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Abstract

Context Telecare and telehealth developments have recently

attracted much attention in research and service development con-

texts, where their evaluation has predominantly concerned effec-

tiveness and efficiency. Their social and ethical implications, in

contrast, have received little scrutiny.

Objective To develop an ethical framework for telecare systems

based on analysis of observations of telecare-in-use and citizens’

panel deliberations.

Design Ethnographic study (observation, work shadowing), inter-

views, older citizens’ panels and a participative conference.

Setting Participants’ homes, workplaces and familiar community

venues in England, Spain, the Netherlands and Norway 2008–2011.

Results Older respondents expressed concerns that telecare might be

used to replace face-to-face/hands-on care to cut costs. Citizens’ pan-

els strongly advocated ethical and social questions being considered

in tandem with technical and policy developments. Older people are

too often excluded from telecare system design, and installation is

often wrongly seen as a one-off event. Some systems enhance self-

care by increasing self-awareness, while others shift agency away

from the older person, introducing new forms of dependency.

Conclusions Telecare has care limitations; it is not a solution, but

a shift in networks of relations and responsibilities. Telecare can-

not be meaningfully evaluated as an entity, but rather in the situ-

ated relations people and technologies create together.

Characteristics of ethical telecare include on-going user/carer

engagement in decision making about systems: in-home system

evolution with feedback opportunities built into implementation.

System design should be horizontal, ‘two-way’/interactive rather
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than vertical or ‘one-way’. An ethical framework for telecare has

been developed from these conclusions (Table 1).

Introduction

In recent years, the development of remote care

systems have attracted much attention in terms

not only of market development, devices and

capabilities, but also forms of clinical and ser-

vice evaluation, shrinking budgets and demo-

graphic ageing.1–4 Telecarea systems for older

people have largely developed in industry or

service contexts where their evaluation has pre-

dominantly concerned effectiveness and effi-

ciency, while their social and ethical

implications have received little attention. Gov-

ernmental and industry actors claim that tele-

care enables older people to play a more active

role in managing their own ‘independence,

health and well-being’ and is therefore in tune

with UK and European policy shifts towards

increased emphasis on individual responsibility

for health.5,6 The recent £3.7 m English Depart-

ment of Health trial evaluation of telehealth/

telecare produced inconclusive results, indicat-

ing the scale of complexity in producing evi-

dence about socio-technical interventions.7–12

‘Ageing-in-place’ underpins almost all govern-

ment/local authority telecare programmes, an

approach which involves staying ‘at home’ as

long as possible. In this discourse, demographic

ageing creates a ‘burden of care’ that then

becomes manageable (only) through technologi-

cal solutions. However, telecare has been

described as inherently complex,13 and the largest

group receiving home-based services is arguably

one of Europe’s most vulnerable social groups,

the oldest old, where ‘third age’ is seen to give

way to ‘fourth age’.14,15 Policy documents argue

that telecare will help defuse an ‘age time bomb’:

Telecare has huge potential to support a diverse

range of individuals to live at home. It can also

give carers more personal freedom, meet poten-

tial shortfalls in the workforce and complement

the work of clinicians and social care and hous-

ing providers to achieve outcomes that improve

the health and well-being of people using ser-

vices.3

This vision of care, however, may oblige

people to stay at home longer than is appropri-

ate for them. While home telecare may have

the potential to enhance independence, these

developments should not be accepted uncriti-

cally, as how telecare technologies shape the

domestic space and experience of home may

impact quality of life in ways yet to be fully

understood. Telecare systems may contribute

to prolonging solitary life at ‘home’ when care

in a collective setting may be better.

We argue that debate about the ethical and

social consequences of these systems for indi-

vidual users, carers, citizens and practitioners is

as important as their structured evaluation in

trials. The RCT model, essential in pharmaceu-

tical and much biomedical research, cannot tell

us all we need to know where the intervention

is in a complex, dynamic context such as home

care for older people. Clinical trials cannot

deal well with the shifting variables in socio-

technical innovation practices, especially in the

presence of significant policy push.16–18 In this

study, we draw on a large, qualitative study in

aTelecare is defined by the English Department of Health

as ‘…aimed at vulnerable people who need the support of

Social Care or Health Services to keep living on their own.

