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SUMMARY 

The survey results reveal four main findings: 

Carers learn best in informal situations with their peers and have found a ‘self-help’          

approach of most use to them since being a carer 

When it comes to specialist information about medical conditions, carers have heavily relied 

on medical advice – although, even then, a sizeable portion of carers also use the ‘self-help’ 

method of finding out specific details through the internet 

Carers do need to learn about health and social care systems because of caring and have 

mostly done so through informal routes, particularly ‘self-help’ and peer support, except 

where the systems lead to accessing very specialised services. 

There is not one central point carers can go and receive all the information needed about 

the loved one and their condition and nor is this necessarily practical given the diverse 

range of questions possible around specific illnesses and how they impact on each          

individual. 

A carers’ experience is that accessing useful information is typically difficult. National surveys 

consistently demonstrate this (Carers UK, May 2016, 2014, National Council for Palliative Care, 

2015, 2012). We wanted to focus, instead, on what the most useful ways are for carers to obtain 

information. 
 

Overwhelmingly, informal peer support and self-help approaches were favoured. However, a  

separate major finding arising from the survey is that it is impossible for carers to go to one  

central point and find out all they need to know. Knowledge needed to care for the loved one is 

often specialised, specific and systems-orientated or health-related. As one carer concluded: 

‘You get information from lots of different services - no one service can give all the information 

you need’ 
 

Whilst peers are the source of support most carers turn to, ‘medical advice’ was the top answer 

when asked about how carers find out about medical conditions. The findings seems to suggest 

that carers need to find each other and be supported through the maze of where to go for  

information at specific points rather than go to one place for all the answers.  
 

The survey suggests that local people/organisations working alongside carers should focus on 

improvements in three main areas: 
 

Understanding the value and importance of self-help approaches 

Accepting that carers need to get information from a vast amount of different sources in   

relation to caring for a loved one and that the key issue is that they receive support and help 

about how to go about getting that information at the right time for them – not         

necessarily getting it for them 

Recognising and publically acknowledging that there are differences between giving        

information about addressing the support needs of individual carers and giving information 

about the needs of loved ones, particularly in relation to systems and medical information. 



NEXT STEPS  -  WHAT WE WILL DO 

We have had our approach of ‘self-help’, peer support and relaxed informal environments  

reinforced by the survey. We will continue to use this approach and expand on it. 

Specifically, we will: 

Introduce a central point at the retreat where a range of information will be kept for carers to 

browse through during Carers Open Doors days (Thursdays 10am-1pm except the last 

Thursday of the month) or at any other time 

Continue to build on our monthly internet sessions where carers who are unfamiliar with 

computers learn how to use them to find information of relevance to their caring role (The 

Tinder Foundation, 2015) 

Pilot an ‘information-sharing’ group where carers can share information with each other in 

the September programme and invite specific speakers.  

Share the results of this survey with other carers organisations, council and health          

representatives as well as commissioners to work together to build on them strategically 

(The Tinder Foundation) 

Speak to Derbyshire Carers Association (DCA), the Carers Strategic Partnership Board and 

the county Commissioning Board about the best ways of joining up the sharing of             

information about carers support across Derbyshire (we already do this with some specialist 

carers services e.g. Making Space in relation to information about dementia and memory 

loss and Umbrella/City Parent Carer Forum in relation to parent carer needs). 



NEXT STEPS  -  RECOMMENDATIONS 

Before carrying out the survey, we explored whether the results would be a useful tool for Derby 

City Council and CCG (health) and others. We were told that it would be and we want the  

learning to be maximised. Only the first question specifically related to Creative Carers  

information. The rest of the questions were generic and are relevant across Derby and  

Derbyshire. The results are also underpinned by similar research at a national level (Carers UK, 

May 2016, 2014, National Council for Palliative Care, 2015, 2012). 

 

Our recommendations, based on this survey and national research, are: 
 

Discuss locally the need to introduce a ‘carers passport’ (Carers UK, Feb 2016) to be used 

at all points in the NHS so that, among other needs, carers can receive medical information 

about the loved one as a carer rather than a relative or friend. The passport would have   

numerous uses. (A report by Carers UK, for example, refers to issuing a unique password 

so that health staff release more information than they would normally do over the phone)  
 

The development of plans to disseminate information across independent carers groups 

and networks 
 

Ensure that information about carers support, including how carers can take a break, is kept 

up-to-date and integrated locally within all systems regardless of funding, contract or        

organisational boundary constraints 
 

All future plans about improving information to carers should recognise, and value, existing 

‘self-help’ avenues (The Tinder Foundation, 2015) 
 

There should be a focus on supporting carers to find the right information at the right time as 

opposed to raising impossible and unrealistic expectations that there can only be one place 

where a carer can find all the information they need – whether that be about carers support 

or support for the loved one 
 

To use more informal language wherever possible, particularly relating to learning opportu-

nities for carers (e.g. avoid using ‘teaching’ or ‘training’ to describe informal learning         

environments) 
 

Further exploration of the finding that Derby City Council and health are not the ‘go to’    

places for local carers to find out information about caring and what part, if any, does health 

and social care still play in directly providing information to carers other than through third 

parties. 



