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Background

Many organisations 
feel that most 
people do not 

understand what 
the maternity 

experience is like 
for a person with a 
learning disability.

CHANGE and PEN decided to ask parents 
with learning disabilities about their 

maternity experience

NHS England supported CHANGE and 
PEN to do this.

They did this by giving out online 
surveys, running focus groups and doing 

other research.



Professionals Survey

Over a six week period we invited professionals to take part 
in an on-line survey.

In this survey we asked a series of questions to help us 
understand the maternity experience in general and 
specifically for parents with learning disabilities. 

107 professionals 
took part.



Focus Groups

• Mothers and fathers with 
learning disabilities were invited 
and in total we met 34 parents. 

• In each focus group we 
invited parents to share their 
experience and their hopes 
with us. 

• Parents seemed to value the 
opportunity to come together 
and realise they had so much in 
common.

• From January to April 2015 
we held a series of five focus 
groups across the country: in 
Leeds, Coventry, Newcastle, 
Bath and London.  



Parents Survey

We invited parents across the country to take part in an 
easy read accessible survey.

These surveys reinforced what we heard in the focus 
groups.

I think midwives should be trained in how to deal with people 
who have learning  disabilities because I just feel as though, 

when someone hears the word disabled or learning disability, 
people don't understand what it is and just think that you're 
stupid or label you and treat you as though you don't exist.



Ladder of Power Social worker was always at the top: Most
parents had a bad experience “as they have
the power to take your children off you”.

Social Worker

Hospital midwife can be very impactful and in 
terms of power was often above the 

Consultant. Feedback was very mixed.

Hospital Midwife

Receptionist was more powerful than the GP –
they are the gatekeeper to whether you get an 

appointment or not.

Receptionist

Community midwife was seen as more
powerful than the GP- partly because “they
actually come into the home to check you”.

Community 
Midwife

Advocate – the advocate was seen as hugely supportive. For some they wanted
“more advocacy before having the baby – it can be very scary”.

Advocate

Nurse in GP – parents like to be seen by the 
same person “it really matters if they are not 

the same person”.

Nurse in GP

GPs “do not have the power to take children
away but do make important decisions”.

GP

Dad with learning disability was usually right at the bottom as they “do not get a
say”. The exception was where the relationship was abusive or the Dad was
manipulative in other ways.

Dad with learning 
disability

Mum with learning disability was at the 
bottom,  “the mother should have the most 

power – she should have a voice”.  

Mum with 
learning disability

Health Visitor was mixed – some felt they
were very powerful others less so. At
times they were very helpful, for others
they were not so positive.

Health Visitor

Obstetrician were rarely reported to be 
involved but when they were they were quite 

powerful. The different kinds of Consultants 
were not understood.

Obstetrician

It feels like a crime to 
have a baby – people who 
drink and take drugs have 

babies, why shouldn’t a 
person with a learning 
disability have a child?



Their Experience

"I was very  happy when  I found out"

"I had a pee test and it told me I was one week  and a half 
pregnant"

"The pregnancy was unplanned for my first, all other  
pregnancies were  planned"

"I have had three pregnancies and have seen the same midwife 
for all three.  She made me feel more relaxed/confident"

"I went to the doctors and was introduced to the midwife"

"Barnado's did parenting classes in the home - they were 
very helpful"

"My mum explained  a lot to me - I had 
people around who could explain things to 
me"

When I found out I was pregnant What happened next What information was available

"I was shocked at being pregnant at 16 years"

"Social services did not like the fact that I was living with my 
partner because he was violent to me"

"I felt mortified because I was in a difficult situation with my 
other children"

"I was nervous and scared – I was worried that my child would 
be taken away''

"Because I was 16 they said I would  need extra help"

"I felt judged - people kept asking me 'are you sure you want 
his baby‘

"I was bleeding at 11weeks  and had to ring 111- the 
midwife did not give me this information“

"At 25 weeks  I got beaten up and went to get checked up"

"I did not have any information"

"When I had my second child I forgot all the 
signs - the midwife assumed I remembered 
everything"

"I new something was wrong because I had no periods"

"I tried several  pregnancy tests"

"For my second baby I was confused - I still had blood - but 
knew something was wrong.  I felt the baby move at 6months 
and knew I was  pregnant"

"Nervous and worried . As well as having a learning disability  I 
also have cerebral palsy. I wasn't allowed to have my baclofen 
throughout the pregnancy."

