
The importance of hope
By Rebecca Dudding, Social Worker, Learning Links

Hope is the belief that 
future good is possible 

(DePalo, 2009). It is the desire 
for something good and the 
expectation of obtaining it. But 
does hope make a difference? 

This article will outline the importance 
of hope to families who have a child 
with a disability. It will also outline 
how hope and hopelessness can be 
experienced at the same time and are 
not mutually exclusive and look at the 
role of grief in helping parents create 
new dreams and hopes  
for the future. 

It will then look at how hope and 
hopelessness exist in our relationships 
with others and in what we feel, think 
and do. It will end with some helpful tips 
on how to hold onto hope.

When we look at the experience of 
families raising a child with a disability 
there is a large body of research which 
has found that hope is an important and 
strong predictor of coping well (Kauser  
et al, 2003). 

Research also found that high hope 
individuals do better at problem 
solving, at managing challenging 
situations, at coping with illness and 

disability and they feel and think more 
positively than those with lower hope 
(Weingarten, cited in Flaskas et al, 2007). 

The experience of having a child with 
a disability can bring with it equal 
extremes of hope and hopelessness, 
courage and resilience as well as great 
pain and an ongoing deep sense of 
hopelessness which may or may not 
stay over time (Flaskas et al, 2007). These 
feelings of hope and hopelessness may 
be present at the same time, particularly 
when parents experience grief. 

Many parents may not relate to the 
word ‘grief’. Grief is simply our reaction 
to loss. 

Parents attach to their children 
through dreams, fantasies, illusions and 
projections into the future. Disability 
dashes these dreams and parents may 
experience a loss as they separate and 
let go of the child they dreamed of and 
generate new dreams (Moses, 1987). 

When separating from the lost dream 
parents move through the grieving 
states of denial, anxiety, fear, guilt, 
depression and anger. As parents allow 
themselves to grieve and experience 
these emotions it creates the space to 
start making changes, to start hoping 
again in the face of loss and reattach 
to new dreams of the future for their 
children (Moses 1987). 

Some parents resist the grieving 
process because they feel that it is not 
acceptable – in doing so, they can get 
stuck and start to feel hopeless.

Another idea about hope and 
hopelessness is that they exist in 
relationships with others. Hope and 
hopelessness don’t exist in a vacuum- 
our social context inevitably influences 
the hope and hopelessness that we 
experience. 

Hope can be seen as something that 
we ‘do’ with others. This way, hope 
becomes more achievable, rather than 
expecting yourself to summon up hope 
on your own when you may be feeling 
quite the opposite (Flaskas, 2007). 

In order to ‘do’ hope with others, 
families need to resist the temptation to 
withdraw and isolate themselves. This is 
no easy task – just as our relationships 
with others can inspire and hold hope, 
they can equally instil hopelessness. 

Parents may find that the friends and 
family who they thought would be 
supportive are not the best people 
to share with. It may not be as easy 
as parents thought to find people 
that know how to support them 
and instil hope. Despite this, parents 
are encouraged to risk sharing their 
journey and to find people who can be 
supportive. This may be through friends 
and family members; they may also 
consider a counsellor or a therapist. 
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Hope has a profound  
impact on a family’s ability 

to raise a child with  
a disability.

Research has found that 
hope is strengthened by 

external relationships with 
friends, family and services

(Kauser et al, 2003).
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As parents start to connect more and 
gain a greater understanding of how 
each other is reacting and coping, these 
patterns and roles will become less fixed 
and more flexible.

Hope should be implicit within 
the relationships that parents 
form with early intervention 
professionals, including speech 
therapists, occupational therapists, 
physiotherapists, social workers, 
psychologists and teachers. All these 
professions are committed to the 
idea that change and development is 
possible, and indeed, inevitable. 

Professionals and services are in the 
position to encourage families to have 
hopes, dreams and a vision for their 
child’s future without taking away 
from the enormity of the family’s 
pain and loss (Flaskas, 2007). These 
services have the capacity to help instil 
and strengthen hope as well as the 
capacity to instil hopelessness. Parent’s 
interactions with these services can 
often be challenging. 

So how should parents and therapists 
work together effectively to instil hope?

The following are a few ideas around 
this and provides a guide for therapists 
as well as for parents in knowing what 
to expect and how to engage with 
services. 

•	 When working with therapists it is 
helpful for parents to see themselves 
as part of a team that is working to 
support their child’s development. 
�Some ways to do this are to 
encourage the early intervention 
workers to communicate together, 
share goals and be aware of what 
each other is doing. This can be done 
by using a communication book 
that each therapist writes in and/
or organising a meeting with those 
involved to discuss how things are 
going and plan for the future. 

