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Taking a user approach is something that is talked about with increasing
frequency in connection with awholerange of services. Nevertheless, itis
still not usual for those who receive services to speak from their own
perspectives with confidence that what they are saying will be recognised.
The Caring for People who Live at Home Initiative aims to show how
services may become more responsive to users. How are we to trandlate
thisaim into action, to make it work?

The study of usersintroduced here draws upon the accounts of people
who have experienced services which are being developed and tried out
within the Initiative. It has been framed within two broad contexts. First, to
understand views of users and their carers receiving the new, Initiative-
generated servicesin the context of their livesasawhole. Itisimportant to
acknowledge that services, however crucia, are only a part of people's
lives. Secondly, to understand users' abilitiesto influence the servicesthey
receive.

The regulation of the quality of services which people receive in the
privacy and seclusion of their own homes is of interest to providers,
purchasers and users. The ams of the study of users which PSlI has
commissioned, and which is covered in apreliminary fashion here, can be
summarised as follows:

To understand the views of users and carers on:

the place of Initiative servicesin ther lives

the quality of these services

the flexibility of these services

users and carers ability to effect changesto the servicesthey receive
how Initiative services can fit with mainstream services

to learn from users and carers how we might develop mechanisms for
assuring quality in home care services
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Making it work

Theinterviews

Through personal interviewswith 100 usersof 19 of the Initiative services,
In seven participating authorities, we are beginning to learn something of
the impact of these services and of the ways in which they connect with
existing services. Approximately half of theusersinterviewed lived ontheir
own; slightly fewer than this number were actually seen on their own, with
relatives and carers sometimes being present. In more than a third of
interviews both user and carer gave accounts of their experiences of
services. Not surprisingly, in over aquarter of cases, the users were unable
to give much information on their own behalf and the carer became the
main source of information. However, inall but aminority of instances, the
user was present and contributed to the account of the way services were
experienced.

Theusers

Two-thirds of users were women, a fact linked to the age profile of this
sample. Approaching a quarter of these users were aged under 60 years,
with around 40 per cent being users aged over 80 years, a high proportion
widowed. A quarter of users were single people and nearly afifth (17 per
cent) were from minority ethnic groups. Half of the users owned their own
house, with most of the remainder renting from the local authority or a
housing association. A small group — fewer than atenth —rented privately
or werein tied accommodeation. A regiona spread was achieved aswell as
an urban/rural mix.

The Initiative services

The nineteen Initiative services experienced by the 100 users ranged from
the entirely functional —such asinstallation of rails and ramps to make the
home more accessible in physical terms — through to the kind of intensive,
full-time, one-to-one arrangements required to support young people with
quite high levels of learning difficulty in homes of their own.

A preliminary analysis of all the services which the user was receiving
at thetime of theinterview suggeststhat three-quarters had needsassociated
with quite high levels of service input. This is not to say that the quarter
who appear to have relatively simple packages of care did not have high
levels of need. Interestingly, users with fewer services were those most
likely to have received the Initiative service before any other services. So
we may speculate that the Initiative link may have given access to, or
information about, other services.
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| must say that since coming to do ... they [SSD] have been very kind. | fedl |
can ask for anything that would help me. | feel they are approachable, | know
abit more ... | thought services were for people you know ... in debt

The three-quarters of users who had moderate or very complex care
packageswerelikely to have had the Initiative service added to the standard
services. But the implications of these additions are very important in
understanding the Initiative and its potential. Even wherelevel of need had
been recognised as high for many years, users gave accounts which suggest
that, because they had never fitted easily into providers categories, they
had been cut off from serviceswhich they judged appropriate. For instance,
auser, housebound and unable to do anything for herself, observed that:

They (Initiative service) come out of kindness ... they tell me about anything
that isgoing ... | don't fit any of the categories. I’'m not old ...

It was clear that, although this particular Initiative service was not
appropriate, at least in its current form, for this person, it had the potential
for widening her access to other services.

| ssues raised by users

A great many issues have been raised by the usersin this study which have
implications for the development of services in the independent sector.
Some of them are presented here. Many more will be discussed inthemain
study report.

Personal and functional care
One of the issues which emerges throughout the study is the distinction
between personal, nursing and functional care. It will not be a surprise that
most of these service users did not make corresponding distinctions. For
example, users requiring some persona care as well as practical help
commented upon the way a particular service fitted with their view of
things:
They said, ‘We don’t put cleaning as a priority, we put caring more.” But
someone' s got to do the cleaning ...