Creative Carers is a ‘self-help’ project run by 

carers. We have a carers retreat, named Haven 

House by carers, in the heart of Derby.  

We organise a range of diverse activities at  

Haven House and within communities. We  

support other carers groups to strengthen and 

grow whilst maintaining their independence. We 

have been providing carer-led learning  

opportunities to other carers since March 

2014. 

From March-April 2016, we distributed an  

information survey to over 100 carers when 

they came to Haven House and attended  

carers groups in the community (for a detailed  

breakdown of where the survey was  

distributed see appendix 1). We received 58 

returns (over 50% return rate). We offered a 

prize of an afternoon tea at the Cathedral  

Quarter Hotel for two. All entries were placed in 

a sealed box and opened by Heather Nelson 

(Social Work Team Manager, Derby City  

Council) and a selection was made 

(congratulations to the lucky Mickleover carer!)  

We have a contract with Derby City Council/CCG (health) to support carers with ‘training’ (informal 

learning) in relation to their caring role. As a result, we have designed and delivered a range of 

sessions and programmes containing information and resources for carers. Yet it has been very 

difficult to engage carers in formal training sessions, despite clear interest. Increasingly, we have 

combined more informal activities with learning. E.g. have used art-based activities whilst  

discussing difficult topics. 
 

Our motivation for carrying out the survey was primarily to: 
 

Find out how else we could encourage learning other than formal sessions called ‘training’.  

Focus on ‘information’ as a topic because we constantly receive requests to ‘pass on’ infor-

mation to carers. (Often the information will be relevant to only a small segment of our mem-

bership or, indeed, may not be relevant at all.) 

Address our concern that statutory agency representatives sometimes believe there’s a 

‘ready-made’ endless supply of armies of carers all ready and willing to receive information, 

wherever it may come from and irrespective of how inaccessibly it is presented.  

Draw attention to successful ways of reaching and engaging with carers in relation to infor-

mation sharing. For a whole host of reasons, a diverse range of carers’ voices are seldom 

heard. 

Carry out a piece of research that illuminated our experience of giving carers information. 

ORGANISATIONAL CONTEXT 

WHY DID WE PUT RESOURCES INTO AN INFORMATION 
SURVEY? 



We asked carers what the best way of receiving our information is. We currently produce a  

quarterly programme showing the diverse range of activities we run at the retreat and in the  

community. Where we run activities in partnership with others and/or we support the activities of 

others, we include them in the programme. The programme is emailed to carers and hard copies 

in full colour are held at Haven House. We email and print black and white calendars. 

The majority of carers prefer to access information about  

Creative Carers through online  

methods.  Overall, 67% of carers stated that they want to access our information (activities  

calendar, programme, website browsing and online bookings) via online services such as email or 

our website. The main preference for online  contact is via emails containing our programme 

(43%) or activities calendar (17%).  For carers who did not select a web-based contact method, 

the most popular way of sharing information was ‘discussion with carers’ about what we offer. 

RECEIVING INFORMATION FROM US ABOUT WHAT’S 
COMING UP  

THE RESULTS 

WHO DID THE SURVEY REACH? 

The survey was aimed at Derby carers because our current contract is with the city council.  

However, one forum surveyed also covers parts of Derbyshire so some responses relate to  

county carers support. As a result, we’ll share this report with Derbyshire as well as Derby  

stakeholders. Most carers who completed the survey are regular members of carers groups. 

Some, however, do not access existing groups and came to Haven House for the first time stating 

that they’d never received carers support before. Some may criticise the results by saying that 

there is a bias towards carers groups and ‘self-help’ solutions because the majority who took part 

are plugged into existing carers support. However, the findings also reflect national research (full 

references in appendix 2). We’re also confident the results reflect our own experiences as carers 

which is why our project is shaped the way it is. 



 

We asked carers how they’d like us to send them information from others. Based on the  

accompanying comments received, we think some may have misunderstood the question. Some 

may have thought the question was still about us sending our own information. 

Regular mailshots (47%) was the most preferred method, closely followed by sharing the  

information at carers groups (44%). New suggestions of setting up information sharing groups or 

having a current information folder were both well favoured by carers at (30%) for each.  

