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The table below compares the profile of the informal caregiver 
obtained from the consulted bibliography prior to the project 
compared with the data from all of the informal caregivers involved 
in the interviews:
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profile from the literature

Informal caregivers’ profile
from BREATHE interviews

analysis (UK, Spain and Ireland)

• Female (76 %)
• Mean age (in years) around 55
• 46 hours/week dedication
• Total caring process 60 month  
  (5 years)
• Less than half are employed
• Limited computer skills

• Female (73 %)
• Mean age (in years) around 54.8
• 52 hours/week dedication
• Unknown data 
• 64 % are unemployed
  and/or housewife
• Limited computer skills BUT:
0  97 % used the Internet
  (daily-weekly frequency of use)
0  Owned devices like desktops,   
  laptops, tabletsPC and smartphones
0  Users of social media and instant 
messaging mobile applications
• 56 % live with the cared for person
• Cameras accepted as assisted   
  technology in emergency 
  situations (100 %)
• The majority of ICs accepted 
cameras as assisted technology 
in non-emergency situations

In addition to the informal caregivers, our target end-users, there 
are two other actors who play an important role on a daily basis and 
whose characteristics, needs and concerns should be deeply 
analysed in order to get a better understanding of the desired 
system as a whole. The aforementioned actors are both the assisted 
person and the formal carers.

The relationship between informal carers and assisted people is 
clear and it lasts for as long as the residential/home care is 
performed. In contrast, the relationship between the informal and 
the formal carers is optional (not always present) and depends on 
the current situation of the family carer (stress, overwork, etc.) who 
may resort (or not) to a third-party paid carer. 

The tables below present the analysed data from the point of view 
of the three actors who will play a different role in the value chain of 
BREATHE (health and social care professionals were interviewed to 
give additional insight about family carers rather than being 
expected end-users of the system): informal carer, formal carer and 
assisted person.

Table 3 - Informal caregiver profile
(bibliography vs BREATHE analysis of data)
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Table 4 - Informal caregiver characteristics
from analysed data per country

Role

Profile

Actor

Relationship
with other

actor/s

Definition

Caring for family members e.g. husband, wife, father, father in law, mother, mother in law, uncle, grandfather and in some cases a friend or a neighbour. 
These carers were caring for persons recovering from cancer, those with problems associated with pneumonia, visual impairment, problems 
associated with ageing, Alzheimer, osteoporosis, kidney and heart failure, diabetes, incontinence and catheter, mobility problems, diverticulitis, 
peripheral arterial disease, general unsteadiness, mental health problems, respiratory, problems with the heart, COPD, disabilities related to 
stroke(s), Parkinson’s and arthritis.

Gender: 90 % female and 10 % male (UK) / 67 % female and 33 % male (Spain) / 67 % female and 33 % male (Ireland)
Mean age (years): 59.7 (UK) / 50.8 (Spain) / 54 (Ireland)
Range age (years): 50-81 (UK) / 42-65 (Spain) / 43-65 (Ireland)
Retired: no data (UK) / 50 % (Spain) / 100 % (Ireland)
Unemployed and housewife: 71 % (UK) / 58 % (Spain) / no data (Ireland)
Average of caring hours (per week): 49.1 hours (UK) / 50.8 hours (Spain) / 54 hours (Ireland)
Health status range: fair-excellent (UK) / fair-good (Spain) / poor-good (Ireland)
Live with their cared person: 29 % (UK) / 50 % (Spain) / 89 % (Ireland)
Distance between carers and cared for people when they are not living together: next door-15 minutes walking away (UK, Spain and Ireland)
Contact way for those not living with carers: phone (UK, Spain and Ireland)
Phone contact frequency range: 3 times a day-daily (UK) / daily-3 times a week (Spain) / daily (Ireland)
Medical cover assistance: all of them (UK, Spain and Ireland)
Use of internet: 100 % (UK) / 100 % (Spain) / 90 % (Ireland)
Frequency of use of internet: daily-weekly use (UK and Spain) / daily (Ireland)
Main technological device for accessing on the Internet: laptop (UK) / desktop (Spain) / no data (Ireland)
Secondary technological devices for accessing on the Internet (in rank order): iPad, desktop and smartphone (UK) / smartphone, laptop and tabletPC (Spain)
Use of assisted technology: 57 % (UK) / 82 % (Spain) / 89 % (Ireland)
Types of assisted technologies used (in rank order): care alarms, stair li�s and bath entries (UK) / panic button, alarm systems and adapted phones (Spain) 
/ pendant alarms, adapted seating, swivel seat over bath for assisted showering, stair li�, adjustable beds, powered wheelchairs and baby monitor
Daily routine of the assisted person should be monitored by cameras: yes (UK) / no data (Spain) / no data (Ireland)
Risky situations of the assisted person should be monitored by cameras: yes (UK) / yes (Spain) / no data (Ireland)
Location/activity in home of the assisted person should be monitored by cameras: yes (UK) / yes (Spain) / yes (Ireland)
Social activity of the assisted person should be monitored by cameras: yes (UK) / no (Spain) / no (Ireland)
Acceptance of cameras as assisted technology in emergency situation: yes (UK) / yes (Spain) / yes (Ireland)
Acceptance of cameras as assisted technology in non-emergency situation: yes (UK) / yes (Spain) / yes (Ireland)