•	 The second is to develop goals 
with the therapists. Hope cannot 
transform reality all by itself. It needs 
to be anchored in action in order to 
become concrete (McGolrick and 
Heines cited in Flaskas et al, 2007). 
It is helpful for parents to develop 
these goals with their children’s 
therapists and to think about 
short-term goals as well as to start 
developing a long-term vision of the 
life you would like your child to have. 
It is also important that these goals 
are written down and the steps to 
achieving them are identified.

Carers’ support groups can also be a 
great way to meet with other parents  
who are on a similar journey. This may  
be a safe place to share with others and 
find hope. 

In our relationships with others, hope 
may be expressed through our feelings, 
thoughts and behaviour. Flaskas (2007) 
gives the example that ‘it is possible 
for people to feel hopeless, but still 
do hope’. For example, you may feel 
hopeless but still express hope through 
your actions by taking your child to 
see a speech therapist. Where families 
move easily between these different 
expressions of hope and hopelessness, 
they have the potential to build 
resilience and cope well. 

Parents of children with a disability can 
be at risk of developing fixed patterns 
of hope and hopelessness. For example 
one parent may always ‘feel’ hopeless 
– that their life is now going to be very 
difficult and that their child will never 
learn – but they may be spending more 
time with their child and ‘doing’ all they 
can to support their development, in 
the hope that it will make a difference. 
The other parent may ‘think’ positively 
that the child will be ok, but may not 
be ‘doing’ anything that supports 
development. 

Generally, the study found that mothers 
were expressive and that fathers 
internalised their reactions, keeping 
their feelings on hold and supporting 
the mother through the crisis. In other 
words, the mother is reacting and the 
father is supporting by not expressing. 

Both parents are experiencing confusion 
which results in the risk of decreased 
communication, lack of understanding 
and a pulling away from each other 
(Hammer 1996). This can lead to fixed 
patterns of hope and hopelessness 
which can result in further isolation. 
The idea that hope and hopelessness 
are divided up between family 
members through ‘doing’, ‘thinking’ and 
‘feeling’ can bring understanding and 
validity to parents’ different reactions 
and help parents realise that they are 
both sharing the same experience 
but having different reactions to this 
(Flaskas, 2007). 

A 1996 study showed  
that mothers and 

fathers tend to react 
to children who have 

problems differently and in 
different time frames.
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•	� Livewire: Online communities for 
families affected by serious illness, 
chronic health condition or disability 
www.livewire.org.au

•	� For a referral to a local counsellor or 
psychologist speak with your GP.

•	� Remember that you can also speak 
with your existing early intervention 
therapists about joining a supported 
playgroup where you can meet other 
mothers with children with extra 
needs.
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While you may be feeling hopeless at 
times, it is helpful to think of the ways 
that you are ‘doing’ hope, such as 
supporting your child’s development 
through activities and intervention or 
‘thinking’ hopefully, such as holding 
on to the belief that they will have a 
good life.

Some support services for 
you and your family

•	� Carers NSW: Telephone  
support, provides information,  
referral and emotional support.  
This is a free service.  
www.carersnsw.asn.au  
1800 242 636.

•	�� MyTime: Local support groups for 
parents and carers of young children 
with a disability or chronic medical 
condition.  
www.mytime.net.au  
1800 889 997  
mytime@parentingrc.org.au

•	� Learning Links: Case Management, 
Diagnosis Support, Counselling 
and Parenting Groups, Mt Pritchard 
9426 4300 and Peakhurst 8525 8222.

•	� Autism Advisory and Support Service: 
Run by parent volunteers who have 
a child with Autism, information and 
carers support groups.  
www.aass.org.au  
9601 2844 or 0432 327 096.

•	 Finally, therapists should be 
working with parents to build their 
knowledge base and skills around 
disability, early intervention and 
the service system. As parents it 
is important to ask questions and 
get therapists to explain what they 
are doing. As parents feel more 
knowledgeable and in control they 
become more hopeful (Hammer 
1996). Parents are then also able to 
be more in control of planning for 
their child’s future and more involved 
in the decision making process for 
their child’s life which creates hope.

Key transition times may be hard, 
whether this is your child starting 
school, starting with a new service, 
when your child becomes aware of their 
disability, birthdays or family occasions. 
At these times it is important to give 
yourself permission to experience your 
emotions, have realistic expectations of 
yourself, share experiences with people 
you trust and keep active. 

As families start to 
find hope and create 

new visions and dreams 
for their child’s future 

it may be helpful to 
remember that periods of 
hopelessness are likely to 

resurface. 
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