For example those with physical disabilities, the frail and

elderly or those suffering from dementia or epilepsy’. Tele-

health is defined as ‘…aimed at helping people manage

their long-term health conditions in their own home (e.g.

diabetes, heart failure and/or chronic obstructive pulmo-

nary disease)’. There is much confusion (and conflation)

about telecare and telehealth and the relationship between

them. While telecare usually refers to social care such as

safety and security systems, and telehealth to systems

aimed at home management of particular medical condi-

tions such as COPD, this distinction is largely a UK one,

and we found ‘telecare’ to be often used for both in our

partner countries. The distinction is also largely artificial in

that, for example, older people assessed as having care

needs may also develop medical conditions, and younger

people with chronic conditions may also have care needs.

Our working definition of telecare is the provision of health

and social care at a distance using new technologies.
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Table 1 An ethical framework for telecare

This is laid out as a series of questions to be openly considered and deliberated by users, carers, policy makers

and professionals: this is not a checklist for ‘yes/no’ answers, but a framework for mature debate and aid to decision

making

Design: Who is involved?

Who needs to be consulted, to participate in system design and to decide which needs are going to be met? Telecare

should be designed, shaped and trialled through consultation with a broad range of actors. Many older people are ready

and willing to participate in these processes: it is up to industry, government and providers to facilitate this activity, in

collaboration with established networks of older people. Telecare that is produced without appropriate and meaningful

consultation and engagement will not meet the needs of older people

Policy and practice: What problems can telecare help with? How do other problems fit in or not?

Although telecare can be very useful in an emergency situation and has other specific roles, it cannot function as a

panacea for problems associated with ageing. There are needs that it cannot recognise or meet. When telecare is

designed to enhance (or can be used for) social support, it seems very popular. More often it is used to monitor older

people who remain rather passive: if they are more active in using the system for social contact this is seen as ‘misuse’.

Telecare systems could be used to promote social relationships that are more horizontal and active rather than vertical

and passive

Use and implementation: who is connected to the telecare system?

The installation of a telecare system opens up questions of privacy and confidentiality, highlighting complex issues about

the ownership, use and control of personal information and sensor data. The availability of data raises questions about

access to it. Information about an older person’s activities in their home, or their feelings about their chronic illness, is

powerful. The sharing of such information has the potential to change relationships of care: between parents and adult

offspring and between paid carers and older people. Some developers recommend the use of telecare to monitor the

capacities of older people living alone. It must be made clear to the older person at the point of installation that this

might happen

Experience of use: how might a telecare device change an older person’s home?

The aim of staying at home should be opened up to question, rather than assumed. Although many older people

strongly desire to remain in their own homes as long as possible, this might not be so appealing if ‘home’ is under

scrutiny and is the object of constant monitoring. Telecare systems run the risk of turning homes into ‘institutions’.

Strong efforts should be made to minimise the disturbance to people’s homes: designers, prescribers and

installers must take seriously the objections of older people to such intrusions. Telecare devices can diminish

people’s sense of security despite their aims to do the opposite: they can make people feel vulnerable and

scrutinised

Experience of use: who will be the active user of the telecare system: the older person/and others?

Becoming a user of telecare is to take on a new identity and accept a new network of connections in which older people

have a particular (and quite limited) set of roles. There are notable differences in older peoples’ experiences of telecare

systems where they can maintain physical control (e.g. activate alarms to request help) and those in which alarms are

triggered environmentally. The latter lead to more ‘false alarms’, creating difficult work for tele-operators and others

involved in monitoring, and can create unnecessary concerns for older people and their families. Using telecare systems

puts older people into new relations both with people they know, or have never met (but may come to know). These

changes should be openly discussed with prospective users of telecare

Policy: is it worth the effort?