RECEIVING INFORMATION FROM A RANGE OF SERVICES 



We asked carers to tell us about the last piece of information they received which they found 

helpful as a carer. Only 53% answered this question. Those responses were diverse but can be 

themed as follows:  

Information about how to look after themselves and their wellbeing (33%) 

Respite care (3%) 

Legal advice (3%) 

Health or social care specific information about systems/processes (33%) 

Support given by carers groups (23%) 

Benefits advice (3%) 

47% of those surveyed left this question blank so it’s difficult to draw concrete conclusions. 

However, it is significant that information about the carers own wellbeing and a range of very 

specific information about health and social care systems came out as the top answers. The 

findings tally with national results.  

More people (46) responded 

about length of time than they 

answered the previous  

question – how can we explain 

this? 

 Whilst open questions are needed to exploring the issue of what information carer’s do in fact 

find useful, it can appear intimidating in written format- in our experience,  people (especially 

busy carers)  are much more likely to answer a tick box/multiple choice question than an open 

discovery question. Therefore it is unsurprising that the number of carers who provided details 

about the last useful piece of information they received , is less than the number of carers who 

told us how long  ago they had received some useful information. 24% of those responding said 

that the useful information received was 1 year ago or longer, but 56% said it was within the last 

few weeks or more recently. 20% said it was up to 6 months ago and less than a year. The  

results show that most carers surveyed have received relevant, new information recently but, 

nonetheless, 43% said that the most useful information they received was not recent. Many  

carers who filled in the survey are regular attenders at carers groups where information and 

speakers are usual features. The responses from just under half of those surveyed suggest that 

either a range of information presented regularly has not been useful for them or carers have 

not been receiving useful regular information (not all respondents go regularly to carers groups). 

Due to the format of the  

survey questions, the question 

of “What was the last piece of 

useful information you  

remember receiving as a  

carer?” had to be asked  

openly rather than a multiple 

choice.  

THE LAST PIECE OF USEFUL INFORMATION RECEIVED 

HOW LONG AGO WAS THIS? 



 

Carers told us that the best way of learning is chatting over a cup of tea with other carers (65%). 

Carers also said that structured carer-led groups (53%) are an important way in which they 

learn. Only a quarter said that they learn best from structured training sessions. These results 

suggest that learning should be fostered within informal environments. They also suggest that 

carers themselves should facilitate that learning. These results are in tune with our experience, 

so far, and why we’ve built in an informal context of a community café with free tea, coffee and 

biscuits, before and after each activity, and why our activities, including ‘training’ (informal  

learning), are carer-led. 
 

The difficulty of need versus perception, however, is that carers may not always recognise when 

they’ve received ‘training’ because informal and interactive works best. The amount of training 

carers receive is measured nationally and locally. There is a danger that carers may miss out in 

the future from receiving what they need simply because the terminology and assumptions 

about best methods don’t fit with the carer experience.  We tend to avoid using the word 

‘training’ when we promote and deliver informal, interactive sessions because it sounds more 

formal and structured than carers feel comfortable with. These results support that approach. 

THE BEST WAY OF LEARNING 



 

We then asked carers where they find out about information affecting their caring role. 

Carers told us they have a clear preference for receiving information informally and via ‘self-help’ 

methods. Most carers learn about changes to their caring role from carers groups (58%). Overall, 

52% of carers stated that they would access information about their caring role from other carers 

rather than specialist services (such as health, social care or training) compared to 48% who 

would do so. 

This finding resonates with national research and commentary ‘Community resources can  
offer a supplement or in some cases provide an alternative to these formal services that allows carers 
to feel in control, supported and less isolated in a way that is ‘real’ and  
reflects how most of us use our existing community connections.  
(‘Carers and Communities’ Skills for Care, 2014). 
 

The most recent national research following the implementation of the Care Act (Carers UK, 
2016) backs up our findings with 45% feeling they got some, but not all, the information they 
need following a carers assessment with 21% stating they got no, or little, information (Carers  

  UK, 2016).  
   Derby and Derbyshire currently 
   outsource their carers’  
   assessments to the third sector 
   but, nationally, this is not  
   always the case. 

CHANGES AFFECTING A CARING ROLE 



An overwhelming 93% said they have had to learn about specific medical conditions as a direct 

result of their caring role. 

We wanted to know more from those who said they did have to learn about specific medical  

conditions as a result of their caring role. We asked them where they go to find out about those 

conditions. 

