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Introduction
 
Creative Carers is an organisation set up and run BY carers FOR carers. 

Ÿ In April 2019, we received grant funding to run a new project. 
Ÿ The Strength Project aims to ensure carers meaningfully participate in local 

decisions about health and social care.
Ÿ Unnecessary stress and frustration is caused for carers, on top of our stressful 

role, by systems and processes which don't work for us. 
Ÿ The project aims to work closely with key organisations so that systems and 

processes work better for everyone. 
Ÿ Carer participation in this work and in local community life (e.g. a peer support 

group) is not 'free' (without a financial cost); resources and the right kind of 
skills need to be available to allow for successful, meaningful participation.

Carers' contribution to health and social care

We're often a mere 'add on' within national and local policy documents. We are so 
much more than that. We save our country £132 billion a year – enough money for a 
second NHS. Here is a list of the multiple ways in which carers prop up our local health 
and social care services:

Ÿ We provide unpaid care, often 24-hours a day, including washing, cooking 
meals, budgeting, help with emotional needs.

Ÿ We provide key information about our loved one's needs to a range of health 
and social care representatives – championing them so they get the best help 
they can.

Ÿ We may buy our loved one equipment or services, from our own pocket, if we 
think it will help them, complementing health and social care services.

Ÿ We work in a partnership team alongside paid professionals in order to get the 
best possible outcome for our loved one.

Ÿ We're there when services fail our loved one.
Ÿ We support our loved ones through end of life.
Ÿ We face stresses and anxieties dealing with long and drawn out systems and 

processes just so we can get our loved ones the best care possible.
Ÿ We care for someone simply because they are our partner, friend, neighbour 

often without knowing others label us a 'carer'

We need health and social care services to play their part. What follows is how they 
can do this.

What Carers Want



When supporting a loved one

We need organisations to:

Ÿ Acknowledge and value us as an 'equal expert partner' - one of a team among 
professionally paid and qualified people.

Ÿ Listen to us so that we can provide that team with accurate up-to-date 
information, in spaces away from our loved one(s), if needed, so we can speak 
freely and contribute to workable solutions.

Ÿ Ensure we agree to support plans where we'll almost certainly have a key part 
to play (rather than our role being assumed or taken-for-granted) before they 
are signed off.

Ÿ Keep us-up-to-date about progress in changing, improving or starting services 
for our loved one.

When navigating health and social care systems

We need organisations to:

Ÿ Give us new information about systems and processes, as soon as it becomes 
available, in ways that help us make informed choices.

Ÿ Give us information in simple, clear and straight forward ways (no jargon or 
abbreviations).

Ÿ Clearly tell us what to do, and where to go, when we're faced with an 
emergency impacting on our caring role.

Ÿ Stop making us repeat the same information over and over.
Ÿ Ensure we get what we need quickly and simply without this being dragged out 

through complicated systems and processes and provide us with someone who 
knows the relevant systems/processes inside-out who can make this easier for 
us

When looking after ourselves

We need organisations to:

Ÿ Recognise when we're a carer and help us to recognise this too, if needed
Ÿ Tell us about peer support available (a local carers group for example).
Ÿ Provide us with simple and straight forward information about help available for 

us if we're struggling with our caring role; including ways we can potentially 
avoid our health suffering as a result of caring (e.g. free flu jabs).

Ÿ Provide us with options available to us when we need to have a break from the 
caring role.

Ÿ Recognise our strengths and skills and encourage and support us to do the 
same.

Ÿ Recognise it's important that we ourselves identify what's missing in our lives 
and receive the right kinds of help and support to fill the gaps at our own pace, 
in our own time, and in our own way.

What Carers Want



Our role in local community life

We need organisations to:

Ÿ Understand we need to meet others with similar experiences within community 
spaces for understanding, empathy and tried-and-tested practical solutions.

Ÿ Speak to us (and be heard) on our own terms within our communities, in ways 
that are meaningful to us.

Ÿ Support us to come together with other carers in order to improve local 
decisions and ensure a carers' perspective is understood, and acted on, at 
every level of decision-making.

Ÿ Recognise our value, strengths and knowledge within local neighbourhoods.

Removing barriers

Organisations should:

Provide alternatives to, or support for, older carers, or carers less confident about 
using the internet, so that we can access information, advice, guides and systems 
available online.

Recognise that young carers, parent carers, carers of people with mental health issues 
or people with learning difficulties have unique needs and address them in all decision-
making.

Understand that Black Asian Minority Ethnic (BAME) carers may not be familiar with 
the support offered by services or may not be able to access them (e.g. English is a 
second language) – BAME carers respond best to information/support based within 
our communities from members of our communities.

Acknowledge the role young people (under 18) play when they  are a member of a 
family where there is a disabled child or adult and give support  to everyone in that 
family, depending on needs.

Recognise that carers who are disabled people themselves can have multiple needs.

What Carers Want

Email: creativecarers@gmail.com

Tel: 01332 227711

Web: www.creative-carers.org
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