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My Story 



Why are perceptions so different to 
reality? 

• A generation that didn’t experience inclusion
• Negative reporting in the press
• Lack of representation in the media
• Clinical diagnosis lacking dimension or first 

hand experience of Down’s syndrome
• Inequality starts in the womb



How can midwives help? 

• Front line – first contact at point of diagnosis
• Lifelong messages are taken away from words 

spoken at a sensitive time
• Take time to meet some people with Down’s 

syndrome
• Check out the DSA’s website for resources
• Follow some blogs



Terminology: what to say, and what 
not to say…..

DON’T SAY: SAY: 

Suffers from OR is a victim of Down's 
syndrome

Has Down's syndrome

A Down's baby/person/child A person/baby/child with Down's 
syndrome or who has Down's syndrome

Retarded/mentally 
handicapped/backward/ special 

Learning disability

Disease/illness/handicap Condition OR genetic condition

Down's (as an abbreviation) DS (as an abbreviation if necessary)

the risk of a baby having Down's 
syndrome (in relation to pre-natal 
screening and probability assessments)

the chance of a baby having Down's 
syndrome



Terminology: what to say, and what 
not to say…..

DON’T SAY: SAY: 

He / she only has it mildly He / she is doing so well at…..

My aunt / friend / neighbour etc had one 
of “those”

I know someone with Down’s syndrome 
called ……

Didn’t you have the test? Did you know your baby had Down’s 
syndrome before he/she was born?



Myths versus Facts 
MYTH: FACT: 

People with Down's syndrome die young Today people with Down's syndrome can 
look forward to a life of 60 years plus.

Only older mothers have babies with 
Down's syndrome

Although older mothers have a higher 
individual chance of having a baby with 
Down's syndrome, more are born to 
younger mothers, reflecting the higher 
birth rate in this group.

People with Down's syndrome cannot 
achieve normal life goals.

With the right support, they can. The vast 
majority of people with Down's syndrome 
learn to walk and talk, and many are now 
attending mainstream schools, passing 
GCSEs and living full, semi-independent 
adult lives.



Myths versus Facts 
MYTH: FACT: 

People with Down's syndrome are all the 
same.

There are certain physical characteristics 
that can occur. People with Down's 
syndrome can have all of them or none. A 
person with Down's syndrome will always 
look more like his or her close family than 
someone else with the condition and 
their personality will reflect their 
upbringing and life experience.

People with Down's syndrome are always 
happy and affectionate.

People with Down's syndrome are no 
different to anyone else in their character 
traits and varying moods.

Down’s syndrome is a spectrum disorder, 
like autism.

Whilst having Down’s syndrome manifests 
itself differently in different people, you 
either have it or you don’t. 



Thank you for having me…..
TWITTER: @carolineplayle

FACEBOOK: Down’s syndrome – Raising Awareness and Shifting Attitudes

WEBSITE: www.forceofnature21.com

BOOK: The Label by Caroline White – Amazon, Wordery

http://www.forceofnature21.com

	Rethinking how we communicate about Down’s Syndrome
	My Story 
	Why are perceptions so different to reality? 		
	How can midwives help? 	
	Terminology: what to say, and what not to say…..
	Terminology: what to say, and what not to say…..
	Myths versus Facts 
	Myths versus Facts 
	Thank you for having me…..

