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Communicating the diagnosis of cerebral
palsy or high risk of cerebral palsy

Informing parents and carers of the
diagnosis of cerebral palsy or high-risk
of cerebral palsy is a difficult process.

It is imperative that it is completed in the
most sensitive, compassionate and well
planned way to optimise outcomes for
both parents and children.

The process of parental acceptance of a cerebral palsy diagnosis,
grieving, coping and resiliency is ongoing, cyclical and requires a
continuum of supports from diagnosticians*.

Parents experience grief and loss at the time of diagnosis, or
when they are told their infant is at ‘high-risk of cerebral palsy’.
Emotional experiences at the time of diagnosis can be intense
and contradictory, and include anger, fear, relief, confusion, guilt,
despair and denial*?.

For parents, the learning processes inherent in receiving
information on the diagnosis can be impacted by various
factors including experiential avoidance strategies, actively
blocking the recall of bad news in order to cope and
processing large quantities of new and complex information®*.
The communication of high-risk cerebral palsy to a family
should be conveyed through a series of well-planned and
compassionate conversations, rather than a one-time event.

Quialitative evidence indicates many parents are dissatisfied
with the diagnostic process®. Common criticisms include the
amount of information received at diagnosis; lack of discussion
about the likely impact on their child and family; information
was unclear and conveyed a pessimistic outlook for the future®®,
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Communicating with parents

Best evidence-based communication strategies are
recommended when communicating the diagnosis
of cerebral palsy or the news about high-risk of
cerebral palsy. Data from qualitative interviews
suggests the following:

+ Provide at least two face-to-face diagnostic information
sharing sessions to facilitate comprehension, recall and
acceptance.

+ Ensure both parents and the infant are present to
promote acceptance of the infant.

« Use a quiet, private office.

« Provide the most honest, transparent and specific
information about the diagnosis and prognosis as
possible and explain the likely impact on the family.

+ Usesimple, direct and jargon free language.
+ Use a hopeful, empathic and supportive tone.

« Tailor the information to the individual infant and the
family communication style.

« Provide written information to allow absorption at a
later stage.

« Provide information about the child’s strengths as
well as limitations, to promote development of an
optimistic outlook.

+ Invite questions.

« Invite discussion about feelings, as this
promotes confidence in the parent’s ability to
cope and increases satisfaction.

« Recommend parent-to-parent and family
support; parents indicate this facilitates
long-term coping.

« Arrange a debriefing to help parents gather
information and navigate service entry.

« Arrange early intervention, preferably initially at
higher intensity to help parents come to terms with
what is required of them.
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