Telecare involves a lot of work for many different groups and creates new forms of labour, both for providers

and so-called users: it is not necessarily time or cost saving. In most cases, telecare cannot prevent negative

incidents: it cannot stop people falling, becoming ill, or getting lost. Its two main functions are to triage

assistance and/or enable support. Some telecare systems require a lot of effort from users, who need to log on

daily or weekly to answer difficult questions and report on their health. Given that the telecare system is not

usually going to prevent negative occurrences, is it really worth the installation and maintenance effort? Potential users

and others need to balance the costs of the (material and emotional) labour involved against the benefits of being

involved
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Spain, England, the Netherlands and Norway

funded by the European Commission

(EFORTT: Ethical Frameworks for Telecare

Technologies for older people at home). We

organize our findings in four parts: the limita-

tions of telecare; telecare as a shift in networks

of relations; telecare as a shift in responsibili-

ties; and telecare as situated practice rather

than fixed entity. These findings are then used

to provide an ethical framework (Table 1) to

be used as a basis by those designing, commis-

sioning, prescribing and working with remote

care technologies.

Study design

Our study was underpinned by the concept of

empirical ethics, that is, the argument that

what is ‘good care’ is not only understood

through the application of the four principles

of medical ethics,19 or determined by clinical

trial evaluations, but is understood through the

studies of care in daily practice, in this case

through observations of care settings. Hence,

what constitutes good practice cannot be fully

determined in advance, but emerges in and

through the work of service users and practi-

tioners.20,21 This point contrasts with the

approach often taken by telecare evaluators

where there is a belief that both interventions

and care practices can be sufficiently controlled

to be measured, and where the merits of

technology are often conflated with fiscal

efficiency.22

The range of our research data is described

in Table 2. EFORTT was not a comparative

international study but an exploration of ethi-

cal issues arising from installation of different

telecare systems in Spain, Norway, England

and the Netherlands. In each country, an advi-

sory group, drawn from older peoples’ groups,

health, social care, academic and industry sec-

tors, met every 6 months to guide the project.

We followed telecare applications as closely

and in as much detail as possible. This

included observations of meetings where practi-

tioners were attempting to make telecare sys-

tems work, or where managers were attempting

to increase the visibility and uptake of telecare

systems. It included extended observations at

Table 1. Continued

Politics, choice and flexibility

Sometimes older people receive telecare as part of trials or pilot studies designed to test the acceptability and workability

of particular systems. This is often a positive experience for older people, who enjoy being involved in a detailed

analysis. Trial results are often positive due to the care and attention this stage of development attracts. Difficult

decisions must then be made at the conclusion of such studies: it would be unethical to remove technologies from

people who had come to rely on them, without an adequate substitute. Conversely, it is sometimes unclear to older

people how they can have telecare removed from their homes. Older people must be able to change their minds about

accepting telecare, which itself should be adaptable (open to supplementation/reduction). The prescription and

installation of telecare is a complex process. Practical questions of cost to individuals and health services are

paramount. In some countries, national policies put pressure on local authorities to commission telecare services, which

may then be prescribed to individuals who may not benefit. Families may also pressurise individuals to accept systems

they do not actually understand or want. There is a widespread presumption that telecare saves funds by reducing

demand for collective living and reducing demand on other care services, but this assumption is simplistic and needs to

be carefully scrutinised and analysed

Practice dynamics: what would happen if the older person’s condition deteriorated?

Older people’s lives can be subject to rapid change: often telecare is prescribed to very vulnerable people who are on the

edge of being unable to manage on their own or who have serious chronic disease, with high support needs. Telecare is

often installed as a ‘last ditch’ effort to help people stay ‘at home’. The systems themselves, however may be ‘static’,

unable to change according to individuals’ needs. Some devices can be reprogrammed (e.g. bed sensors) but this

requires ongoing analysis of how the current arrangements are benefiting the ‘users’. In some countries telecare is not

well supported, so devices remain unused: either because older people/families do not understand how to use them, or

because the device no longer meets the person’s needs. Individuals – both professionals and others – need ongoing

training about telecare systems so they can use them as effectively as possible
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local telecare call/monitoring centres; telecare

installation visits to older peoples’ homes; shad-

owing social workers or other professionals

undertaking needs assessment and telecare

referrals; telecare training events; and atten-

dance at technology, medical and policy-related

conferences. We also conducted interviews with

older people who had home telecare systems

installed, technology developers and providers,

and analysed the key policy documents.