It may be an irony that, in this instance, where home care has been
defined and specified in away that contrasts with many of the earlier home
help services, adegree of inflexibility may be present which putstheservice
at odds with the user’'s specification of what is required. In a different
authority, but with a home care service where the specification stresses
functional rather than personal care, auser said:

It is important to me really, you do know that your house is being kept tidy
and that ... she said she’ d do my washing. I’ m sure the other home help would,
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but it never came into the conversation. She never once said — about washing.
It makes you feel your homeis not getting neglected — changing beds, I’ ve no
worries. She can do anything you require ... it feels different, it makes for a
better relationship, more like a daughter — it feels better. She does only what
you need ... Yes, she would help me get my tightson ... | presume so.

In this instance, where the home help service had been replaced by a
personalised cleaning service, the user, whilst obviously well satisfied, and
able to make comparisons with previous arrangements, was unaware of a
contract restriction on the kind of assistance she presumed would be
available. In both these instances, the home help service had evolved into
a service which was both flexible and responsive to users needs. These
users, along with many others, had a conception of home care, however,
which had boundaries which differ from those of the providers or
organisers.

While setting boundaries for the scope of a particular service is an
essential part of provision aswell asof user expectation thereshould ideally
be a consensus on where the boundaries are. These examples serve to
illustrate the dislocation which persists between user and provider
expectation. Other examples give some clues as to how the gap might be
narrowed, at the same time bringing about a sharper focusing of effort and
resources.

Delineation of responsibilities

Users and carers expressed anxiety where there had not been time to work
out clear procedures for managing the complex set of relationships
associated with recelving care at home. As just suggested, the providers
have responsibility for defining the scope of the service being provided and
also for managing itsworkforce. Users, carersand workers need to develop
and maintain relationshipsof trust. Theresponsivenessof I nitiative services
was frequently demonstrated in the consistency and continuity — of
personnel and approach to the task — which users described. At the same
time, this complex set of relationships could be quite delicate asillustrated
by the following account:

A little thing, hardly worth mentioning ... when | need to change the time [of
therespite care] ... | would first ask her if sheisfreethen ... but the office said
| should phone them first ... but it seems to be going behind her back ... and |
don’'t want anyone else ... It'sa bit awkward.

There was no rift between the people involved here, just an
awkwardness arising from split loyalties. It was clear to the carer that
re-arrangements could not be made exclusively between theworker and the
carer because of the agency’ s wider responsibilities—to its workforce and
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to other users—but it was not easy to see how the delicateinterdependencies
might be managed without an unhelpful and over-bureaucratic response.
The carer, when prompted, came up with an answer that seems workabl e
that she and the worker discuss the practical possibilities and that there
should be a form which they would complete and the worker would pass
to the organiser. The agency would then decide whether the suggested
arrangement wasfeasible. The potential for user input to situationslikethis
was striking across the range of services under consideration here, and the
value of drawing users into the development of servicesisclear.

Bureaucracies and organisation

Therewere aspects of bureaucracy to which users had become accustomed,
and seemed happy to retain. At the same time, one of the features they
appreciated about | nitiative services was the personal approach associated
with them. It is important to understand the place that users see for
bureaucracy in the new servicesthey are experiencing. The instance noted
above shows how a bureaucratic device might strike just the right note for
all concerned. For another user, however, the failure of a home carer to
produce officia forms for signature and receipts — using ‘bits of paper’
instead, was a cause for criticism, passed off generousy as teething
troubles. At another level of concern the carer quoted bel ow feared that the
new service might bein danger of seizing up or becoming lessflexiblethan
it had been at the outset:

When it first started you could get help at short notice ... but it’s not working
out that way ... it’ s getting clogged up ... and yet again, the carer has got to fit
in with the organisation.

Another aspect of the way services develop emerged where Initiative
services were just getting into their stride, building up a critical mass of
clientele and of workers. Positive signals could be picked up by users who
hoped for a greater influence on the new Initiative services than that they
had had with more established services. The parentsof achild with learning
difficulties said:

Itislocal and flexible and we can influence it.

The dilemma which new services in the independent sector face in
maintaining a workforce with enough slack to permit continued
responsiveness while remaining cost-conscious was recognised and
understood by many users. They were sensitive to and anxious about early
signs that a degree of imbalance might develop. This sensitivity was
frequently matched by arestraint on the part of users not to push for more
than what they perceived astheir fair share.
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Usersand carersin the larger scheme of things

Usersand carers were very conscious of their place in the larger scheme of
things and made frequent reference to others in similar situations or in
greater need. It can be argued from the detail offered by these hundred
informants that users are well able to gauge, often with greater accuracy
than providers and organisers, the particular level of servicethey require at
a particular time. Furthermore, even where the need for support was
considerable, users could still point to areas where changes might be made
which replaced quantity with quality, sometimes with resource savings,
invariably with efficiency and effectivenessin view:

No, two days aweek is enough. (Carer on day centre care for user).

Before, they [home helps] just did what they wanted to do ... | had shopping
forced onme. | didn’t need that ... | liked to go shopping ... thisone dealswith
essentials.

