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Carers and confidentiality guide
from the Carers Information Service

Improving Lives
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This guide is to help our service users, their carers and staff
understand information sharing and confidentiality between
each other. For the purposes of this document (specific to Mental
Health) when the word ‘Carer’ is used, it means “any person who
provides unpaid practical or emotional support to someone with
a mental health or substance misuse problem. The person may
be a relative, partner, friend or neighbour. A carer may be of any
age and may be a young person providing assistance to a parent,
sibling or another person. A carer may live with the person they
care for or provide support from a distance.”
This guide was produced because, for many of our carers,
supporting someone can result in uncertainty around what
information can and cannot be shared about the person
receiving care and support. We realise that at times, when certain
information is not shared, this can cause difficulties for a carer. This
guide is also to reassure staff around the issue.
Information sharing with carers, family and friends is essential to
effective care. As members of the Triangle of Care Initiative, we
work towards the free flow of information between service users,
their carers and professionals. However, there can, on occasion,
be difficulties with sharing information with carers. This is when
sharing could breach confidentiality. If a service user wishes to
withhold information, we must respect these wishes.
Carers’ insights are often unique. We recognise and value the
support that carers give and acknowledge their expert knowledge
about the cared for person. As staff can change, carers are often
the only constant in the lives of those we provide care for. The
carer will see them when they’re well and unwell, know their
motivations, aspirations and strengths, as well as their physical
and social needs. This is essential for us developing a holistic
understanding of the individual and not always something they
can impart when they come into treatment with us.
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What is confidentiality?
A professional should not share any personal information about
their service user with other people. They can only share this
information if the individual has said that they can. This is called
giving consent. It means their information is kept confidential.
It is important that when an individual gives consent for
information to be shared that they have the ‘capacity’ to consent.
Capacity, which is underpinned by the Mental Capacity Act 2005,
means the ability to use and understand information to make
a decision, and communicate any decision made. All adults are
presumed to have sufficient capacity to make decisions, unless
there is significant evidence to suggest otherwise.
A person can lack capacity, if through assessment, their mind is
impaired or disturbed in some way and this means the person is
unable to make a decision at that time, but this must be subject to
an assessment of capacity that is only relating to that decision.
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A capacity assessment looks at whether the individual is able
to:
•

•

•
•

Understand the decision to be made (share information)
and the information provided about the reason for sharing
information. The consequences of making a decision must be
included in the information given.
Retain the information: A person should be able to retain the
information given for long enough to make the decision. If
information can only be retained for short periods of time,
it should not automatically be assumed that the person lacks
capacity. Notebooks, for example, could be used to record
information which may help a person to retain it.
Use that information in making the decision: A person should
be able to weigh up the pros and cons of making the decision.
Communicate their decision.

Professionals can share information with other people in teams
who support your relative, partner or friend’s care. They should
only share information they need to. For example, a psychiatrist
may discuss treatment needs with the individual’s care coordinator.
Professionals should get consent from the individual before they
share confidential information with other services like the police or
their employer.
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Can a professional share information with me about my relative,
partner or friend?
Professionals might not talk to you about your relative or partner’s
treatment or care if they don’t have consent. This is the same even
with close family. This is because professionals must protect the
individual’s confidentiality.
Our staff are asked to regularly talk to their service users about
sharing information with carers. This is to make sure that they have
the chance to decide if they want information shared at different
times. They should keep a record of what your relative, partner or
friend says. Your relative, partner or friend can give consent for the
professional to share all, or some, of their information with you.
Can I give information about my relative, partner or friend to a
professional?
There is no rule that says a professional cannot listen to your
concerns as a carer.
The General Medical Council guidelines state that doctors should
not refuse to listen to a carer’s concerns because of confidentiality.
This is because the information could help with an individual’s care.
But, if the person accessing treatment has not given consent,
professionals will not be able to:
•

Discuss your relative’s care or treatment with you.

•

Tell you whether they plan to do anything with your
information.

Health professionals might need to share the information you
give with your relative, partner or friend. You might worry that
this will affect your relationship or trust. You could ask that any
information you share is used as sensitively as possible. You could
explain that this is needed to protect your relationship.
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What can you expect?
As a carer, you should expect to:
Be able to communicate with staff and be able to give information
to staff and receive general information about:
• Health problems, treatments and medications.
• Advice on what information, help and support is available for
you as a carer.
• An explanation of why specific information can’t be shared.
• Advice on how to cope with stressful situations.
• Who to contact in the Trust to express concern about the service
user, especially in an emergency or out of hours.