In addition, we held 22 citizens’ panels:

introductory and follow-up meetings (Table 3).

Table 2 Collection of data

Spain: a study of home telecare services in Catalonia. Field notes from observations of and transcripts of interviews with Red

Cross and other monitoring centre workers, home telecare managers and teleoperators, users and volunteers, and telecare

designers. Group discussion transcripts with telecare users and health-care and social care professionals. Documentary

analysis

England: a study of the implementation of home telecare, initially funded under the Preventative Technology Grant, in one

large local authority (system usually consisted a pendant alarm plus two other linked sensors, for example fall detector,

gas detector, pill dispenser, bed monitor). Field notes from observations of and transcripts of recorded interviews with

telecare system monitoring centre workers, installers and older telecare users. Group discussion transcripts with social

workers, managers, occupational therapists, technology developers. Analysis of policy documents

The Netherlands: a study of telehealth projects. Field notes of observations and interview transcripts from the Health Buddy

remote care device in oncology and the PAL4 home web camera system used alongside the Health Buddy. Documentary

analysis

Norway: a study of web- and satellite-based care systems. Field notes of observations and interview transcripts from the

web-based ‘SecurityNet’ and the use of GPS devices in dementia care. Interviews for SecurityNet included health-care

professionals, project managers, administrators in municipal health-care services, designers and users; for the GPS system:

informal and formal carers, relatives, designers, social care and health-care authority workers. Documentary analysis

Table 3 Citizens’ panels

Country Date Participants Composition

Introductory panels

England 14 July 2008 8 Older people

England 11 August 2008 10 Older people in independent assisted accommodation

England 26 May 2009 8 Informal carers

England November 2009 6 Older people/informal carers

England December 2009 6 Older people/informal carers

The Netherlands 10 November 2008 8 Older people

The Netherlands 24 November 2008 5 Informal carers

The Netherlands 2 December 2008 7 Informal carers

Norway 8 September 2008 6 Older people

Norway 10 September 2008 8 Carers

Norway 29 October 2008 8 Older people/carers

Spain 19 July 2008 7 Older people

Spain 19 July 2008 4 Carers

Follow-up panels

England 10 June 2010 15 Older people in independent assisted accommodation

England 10 June 2010 5 Older people/informal carers

England 18 June 2010 14 Older people/informal carers

The Netherlands 12 May 2010 7 Older people/informal carers

The Netherlands 17 May 2010 8 Older people/informal carers

Norway 16 June 2010 5 Older people

Norway 17 June 2010 3 Carers

Spain 26 July 2010 9 Older people

Spain 26 July 2010 9 Carers
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Panel members were older people and carers

drawn from outside the observational/ethno-

graphic study. Recruitment of older people

(such as those who are receiving care services,

both home-based and institutional) to citizen

panels was unsurprisingly challenging. The four

research teams contacted voluntary/community

organizations, older people’s forums, senior

citizen centres and carers’ support groups to

identify a range of respondents. Unfortunately,

in the 18 months between the introductory and

follow-up panels, some members’ health had

declined and some had died; we then held extra

meetings to maintain the range of respondents.

In the introductory panels, members were first

presented with the aims of the EFORTT project

and some examples of telecare systems; they

then reflected on the issues at stake for older

people living at home. In the follow-up panels,

they provided comment on the preliminary

findings of the observational work and sugges-

tions for an ethical framework for telecare tech-

nologies. As in previous citizen panel work in

this field,23–25 we conceptualized these panels as

critical policy forums offering independent views

on issues of significance to policy on ageing and

to practice in health and social care for older

people.

The event ‘Ageing with Technologies: a par-

ticipative conference on care in Europe’, in

Barcelona (see website), drew 118 participants

from older peoples’ organizations, health-care/

social care practice, technology companies and

service providers. Following a brief presenta-

tion from EFORTT, discussion groups consid-

ered project findings and draft points for the

ethical framework. We digitally recorded all

deliberations, interviews, citizens’ panels and

group discussions with consent. All details that

might lead to the identification of individuals

were removed, and pseudonyms used for

respondents’ names. The sequence of EFORTT

research methods is shown in Fig. 1.