Because of ... [the at-home, sitting and taking-out service] we were enabled to
stop looking for residential respite—had alot of troublewith it becauseit never
worked out — she got worse and worse. (20 hours a week respite at home
compared to residential respite one week in eight)

| understand the difficulties. We can give and take ... we have bought things
ourselves, but it gets harder and harder. (user requiring ahigh level of personal
care assistance)

Another user observed that she really only needed half an hour of help
to get up in the morning, but had to have an hour as this was the minimum
unit of care purchased and provided. There is little evidence among these
users and carers of indiscriminate or grasping attitudes. They appear very
keen to have just the quantity of service which meets their requirements,
and they were equally keen to trade quantity for quality in services. Other
explanations emerge to support the argument that users are not at all
inclined to begreedy. Reticenceintheface of clear neediswell documented
intheliteratureontake-up ratesof servicesof all kinds. Theusersand carers
in this study offer someinsights asto how they weigh things up, despite all
the pressures they experience. The following carer, past retirement age,
knowing that her parent already needs more support, said, ‘I don't like to
ask for more, I'll wait till pushed’, and went on to explain that, although
pressure was building up — in terms of her own anxieties, she was holding
off, until the day camewhen anxiety peaked and shewould beabletojustify,
principally to herself, asking for more help. She was building up a bank of
credit or justification. Resistanceto asking for morethan isnecessary arises
for other reasons. Most people do not settle for dependency with ease, and
the following comment is not untypical:
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| still feel | never wanted to have help.

Rather more forcefully, others indicated that they could not afford to
have their own routines threatened by outside help, however necessary and
however sensitive that help might be.

Help can be a help, but sometimesit isn’t. It can alter things.

This adds up to a reinforcement of something that is already well
documented, that users do not make greedy demandson care services. More
importantly, it shows the degree to which users are able to discriminate
between care which is essential and that which is peripheral. To take this
further, many carers commented on the enormous benefit they gained from
quite modest levels of support, for example from a sitting service, which
was seen as high quality, having all the characteristics of flexibility and
reliability:

| can go out now and not bother ... | used to go out [for shopping] and not get

anything and come home worried.

and

There’ s not many people who would come and sit for three hours ... | can go
out and have conversation with friends ... conversation has had it here.

| feel lovely those two hours ... my mind isrelieved.

Users, carers and quality assurance

Theissuestouched upon above are intended to il lustrate how the user study
has begun to show that users and carers can be very well placed to become
much morecritically involved in making judgements about services. It may
not be possible to move away from the more traditional large scale
approaches to service delivery which economies of scale dictate. Through
an understanding of how users regard the I nitiative services, however, it is
possible to envisage where user contributions should be built in to the
development and monitoring of new and existing services. There is some
evidence to suggest that SSDs are looking at the workings of Initiative
services and replicating some of the developments that are demonstrably
filling gapsin provision for caring at home.

To conclude, the question of regulating the kinds of services which
support people at home needs to be addressed. How might we develop
mechanisms for assuring quality in home care services? A user approach
to quality assurance suggests that those at the receiving end of services
should be central informants and prominent assessors for services. There
aretwo areaswithin the users' study where aspects of aregulatory strategy
for home care services start to emerge.
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Common themes emerged when respondents were asked what would
be the best way of feeding information back to those who organise services.
¢ the need for some face-to-face contact with organisers
e theneed for organisersto visit while the worker was in the home
e the need to report promptly on details of interest or concern

Review, in the longer-term sense, appears to be an important bench-
mark, but was not much emphasised by users. It is fair to suggest that,
although many of these usersare very preoccupied withtheimmediateterm,
they are by no means unconcerned about the longer term and the less |ocal
aspects of service provision at home. So, in considering how user-led
quality assurance might beintegrated into aregulatory systemfor new kinds
of services, we should focus upon the day-to-day detail of experience at the
receiving end of things. Clearly, though, such detail, if it isto become part
of a system which regulates standards in services, has to be placed in a
framework which is acceptabl e to those who organise, specify and provide
services, aswell asto users.

Users, carers, and making quality assurance work

In the course of interviewing users and their carers they would, often
unprompted, produce the case notes which they held. These notes —
sometimes quite lengthy and detailed — gave an account written by the
worker of aparticular session. Usersthemsel veswere often well acquainted
with the contents and carers remarked that they felt that they gave them a
good indication of what had gone onin their absence. The existence of such
records was by no means universal, but their importance to users where
they did exist suggests that a regulatory system might begin at this point,
with an instrument which is comprehensible to users, which they hold, and
which is an acceptable form for those who need feed-back at the level of
day-to-day detail. Such a device could be a workable element in a system
which is truly home-based. If the users suggestion, that organisers visit
while the worker is there — is systematically included, a structure comes
into view which has a capacity to reflect, in areliable and valid way, the
nature of care at home which the Initiative-generated services are
developing.
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