Most carers use specialist medical help to learn about conditions (55%). However, even with this 

answer, there’s a strong ‘self-help’ approach with 34% carrying out personal research on the in-

ternet about particular conditions. One carer commented that they find out through ‘trial, error and 

common sense’ 

PARTICULAR MEDICAL CONDITIONS 

FINDING OUT ABOUT MEDICAL CONDITIONS 



 

 

Most carers find informal ways of getting the information they need about how systems work. This 

is, again, backed up by national research (The Tinder Foundation, 2015). 77% of our carers  

surveyed named informal routes. 30% said they find out about systems from within structured 

carers groups. Carers groups often have speakers, or structured sessions, about changes to, or 

new information about, systems. A further 20% said they learnt about systems from casually  

chatting with other carers. Overall, only 23% of carers stated that they receive information about 

health and social care systems from professional services, including Derby City Council. This  

figure includes the category ‘other’ where some very specialised services and systems (or 

‘pathways’) were named. This finding seems to corroborate with the latest national findings since 

the Care Act was introduced where information via formal routes is not reaching carers in a timely 

manner (Carers UK, 2016).  

 

NAVIGATING HEALTH AND SOCIAL CARE SYSTEMS 

We asked carers if they’ve had to learn about systems which they’ve not known about before as 

a result of caring. An overwhelming, 93% said that they did have to develop new knowledge 

about systems as a result of being a carer. 

LEARNING ABOUT HEALTH AND SOCIAL CARE SYSTEMS 



 

‘Disappointing, confusing, no coherent plan or signposts to help or support on a personal 

basis.’ 

‘All info has had to be found by myself as a carer, given very little help and advice which has 

been difficult but have done it. Some people may not be able to do that.’ 

‘You get information from lots of different services- no one service can give all the  

 information you need- you need to be proactive- to find support / services available.’ 

‘As son has extremely rare genetic condition […] very much on my own, I know no other 

 carers apart from via the internet.’ 

‘Very useful resource centre." 

‘Creative Carers is the only org which gave support to me, the carer - wouldn't have  

survived without it! ‘ 

‘Friendly environment to be in and very supportive.’ 

‘Suggest- outdoor activities and ‘have a go sessions’ 

‘Very helpful, informative and useful in my carer's role’ 

‘Very informative and enjoyable.’ 

‘I found out about Caravan holidays and they aren't too far for me to drive.’ 

‘I found the list of 'what keeps me well' useful and I will carry on with at home. It felt like this 

course was made for me!’ 

OTHER COMMENTS 

We asked carers if they have anything else to say. The answers given seem to be a mixture of 

‘satisfaction’, or suggestions, in relation to Creative Carers and addressing the central question 

about how to obtain information as a carer. We have, therefore, divided the comments into two 

groupings. 

INFORMATION AS A CARER 

SATISFACTION WITH/SUGGESTIONS FOR  
CREATIVE CARERS  



APPENDIX ONE             Equality and Diversity Monitoring  

   Male Female     Total 

Gender 8 35     43 

  25-49 50-64 65-79 80+   

Age 7 16 15 5 43 

  Yes No       

Disability 11 32     43 

  White British Indian British Black 
Other Eu-
ropean 

  

Ethnicity 33 7 1 2 43 

Only 74% of carers decided to identify themselves when completing this form, even with the prize 

incentive. Of the 43 carers we have information about the statistics are generally unsurprising 

and reflect the more reachable groups within the caring community.  

March-April 2016 
Mickleover carers group 

Chaddesden carers group 

Umbrella City Parent Carer forum 

Grace and Guise Group 

Derby City and South Derbyshire Mental Health Carers Forum 

Open Carers Forum (7
th
 March) 

Spondon Dementia Support and Information Group 

Hollybrook GP Surgery Carers Café 

Later Life event (organised by the 50 plus forum) 

Throughout all events and activities at Haven House 
 

The aim has been to collate as wide a view as possible about information relevant to carers.  The 

information survey has been running for 2 months, and was launched during the carers open  

forum on the 7
th
 March 2016, which was hosted by Derby City Council. It has been available to 

carers online, via email and in paper copy for 2 months.  

APPENDIX TWO – REFERENCES 
Carers and Communities’ (2014) Skills for Care http://www.skillsforcare.org.uk/Documents/
Topics/Supporting-carers/Carers-and-communities.pdf 

Carer Passport: identifying carers and improving support (Feb 2016) Carers UK 

Carers Manifesto (2014) Carers UK 

The Health and Wellbeing of Unpaid Carers Where Can Digital Skills and Community Support 
Add Value? (2015) The Tinder Foundation 

The State of Caring (May 2016) Carers UK 
Who cares? Support for carers of people approaching the end of life (2012) National Council for 
Palliative Care 

  

Where the information survey was promoted during  

http://www.skillsforcare.org.uk/Documents/Topics/Supporting-carers/Carers-and-communities.pdf
http://www.skillsforcare.org.uk/Documents/Topics/Supporting-carers/Carers-and-communities.pdf




 

   

   GET IN TOUCH WITH CREATIVE CARERS 

 

 

 

01332 227711 

 

 

 

creativecarers@ 
Gmail.com 

 

 

 

Facebook.com/

creativecarers 

 

 

 

Haven House 
31 Charnwood 

Street, 
Derby DE1 2GU 