Transcripts of field notes, interviews, confer-

ence discussions and citizens’ panels deliberations

were analysed by each team alongside the rele-

vant policy documents from each country, and

recurring themes were identified. Extracts (from

each form of data) were then selected and trans-

lated for distribution across the project, along

with these preliminary analyses. A 2-day ‘data

clinic’ for all researchers was convened in Nor-

way where the extracts were subjected to fresh

readings; themes were debated and then analysis

from the four studies brought together. The find-

ings below are the result of this iterative and

deliberative process. We have made selections

from our empirical data to illustrate each finding

(and underpin the recommendations embodied in

Table 1), but inevitably, these selections can be

only partial exemplars and many others could

have been chosen. In addition, in-depth analysis

of country-specific findings is published else-

where.26,27 In this way, Table 1 is derived from

the iterative analysis, informed and refined by the

citizens’ panels and participative conference, as

illustrated in Fig. 1.

Large studies of telecare-in-use are still rare

because of the ethical and practical difficulties

in gaining access to accounts of the daily expe-

rience of ‘real’ older users. Our research

achieved a measure of success here, but we

acknowledge that this part of the study was

limited to particular devices and contexts. The

possibility of drawing conclusions across and

between very different cultural, policy and tech-

nical contexts is limited, but our central argu-

ment against universal and benign images of

Advisory 
Groups x 4

Citizens' 
Panels

Ethnographies

Citizens' 
Panels

Participative 
Conference

Ethical 
Framework

Figure 1 EFORTT research process.
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telecare systems is supported by the data from

all the four countries. The participative nature

of the study exposed the design and analysis to

frequent comment and challenge.

The theoretical background of the analysis is

informed by science and technology studies

(STS), in which it has been established through

many detailed studies that technical systems

both shape, and are shaped by, society. This

socio-technical approach means that as tech-

nologies are developed, so society is developed;

in this case, therefore, telecare systems for

older people may reflect the values of that soci-

ety, a point we return to in the Discussion.28,29

Principal findings and their ethical
practice implications

Below, we detail the major findings that emerged

from our study as a whole. Each of these is linked

with questions and recommendations given in

the ethical framework in Table 1. For each find-

ing, we also give a fieldwork example, chosen

from the data explored in our joint analysis.

Telecare has care limitations

1. There are many care tasks that telecare can-

not do: see Table 1

Telecare does not perform care on its own,

but becomes part of new forms of caring rela-

tions and activities. Contrary to many expecta-

tions, it creates additional work, introducing

new tasks, skills and responsibilities. New

actors are involved including installers, teleop-

erators, instructors, service providers and ser-

vice workers, in addition to drawing on family

carers, neighbours, friends and volunteers.

Respondents were insistent that telecare should

not be seen as a substitute for ‘human carers’:

We want to ensure that whatever the technology

is, it isn’t simply replacing the person who is cur-

rently giving the care. The huge danger is that if

we go down that road to any great extent, it is

so easy because of financial implications to

reduce the personal input. It is so important not

to replace that human contact. (Citizens’ Panel

Northshire, England)

Telecare is not a solution, but a shift in
networks of relations

2. Telecare practice draws on a large socio-

technical system or network: see Table 1

Telecare does involve different forms of

‘human contact’; systems of alarms and

sensors do not work effectively if the older

person has no social network. In the English

study of home sensors and alarms, for

example, telecare monitoring centre staff

stressed the continuing importance of immedi-

ate family or neighbourly ‘contacts’ when

problems arose:

Telecare monitoring centre operator

You know a lot of the [people living with] Alz-

heimer’s, things like that where their memory’s

going… I mean we’ve got gas detectors in and

you go through and you’re talking to them and

you say ‘Can you smell any gas? Can you check

your cooker for me?’ [They say] ‘I haven’t got a

gas cooker’ and they have, you know… So you

just have to get someone [to go out]… I’ve

always said telecare’s only as good as the con-

tacts we’ve got. If you can’t get somebody to go

and check on that, you know, you’re really strug-

gling, because the police don’t want to know

every few minutes [or] to be going. So the more

contacts we can get with the telecare the better,

because that’s what we have to rely on you see.

