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SUMMARY

The survey results reveal four main findings:

. Carers |l earn best in informal situahteilopnbs wi t
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 advicei al t hough, even then, a si zeabkthe |ppodr
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 iIinhet médl andupesesr papp
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 carersd experience is that accessing useful
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:
d&'ou get information from lots of different services - no one service can give all the information
you need?o

Whil st peers are the source of support most car
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 i 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 -haeplpprdo,a cphe eorf souspeppdrt and rel axed
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)
. Pil ot an Shafonmgaéat goowmup where carers can sha
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 Ocar
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
60sbtlel pd 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 1 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 o6teachin
environments)

. Further exploration of the finding that Derb
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.




