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In ‘Welcome to Holland’ by Emily Perl
Kingsley, the experience of having a child
with a disability is compared to that of
going on holiday and landing in a
completely different destination from the
one you expected.1 All the plans have to
be rewritten, and you need to start again
from scratch. 

The birth of a baby carries with it a wide
range of ideals and expectations, and
when things don’t work out as planned, all
kinds of hopes are dashed.  At the
beginning, the sense of shock and loss
can be enormous. Melissa, whose baby
was in special care for two weeks,
describes it as a ‘frightening, daunting and
overwhelming experience,’ as she was
unable to hold or breastfeed her baby. 

Parents talk of ‘losing their baseline’
and an inability to trust their own instincts
in everyday matters, such as feeding,
crying and sleeping, as Jenni, whose baby
has a heart problem, explains:

‘Having a baby with such a diagnosis
caused us to feel like beginners for much
longer than I'd expected, after our peers
seemed to be getting into routines.’ 

Couples looking after a child with a
disability are subject to severe stress. As
well as coping with complex feelings of
grief, resentment, anger and sometimes
guilt, they are likely to have less time and
money than they expected, and, as a
result, are at greater risk of marital
problems and divorce.2

It is usual for parents to go through a
period of grieving for the baby and the
experience they had dreamed of.3

Lack of confidence
If the baby’s disability or illness had not
been identified before birth, this may
affect the parents’ confidence.  

Feelings of isolation
Mothers and fathers with a baby who
needs long-term care or who has a visible
disability can feel isolated and separate
from other parents. Within a small group,

such as an NCT class, it is unusual for more
than one family to have had this kind of
difficult experience, so these feelings of
isolation may be accentuated. Following a
diagnosis, the family may need to attend
lots of extra appointments, and undergo
intrusive testing, which again may make
their experience of parenthood different
from their peers. Nicky, whose child has
Down’s Syndrome, found there was
nowhere to turn to for support:

‘The hospital sent us on our way. I
remember at that point feeling rather
isolated. I had asked for information –
they seemed vague themselves. They
found a pack on Down’s syndrome, and
the local support group they suggested
had closed down two years previously. It
felt a lonely place at that point.’ 

Losing the parent role
Parents who have a sick or disabled baby
may feel that they are no longer simply
parents, and have less time to
concentrate on fulfilling the role of parent.
Parents may come to think of themselves
as carers rather than parents. Over time,
they may also find themselves in the role
of acting as an advocate for their child, or
for disabled children in general, as Neil,
whose daughter is disabled, found:

‘The role of being her parent and
fighting her corner took over our lives, and
as she grew there were new battles with the
medical professionals and other services
who don’t always cater for the disabled .’

Supporting parents with a
disabled child
Parents who are struggling with the pain,
grief and practical difficulties of looking
after a disabled baby or child need both
emotional support and advice on day-to-
day issues, as Eleanor, whose child has a
bowel disorder, explains: ‘I wanted
someone to tell me how it was for them,
how things would get better, how it was
OK to feel disappointment, frustration and
anger at times. I also wanted some

practical advice on how to cope with
weaning and potty training.’ 

The NCT Shared Experiences helpline
(see box-out) is a useful, and unique,
source of support. Recently relaunched,
the helpline can put anyone who has had
a challenging experience of pregnancy,
birth or early parenthood in touch with
someone who has had a similar
experience, to listen to their concerns and
share their stories.

As well as offering information about
sources of support, NCT specialist workers
can help parents by listening
sympathetically and non-judgementally –
parents need a period of grieving and
adapting to their new situation. Any
transition event or significant milestone
may trigger emotions dating back to the
birth or the diagnosis. As Kingsley writes,
‘The loss of that dream is a very very
significant loss.’
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Losing the baby you dreamed of

When a baby is born with a disability or a severe medical condition, it can put great strain on

the parents. Alison MacLeod, co-ordinator of the NCT shared experiences helpline, explains

how the NCT has developed support to respond.

The Shared Experiences Helpline

Phone number: 0300 330 0774.
Available: Tuesday, Wednesday and
Thursday, 9am – 3pm.

Practical help

Information on national support
groups: http://babble.nct.org.uk/
info-resources/diversity-and-access/
tools/organisations-supporting-
parents-diverse-backgrounds

Information and support for families
with disabled children:
www.cafamily.org.uk (Contact a Family)
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