Researcher So it’s about the network –

Telecare monitoring centre operator it is

Researcher around that person?

Telecare monitoring centre operator Yes. Then

we’ve got one or two… that have got nobody.

(Observation, English telecare monitoring centre)

The work of monitoring centre workers, pre-

dominantly women, involves unrecognized

complexity and uncertainty and can be stress-

ful. The current expansion of these call centres

carries the risk of globalization of provision

and dilution of care quality.30

This implies a shift in responsibilities

3. Tasks become redistributed in telecare sys-

tems: see Table 1
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Using telecare systems involves a range of

new activities for carers and older people. This

became evident in the Norwegian study of

wearable GPS tracking devices where research-

ers learned how relatives of older people living

with dementia needed to take on new responsi-

bilities, from charging the batteries in the

device to making sure the ‘patient’ remembered

to carry it. They also needed to take care of

system payments and maintain contact with

telecare agents and providers:

Technical aids come with an extra demand: that

I as a next of kin will manage this; that I am

able to sort it out and manage it, and follow it

up and maintain it….. (Norwegian carer for part-

ner with dementia)

Sometimes, telecare shifts responsibility away

from its traditional locations to other actors:

for an older person living alone, the impor-

tance of neighbours rather than (necessarily)

family members was stressed (neighbours can

more easily check on older people and/or let

care providers into the older person’s house):

We only need them [family] if the user has not

answered the control check for many days. Then

we call the relatives to find out if the person is

alright, but apart from that…neighbours who

hold keys are more useful than relatives. (Span-

ish personal home telecare coordinator)

4. Telecare projects an ideal ‘active user’: see

Table 1

This ‘active user’ is the one who follows

instructions/rules. In the Dutch Health Buddy

monitoring system, patients must respond to a

daily set of questions; if they fail to do so, a

nurse will call them. The understanding of

good care here is closely related to self-manage-

ment, which itself related to the ideas of inde-

pendence and autonomy such as living alone

and moving freely. Hence, good care is seen as

being responsible and if possible, playing a

part in preventing conditions, such as

chronic obstructive pulmonary disease, from

deteriorating.

Mr. V has a connection with the COPD

nurse via a webcam and a Health Buddy for

monitoring his symptoms.

Mr. V Well, I typed in a few times that I was out

of breath. And then they phone me up, because I

could be in the red [the nurses get a red alert,

demanding their action]. This means you are in

the danger zone. And then, they call at once,

really. And they say: ‘Yes, you need to see the doc-

tor’. But I am not the type to run to the doctor.

And then they call the next day and they say: ‘Mr.

V, what did the doctor say?’ And then I say: ‘No, I

did not go.’ ‘Yes, but you should learn to listen’,

because you know, when we [COPD patients] get

inflammation, then it is for us, of course, really

fatal. Because every inflammation we get, is at the

expense of your lungs. The alveolus [part of the

lungs] are destroyed.

Researcher And this cannot be repaired?

Mr V No, that’s what I am saying. When you

have COPD, you keep it like it is or it gets worse.

See, you have diseases that get better, but this,

cannot; it will never get better. That’s just it.

Researcher So that is why they push you like

this?

Mr V Yes, yes. And then they say: ‘Yes Mr.

V, you should learn to listen’. (Observation,

Dutch telehealth user’s home)

However, as with other monitoring devices,

the Health Buddy user learns that if abnormal

readings are transmitted, a call will be trig-

gered, so responsibility passes, in this case, to a

professional. The projected ideal of active user

is also in some ways a passive one. She/he is

active in certain ways and compliant in others.

5. Telecare may lead to decreased privacy for

older people or may be intrusive: see

Table 1

Good care sustains privacy, and while telecare

may enhance privacy if it enables reduction in

home visits, in some situations privacy may be

threatened, for instance, by movement sensors

in the home or devices using GPS tracking.

