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BEFORE A CERVICAL SCREENING TEST

WHY THIS GUIDE
IS IMPORTANT:

I think this is a terribly difficult issue to address
across the board. That said, I think it depends
on what point on the learning disability
spectrum, the patient finds themselves. I have
had mixed responses. If the patient
has severe learning disabilities, I feel it is
almost impossible to gain the patient’s
consent directly and I don’t feel it is an area
where the carers can always give consent on
the patients behalf. In cases where you can
sit down with the patient and allow them time
to understand what you are asking them, it
works better. Sometimes I bring the patient
back after writing down a clear reasoning for
smear taking, giving them time at home, to
read and think about the situation. I hand write
clearly, using phrases that the patient herself
uses and in some cases, the patient
comes back and consents appropriately. The
key is to never give up and try your best to
gain a rapport. Sometimes though, it just can’t
be done. That’s how I approach it, simply,
clearly, appropriate to patients level of
understanding and over time.
Practice Nurse
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Sample Taker – Things
you need to consider
for women learning
disabilities before a
Cervical Screening Test

• Each woman will have her own highly
individual needs. While no preparation fits
all, it is good practice to consider the whole with
range of options available. Ask the woman
who she would like to support her
• A successful screening may not always be
possible but it is important that each woman is
treated equally and given access to the test

• A flexible, gentle and patient approach by the
sample taker and her team, using appropriate,
accessible language will help the woman
• It is important that the receptionist, sample
taker and carer work together to help the
woman and consider what support she wants
for all stages of the screening

• The woman should be given accessible
information with the invitation to the screening
and could be offered a preliminary discussion
and or visit to the practice/clinic prior to
screening

• A preliminary visit will depend on the
individual. Sometimes this could cause more
anxiety. It is best to discuss this with the
woman first
• REMEMBER: Every woman has “the right to
make her own decisions if they have the
capacity to do so unless it can be
established that the person does not have
capacity’ (MCA Code of Practice 2005) – see
section on consent issues
• If you feel the woman does not have the capacity
to make a decision about deferment, you will
need to arrange a best interest meeting using a
locally agreed form.
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Things to do:

• Read this guidance and Equal Access to Cervical
Screening for Disabled Women (NHS CSP 2006)
• Consider how you are going to obtain informed
consent (see section on consent)
• Further training is available on ‘Understanding
the needs of People with Learning Disabilities’,
the Mental Capacity Act and Safeguarding
Vulnerable Adults
• What is the best way to communicate with the
woman with learning disabilities? Does she have
a preferred method?
• Ask if the woman has a Communication Passport
and Health Action Plan Hospital Booklet
• Book the appointment at a quiet time in the
surgery. Consider the difficulties some women
will have with sitting for long periods in a busy
waiting room.
Consider the length of
appointment needed, you may need a double
appointment
• Consider offering preliminary, pre-screening test
visits for the woman with a learning disability and
their carers to allow a wider discussion outside of
the test and to develop familiarity with the
environment and sample taker
• Show the woman the room where the test will
take place, and offer her the opportunity to look at
the equipment such as the speculum and give
her the opportunity to handle this if she wishes.
Be aware that for some women this may not be
appropriate as it may heighten anxiety
• Consider any physical needs for the woman:• space required for mobility equipment
• offer alternative choice of position for the test
such as lying on her side
• opportunity for the carer to support the
woman
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Consider when to
involve the Learning
Disability Team

• Give information and an explanation about the
test both verbally and visually. Ensure the
woman has copies of any written, pictorial and
accessible information to take away with her
• Be aware of the power issues between the
woman and practitioner, woman and carer or
supporter. Regularly give the woman the
opportunity to express her needs by listening and
watching for communication from her
• Consider one or two members of the practice
team becoming champions for people with
learning disabilities, this will help to build on
training, gain expertise and to share experiences
which will improve confidence
• Ensure an explanation of cervical screening and
its importance for all women is available for the
carer. Use accessible, easy to understand
information, offering the chance to discuss the
process
• Issues of confidentiality, consent and capacity
must be considered if discussing with a carer
• There may be times when the carer or woman
with learning disabilities will feel that it would be
more appropriate for someone other than the
carer or a family member to support the woman
with the process. It can, in some circumstances,
be inhibiting to have a carer in the room when
discussing sexuality or during the test
Not every woman with a learning disability requires
input from a Learning Disability Nurse.

