day realities for caregivers of children, 
youth and adults living with FASD in Aotearoa New Zealand, where no 
prevalence study of  FASD has been undertaken.

In Aotearoa New Zealand the disability FASD receives no formal funding 
from government thereby leaving families to fund their own respite, services 
and supports, with limited input from FASD-informed helping agencies or 
professionals.



AIMS

(1) What are some of the impacts of 
parenting a person with FASD on 
caregiver health and wellbeing? 

(2) What positive strategies are used 
by caregivers to survive and thrive?

(3) What can be done to improve and 
support the health and wellbeing of 
those parenting persons with FASD? 



Methods

Eligibility – caregivers 
of  children and youth 

living with FASD 
throughout New 

Zealand.

56 caregivers completed 
face-to-face or zoom 
interviews. Interviews 

were recorded and 
transcribed.

Thematic analysis for 
analysis of  transcribed 
data, drawing on Braun 

and Clarke (2006).



Results: Building ramps

• Prevention & proactive 

processes

• Impacts

• Strategies to support 

success

• Silver-linings 

• System changes needed. 



Prevention/Proactive strategies

• “The gritters go out.  They grit the road.  That's me.  Every single hour.  I put the grit 

down.  That's what I do every day.  If I did not do that, then you would see 

dysregulation.  But you see somebody who is coping.  Because I'm gritting all night .”

• “It's about me getting up first in the morning and getting ready, getting myself 

organised before I get her organised.”

• “And then prevention is really important, prevention of more chaos, so implementing 

strategies of distraction.”

• “Children are diagnosed early so that caregivers and families get early support.”



Impacts

Suffering harms and 

losses in many areas: 

financial, emotional, 

social isolation, 

physical health, and 

spiritual wellbeing.

Unseen labour – well 

beyond what most 

would ever care to 

imagine let alone 

experience.



Supporting 

success

• “I relied a lot on the spiritual aspect, as spiritual 
strengths, whether through karakia, whether through just 
meditation.

• “We live in an area with all of my husband’s cousins as 
well, so we got far more extra help, that I had reckoned 
on”.

• Māori Models - “The children also grow up in that 
normalised environment, where it's like hey, if I'm with 
aunty, I'm with mum, we're all part of the same big family, 
where we're absolutely feeling safe, loved, supported, 
cared for. That's the model”. 

• Peer support - “That’s what.. Has helped me, it’s shared 
experience and I’ve really learnt a lot”.

• Reframe - “I look at it from a neurodisability perspective, 
not a neurotypical perspective. So, my lens had changed 
now.”

• Training – “Pretty much got a course on the go all the 
time, just trying to upskill.”

• Humour – “We would laugh in the face of adversity.. you 
have to have that resilience, and humour, and get over it 
quickly”



Supporting 

success

• Toolbox - “Throw out your old ideas...be ready to change 
at a moment’s notice... reassess constantly and have a – 
listen to everything everyone says of advice, put it in a 
toolbox and pull it out when you need it.  You could pull out 
something that worked yesterday and doesn’t work today. 
You could pull out something that didn’t – hasn’t worked at 
all, and then all of a sudden it does.”

• Self-care – “Self-care is so important, because if you’re not 
replenished, you ’can’t give out.” 

• Accommodate - “Lower your expectations...that keeps 
you healthier”

• Supervision – “I need to be alert from the minute that he 
is awake, until he is asleep and partially overnight as well. 
You cannot turn your back for a moment.”

• Advocacy – “Particularly advocacy, we can advocate really 
well for ourselves, and we’ve fought some pretty hard 
fights, but not all whānau know that you can advocate or 
how to advocate for those things.”

• Strengths - “Just focus on the positives..the way they see 
the world and see things is just amazing”.



Key 

Findings

• The unseen labour by caregivers to prevent chaos each day, 

as well as to prepare their children to get through ‘just one 

day’ was intense and varied.

• Caregivers were massively impacted in parenting their 

disabled children across a range of domains, including 

suffering harms and losses in many areas: financial, 

emotional, social isolation, physical health and wellbeing. .

• Strategies for success that caregivers used were extensive 

and creative, including peer support, advocacy, training, 

reframing, humour, supervision, focusing on positives and 

self-care.  Māori families/whānau drew on a wider network 

of extended family supports than non-Māori.

• Caregivers were united in their discussion of system-wide 

failures. They noted that massive changes from policy to 

practice were required for FASD to be viewed as a 

Disability within a funded infrastructure.



Conclusions: everyone lives their best lives

• Building ramps

• Wraparound FASD supports

• Human and Disability rights

• Nothing about us without us

• Champions – honour caregivers, experts and future workforce.....
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