Complex negotiation between the alternatives of

perceived loss of privacy and possible increased

liberty by the users and carers is called for. Some

clients using telecare for health monitoring feel

that it can be intrusive as it frequently confronts

them with their condition, for example where

they are required to answer a set of questions

about their illness on a daily basis.
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The project manager says: ‘There weren’t many

refusers, but those who were there, handed their

Health Buddy back in the first week they had it.

They either found the use too strenuous [they

were too ill], or too confronting, meaning that

they did not want to think about questions of

death & dying, possible symptoms or the impact

of the disease on their lives’. (Dutch field notes,

telecare project group meeting)

6. Telecare sometimes offers ‘peace of mind’:

see Table 1

Good telecare practice was widely described

as reassuring. This is particularly noticeable in

the use of alarm pendants: even if the pendant

is never or hardly actually activated, it can

provide reassurance for the older person and

her/his family and friends.

I consider telecare as a complement. In case of

an emergency, it is a complement, because if

something happens to me, the first thing I do is

to call my daughter or son. And if I press that

button, their telephone number appears immedi-

ately. (Group discussion with telecare users,

Spain)

However, there is a risk of false reassurance,

as in the case of the Dutch respondent who

had monitored her weight and blood pressure

twice a day via her telecare device, but was

then very upset when she suffered a heart

attack.

Telecare cannot be meaningfully
evaluated as an entity, but rather in the
situated relations people and technologies
create together

7. Older people living at home often use tele-

care in unorthodox and unpredicted ways:

see Table 1

In each country, we found examples of

older people refusing to wear their pendants

(or being selective about when and where

they put them on) or to use monitors and

asking to have systems taken away. Inability

to comprehend the system may result in non-

use. We observed in the English study a cli-

ent who left her falls monitor, designed to be

worn around the waist, carefully on the shelf

in order not to activate it. And in Spain:

….and so I keep repeating. Its not enough to

keep explaining…. When the woman found the

other man who had died in bed in the morning,

he was cold. What he should have done was

press the button to activate the means of help,

surely. Instead he went out into the street and

called the neighbour. (Group interview with

Spanish telecare workers)

Some older people used telecare to meet

needs for which the service was not designed.

Often, these are social needs: some clients

‘over-used’ telecare to get social contact with

monitoring centre operators. Such over-use or

‘misuse’ was considered problematic by social

care managers observed in the English study,

who suggested at a telecare project meeting

that such people should have the system

removed from their homes. In Spain, the issue

of ‘non-compliance’ was regarded as a risk for

the providers:

We always tell them to use it and they say, ‘Yes,

yes, I will wear it, from tomorrow’. And then

later, they do what they want. (Group interview

with telecare workers and volunteers)

8. Some informal/family carers ‘customize’

devices to suit the particular needs of the indi-

vidual or setting: see Table 1

Carers looking after older people also tin-

kered with the technologies to adapt them for

their particular situation. One Norwegian carer

described using matchsticks and tape to ensure

that her husband (who has dementia) did not

accidentally set off his alarm.

It is a challenge to get him to take it with him. I

found a small pouch for a mobile phone with a

key-ring. He still remembers to lock the door. It

was a routine I knew he still had. And he takes

the GPS with him 80% of the time. But then the

pouch was too thin I found. Because when he

had it in his pocket he pressed the button by

accident, so it switched itself off. So I bought a

new pouch with a key ring. And then I made this

homemade solution of placing match sticks and

tape in a frame around the ‘off’ button so that

the button is sheltered. (Norwegian carer)
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Some health-care and social care workers also

find it necessary to modify systems to enhance

workability. Such ‘tinkering’ to make them work

more efficiently, more affordable or improve

workflow stemmed from interaction with and

involvement of older people. In Norway, as its

pilot period was completed and the web-based

support system SecurityNet was established as a

service by the municipality, a small (local) com-

pany was given responsibility for the develop-

ment/maintenance of the system:

In the beginning we had a good deal of contact

with the elderly participants. It was then we got

the feedback that the video picture was too

small. And there was too many buttons. So we

did quite a bit of development-work. (…) I have

met all of them. (Norwegian ICT developer)

9. Systems can fail: see Table 1

Although telecare can enhance older people’s

freedom to move around, system failure can

create dangers.