"I was very  nervous.  My disability makes it difficult for me to 
talk to people"

"I was nervous going to the doctor"

"I had to go to the hospital for ante natal care for  my 
kidneys, and never got to my appointed doctor - I saw 
different  people every time "

"The nurse mumbles - she is not English and uses big words I 
do not understand“

"My doctor understood my learning disability and I felt I was 
listened to."

"The book was not easy to read but
it did explain. I was showed videos 
and I went through all the information"

"The colour of the uniforms can be 
confusing"

"I can not read or write - pictures work well 
for me, but I also need someone to explain it 
several times too“

"The midwife was friendly  but didn't give me 
any information, just looked on the NHS 
website.  I had no ante-natal classes and 
wasn't informed about them even though I 
asked."

I am always 
fearful that 

they will 
take my 

child away.



What we would change
People improvements:

• Provide training – of how to work with parents with a 
learning disability (both midwives and social workers)

• Attitude and behaviour – particularly people on the 
wards and in the GP practice

• Communication – many parents struggle with literacy or 
have a short attention plan so provide resources that will 
help e.g. easy read/ DVDs/pictures and be happy to 
repeat important messages

Process improvements:

• One point of contact throughout the process –
someone we trust and can understand

• Buddy scheme – with a parent who does not have 
a learning disability 

• Communication – ensure information is shared 
more effectively across the different professionals

• Parenting classes – offer parenting classes that 
cater for this group of parents

Physical improvements:

• Cleanliness – ensure wards are hygienic

• Temperature – make sure wards are not too cold

• Uniforms – colour of the uniforms can be very confusing

Treat me properly, 
treat me right, 

be nice.



Recommendations

2

Training

Easy to access 
training could be 
made available to 

healthcare 
professionals so they 
have better respect 

and understanding of 
people with learning 

disabilities.

3

Continued 
Support 

Parents with learning 
disabilities could have 

access to a reliable 
professional for 

advice and support. 
Some Trusts already 

provide this.

4

Learning Disability 
Leaders 

Healthcare providers 
should have one 

person to support 
people with learning 

disabilities.

5

Support for 
Parents    

Parents with learning 
disabilities should 
have access to a 

parent support group 
in their local area.

1

Strategy

A strategy is a plan 
that has a long term 

goal. 
Care commissioners 

could make a strategy 
that healthcare 

providers would have 
to follow to help 

parents with learning 
disabilities.

I feel powerful because I have kept my children 
and I have worked hard to keep them.



Recommendations

6

Buddying 
Up

Give parents with 
learning disabilities 
the option to buddy 

up with another 
parent with learning 
disabilities so they 
can support each 

other. This is called 
peer to peer 
parenting.

7

Accessible 
Information

Create easy read 
materials to make 

subjects about being 
a parent easier to 

understand for 
parents with learning 

disabilities.

8

Information Standard 
for Social Workers

Have social workers 
start making and using 
accessible information 
by following the NHS 
England Accessible 

Information Standard.

9

Support 
Groups

Create local support 
groups for parents 

with learning 
disabilities. Two 

examples of these 
groups are Geordie 
Mums and  Camden 

People First.

10

Dealing 
with Loss 

Give support to 
parents with learning 
disabilities when they 
lose the right to care 

for their child. An 
example of this could 
be moving them to 
another ward that 

could provide 
counselling.

11

Fathers

Look at providing 
services for fathers 

with learning 
disabilities as they 
often feel they can 

not be a part of 
services that already 

exist. 



Resources

• Database of support and 
advocacy organisations

• Examples of good practice

• Resources for parents

I would like more people to be aware and trained 
about what a learning disability is so we don't get 

mistreated and misjudged.

I felt like I was invisible and not being listened to.

• Resources for professionals

• Papers



Thank you
I feel powerful because I have 

kept my children and I have 
worked hard to keep them.

They talk to you like you are 
stupid, or a child and they 

undermine you.
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