A carer might say to a member of staff:
“I don’t want to know about confidential stuff. What I need is help
and advice to manage the situation so I don’t make things worse.”
“I have heard doctors mention psychosis. Can you explain what this
means and how carers deal with this?”
“I appreciate you can’t tell me anything but can you listen to my
concerns?”
“I know you can’t tell me about my relative/friends care but can
you answer some general questions?”
“Can you suggest any leaflets, books or helplines for more
information?”
“Could you explain a few things that I have read about but don’t
fully understand?”
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A member of staff might say to a carer:
“What sort of things do you want to know? I can speak about this
but not that.”
“I can’t give you any specific information about care. However, I
can ask the carer support staff to contact you to ensure you are
getting the support you require.”
“I can’t talk about your relative but we can talk about general
aspects. For example, we might talk about why people might have
certain beliefs or behaviours.”
“I could refer you to a Carers’ Support Worker if you wish, and they
will talk to you.”
As a service user, you should expect to:
• Have your information treated confidentially by staff, with clear
explanations of what that means.
• Be asked for your consent to share information about your care
and treatment with family members and friends identified, and
for the benefits of sharing information to be discussed with
you.
• Be asked for your consent to be able to share information
about your care and treatment more than once. Just because
you may not want information sharing when you first access
mental health treatment, it does not mean that this will always
be the case.
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Listening to carers
It is an integral part of effective care for professionals to have a
conversation with their service users as soon as practical to identify
people involved in a supportive role and what information can be
shared with these people.
Assumptions should never be made that the individual does not
want information shared with those supportive people involved
outside of the organisation. Likewise, assumptions should never
be made that a service user does consent to information sharing.
When a carer is present at admission, assessment or review it is easy
to assume that information sharing is not an issue.
Staff need to ensure that they ask the following questions and
record the outcome, so that other staff are aware:
• Can we share information about the individual’s care and
treatment?
• Who can we share this information with?
• Is there anything the individual would like us not to share?
Often, when a service user enters treatment and is unwell, they will
refuse to share information with friends and family due to stigma
and fear of how the information will be used. If refused, we
should ensure we are regularly revisiting the question of sharing
information with carers.
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Potential issues
At times, service users can provide carers with information that is
not always accurate (such as treatment compliance). This can then
be raised with staff by the carer who wants further information.

If the service user has consented to information being shared,
sharing information would not be a breach but could be
detrimental to their recovery and the carer/service user
relationship. In these circumstances, the issue of confidentiality is
not the issue, but rather the impact of sharing information and
how this should be managed effectively.
We need to be mindful of the impact of sharing information and
how this is done. The professional should listen to the carer, discuss
this with their service user and agree what information they are
happy to have shared, and what they would want to be kept
confidential.
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When an individual does not consent to
the sharing of information
Even when a practitioner is unable to give personal information
about the individual, he or she can support the carer by giving
general information about mental illness or substance misuse.
Carers may also welcome information about local and national
support groups.
Carers can be given general information about:
• Diagnosis as well as what behaviour is likely to occur, and
strategies for helping. Consent from a service user would
be needed to disclose a diagnosis, however staff can have a
general discussion around mental illness.
• Medication benefits and possible side effects. The service user’s
medication can only be divulged with consent, however many
carers will be aware of the medication used.
• Their local GMMH services (inpatient and Community Mental
Health Team).
• The Care Programme Approach (CPA).
• Local and national support groups - signpost to local Carers
Centres.
• The role of each professional involved in a service user’s care.
• How to access help, including out-of-hours services.

Page 11

For professionals working with carers
Carers should be given:
• The opportunity to see a professional on their own.
• The right to their own confidentiality when talking to a
professional.
• Encouragement as a valued member of the care team.
• Confidence to voice their views and any concerns they may
have.
• Emotional and practical support.
Information regarding their right to a carer’s assessment and
how to get one. It may be helpful for staff to review the Carer
Information Pack sent out by their ward or team to ensure the
above highlighted information is available.
The information in this guide is informed by Rethink Mental Illness
Advice Service. Many thanks go to Rethink for allowing us to use
this information.
Rethink Mental Illness is a charity that believes a better life is
possible for the millions of people affected by mental illness. For
more information, please visit www.rethink.org/carers-familyfriends.

Contact us
Carer Team

Greater Manchester Mental Health NHS Foundation Trust
Trust HQ, Bury New Road, Prestwich, Manchester. M25 3BL
Telephone: 0161 703 1372
Email: carers@gmmh.nhs.uk
GMMH has a dedicated Carer Lead. Please contact Neil Grace at
neil.grace@gmmh.nhs.uk or call 0161 357 1246.

Customer Care Team

Greater Manchester Mental Health NHS Foundation Trust
Trust HQ, Bury New Road, Prestwich, Manchester. M25 3BL
Telephone: 0161 358 0600
Freephone: 0800 587 4793
Email: customercare@gmmh.nhs.uk

This information can be provided in different
languages, Braille, large print, interpretations,
text only and audio formats on request
Tel: 0161 358 1644
Email: communications@gmmh.nhs.uk

For further information, visit:
www.gmmh.nhs.uk
@GMMH_NHS
www.facebook.com/GMMentalHealth
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