• For women with a mild to moderate learning
disability, general practice staff will often be
able to carry out the test successfully with the
help of this guide and accessible information
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• For some women, especially those women with
moderate to significant learning disabilities and
those women with complex needs, it will be of
great benefit for the general practice and
Learning Disabilities Services staff to work
closely together
• It may be possible for the Learning Disability
Nurse and/or a Health Facilitator to meet with
the sample taker to identify those women on
the practice lists who have a learning disability
and are likely to require additional support.
This could then lead to planned and timely
preparatory work with the woman and
targeted support for staff.
• The Learning Disability Team may be
available to deliver some training around their
specialisms such as:
n
n
n

What is a Learning Disability?
Health Action Plans
Health Facilitation

• Speech and Language Therapists may be
able to support and facilitate communication
issues

• The Learning Disability Nurse may be able to
work in an in-depth way with women with
learning disabilities. This support ranges from
assisting general practices with assessing the
woman’s needs to an educational and
information giving role. The Learning Disability
Nurse could provide help during the test and
any subsequent follow up.
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How to obtain
Informed Consent

Before the appointment ensure you have a good
understanding of the Mental Capacity Act (2005)
The Mental Capacity Code of Practice says:

A person who cannot do one or more of the following
things is deemed unable to make a decision:

• understand the information provided that is
relevant to the decision

• retain that information long enough to be able to
make the decision
• use or weigh up the information as part of the
decision-making process.

• communicate his or her decision – this could be
by talking or using sign language and includes
simple muscle movements such as blinking an
eye or squeezing a hand.
1. Check that the woman has a basic
understanding of cervical screening.
You need to know if she understands:
• What cervical screening is?

• What cervical screening is for?
• Why she has been invited?
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2. Useful points to consider when checking the
woman’s understanding of cervical screening:• Discuss with the woman first

• If the woman is unable to give enough
information you may need to seek the views of
others who know the woman well. Confidentiality
must be considered.

• When you assess the woman’s understanding of
what cervical screening is avoid using
closed questions that are designed to give
yes/no answers. Instead, ask open questions.
• Use language that the individual woman uses
herself, for example, some women refer to
their vagina as ‘down below’.
• Use either the local or national
leaflets All about Cervical Screening.
Choice or An Easy Guide to
Screening to help the discussion
cervical screening is.

pictorial
It’s Your
Cervical
of what

• The sample taker should ask the woman if she
wants to see the speculum and sampling
device, and whether she wants to handle
these.
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3. To gain informed consent you will need to:
• Speak to the woman directly

• Take time to explain anything that may help their
decision

• Not over-burden the woman with more details
than required
• Be careful not to omit key information
• Present information in small chunks
• Repeat information as necessary

• Ask the woman to recall the information in their
own words
• Give balanced information about options

• Go through the consequences of making the
decision and what are the risks or benefits?

• Get the woman to consider the impact their
decision might have on themselves or those
involved in their care?
• Establish that the woman is making the choice
free from excessive persuasion or ‘undue
influence’ from others
• Speak to the woman alone if this will help her with
her decision

• Arrange another appointment if the woman
needs more time to consider her decision
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Throughout these discussions, you will be
establishing whether the woman is giving her
consent for the sample to be taken.
• If, after carrying out the preparation, you feel the
woman is unable to make a decision about
having the sample taken then you would say she
‘lacks the capacity to make this particular
decision’ (MCA 2005) Any decision about
whether or not to carry out the screening test
should be made in the woman’s ‘best interests’.

4. What you need to consider if the woman
lacks capacity
Some women with severe learning disabilities
may not have the capacity to give informed
consent to cervical screening, even after careful
preparation. Valid consent is implied as long as
the sample taker is satisfied that the woman
understands what is happening to her and why. In
such cases, screening may proceed on the basis
of behavioural consent. This means that the
woman:
• Co-operates with the screening process
• Is not unduly anxious

• Responds to simple requests, such as getting
undressed
• Is willing to be positioned

• Does not show undue agitation or distress
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5. If a woman appears to be withdrawing
behavioural consent:

• During the screening at any point then the test
should be ceased and the reasons documented
in the woman’s notes.

• She should be given another routine screening
appointment in three to five years’ time, as
normal.

Safeguarding Adults

• Withholding or withdrawing of behavioural
consent prior to the screening, appointment may
also apply if a woman is clearly reluctant or
refuses to attend.

Definition of Sexual Abuse:

‘The involvement of a person in sexual activities or
relationships that either they do not want and have
not consented to or they cannot understand’
(No Secrets 2000)
Cervical screening involves discussion around
sexual health issues which could trigger disclosure
about issues of abuse.

Training

If this occurs you must follow the Multi-Agency
Safeguarding Adults Policy and Procedures
FOR MORE INFORMATION ABOUT:

TRAINING ON THE MENTAL CAPACITY ACT (2005)
CONTACT YOUR OWN ORGANISATION

TRAINING ON SAFEGUARDING ADULTS
CONTACT YOUR LOCAL SAFEGUARDING ADULTS
TRAINING CO-ORDINATOR
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