We had this very serious incident recently. It was

late autumn and quite cold. And he [her hus-

band] walked into the nearby forest. And in this

area the GPS is very unspecific. In the forest

there are tracks only. I searched for him several

times and became very anxious. And then the

battery stopped working! In the end I got hold

of him on the telephone. But he was unable to

tell me where he was. And he was very scared. I

called him later and then he thought he knew

where he was. 1½ hours later he got home. Then

he had been away for 7 ½ hours without food or

drink. He was soaked and panicked and his

shoes were full of water. (Norwegian carer)

Discussion

Telecare does not offer a ‘technological fix’ to

replace either existing health-care services or

informal care networks: it is not a simple solu-

tion to care crises, personnel crises or budget

crises in ageing societies. The policy aim, that

telecare will be effective for people living alone

and lacking social networks, does not appear

to be based on empirical evidence, which tends

to show the opposite. Telecare either sustains/

develops a network that is already in place or

needs to mobilize and install a new network if

there is no existing one. Telecare rests upon

and is dependent upon networks, including vol-

unteers and family carers. Existing or new care

networks can be supported by meaningful con-

sultation with potential ‘users’ starting from

the goals, values and life history of the older

person.31

There are clear limits to what telecare sys-

tems can do – they cannot, for instance, help

people to the toilet or clean the house. Telecare

is not ‘effective’ in itself; to say it is ‘good’ does

not identify a property of particular technical

devices, but how they become integrated in net-

works of users and technologies.

Through telecare, responsibilities in care net-

works are shifted and delegated in new ways.

More responsibility may be shifted onto the

individual user/older person, who is now given

the task of caring for and looking after her/him-

self. Such systems may make users aware and

conscious of themselves in new ways and teach

them to examine and evaluate themselves, their

bodies and themselves as persons, in ways they

previously did not. But other forms of home

telecare, which are more ‘passive’ or monitoring

based, shift agency away from the older person,

where decisions can be taken based on sensor/

movement data about which the client may not

be aware. As our colleagues in Spain have elabo-

rated, independence and dependence are very

finely balanced.32 Further, independence may be

enhanced in cases of dementia such as being

enabled to walk freely, but this often creates

new responsibilities for carers who may find

monitoring or tracking devices liberate them

from the need for constant vigilance, while other

tasks are introduced. Through home telecare,

the redistribution of tasks also implies new

meanings for privacy and confidentiality, both

in the collection of data about personal move-

ment, but also in the sense that one’s home is

‘opened’ to a range of others who may call,

check or visit.

This study demonstrates the meaninglessness

of talking about care technologies themselves in

terms of good/bad, effective/ineffective, outside

of their context of use. It shows that telecare is
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not neutral and that the good/bad debate is a

reduction in the complexity of the phenomenon.

We show that poor telecare design results in

wrong assumptions about the role and identity

of the ‘user’ and that older peoples’ customiza-

tion of devices is both legitimate and often nec-

essary to make devices ‘work’ in context. We

show the importance of recognizing the limits to

telecare, revealed through practice in the face of

rather over-optimistic policy.

We believe our work highlights the value of

the empirical ethics approach and the growing

contribution of science and technology studies

to the field of health technology assessment.

What we claim to add to the STS literature is

in moving beyond analysis in our engagement

with normative questions, as a way to inter-

vene in telecare development (i.e. with the ethi-

cal framework in Table 1).27,33–34

An ethic of telecare emerges from this

approach. The research data about the creative

use and non-use of telecare raise questions about

what ‘proper use’ is thought to be in each con-

text. It shows that telecare should not be under-

stood as a universal solution, but a situated one.

We argue that people’s creativity in customizing

systems and adaptability using them is essential

to the ‘ethical’ practice of telecare and that these

should be respected and accommodated, rather

than seen as a problem to be eliminated. In this

way, telecare systems (in design and implemen-

tation) might enhance independence and avoid

becoming totalizing and coercive.
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