Informal caregiver

Assisted person and formal carer (optionally)

Typically family carers who may or may not live with the cared for person and who care for a person with at least one LTC
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Table 5 - Formal caregiver characteristics
from analysed data per country

Role

Profile

Actor

Relationship
with other

actor/s

Definition

Caring for persons with dementia, incontinence, Parkinson’s, Lymphedema, diabetes, physical disabilities, problems consequence
of stroke(s), ME, visually impaired, mobility problems, MS, MND, heart conditions, bone problems and high blood pressure.

Gender: 90 % female and 10 % male (UK) / 100 % female (Spain)
Mean age (years): 47.6 (UK) / 48.9 (Spain)
Range age (years): 40-55 (UK) / 37-56 (Spain)
Mean length of time as a carer (years): 9.4 (UK) / 5.3 (Spain)
Health status range: poor-excellent (UK) / good (Spain)
Use of internet: yes (UK and Spain)
Frequency of use of internet: daily use-weekly use (UK and Spain)
Main technological device for accessing on the Internet: laptop (UK) / smartphone (Spain)
Secondary technological devices for accessing on the Internet (in rank order): desktops and smartphones (UK) / laptops, tablets and desktop (Spain)
Use of assisted technology: 60 % (UK) / 100 % (Spain)
Types of assisted technologies used (in rank order): care alarms and home sensors (UK) / panic button (Spain) 
Daily routine of the assisted person should be monitored by cameras: yes (UK) / yes (Spain)
Risky situations of the assisted person should be monitored by cameras: yes (UK) / yes (Spain)
Location/activity in home of the assisted person should be monitored by cameras: yes (UK) / yes (Spain)
Social activity of the assisted person should be monitored by cameras: yes (UK) / yes (Spain)
Acceptance of cameras as assisted technology in emergency situation: yes (UK) / yes (Spain)
Acceptance of cameras as assisted technology in non-emergency situation: yes (UK) / yes (Spain)

Formal carer

Assisted person and informal carer (optionally)

Officially employed as paid carers who care for one or more people with at least one LTC (also called as assisted person)



PAGE15

C
H

A
RA

C
TE

RI
ST

IC
S 

O
F 

ST
U

DY
 P

A
RT

IC
IP

A
N

TS

Table 6 - Assisted person characteristics
from analysed data per country

Role

Profile

Actor

Relationship
with other

actor/s

Definition

Issues and/or problems with their hearing and sight, a snapped Achilles tendon, hip and knee replacements, COPD,
diverticulitis, osteoporosis, paralysis, Thalidomide’s syndrome, chronic muscle fatigue and fibromyalgia

Gender: 100 % female (UK) / 60 % female and 40 % male (Spain)
Mean age (years): 80 (UK) / 65.6 (Spain)
Range age (years): 77-83 (UK) / 50-83 (Spain)
Average of hours that they are cared for (per week): 89 hours (UK) / 101.2 hours (Spain)
Health status range: poor-fair (UK) / bad-good (Spain)
Live with their carer: 50 % (UK) / 60 % (Spain)
Distance between carers and cared for people when they are not living together: 10-15 minutes walking away (UK and Spain)
Contact way for those not living with carers: phone (UK and Spain)
Phone contact frequency range: every-day and more than once (UK and Spain)
Medical cover assistance: any of them (UK) / all of them assisted by the National Health Public System (Spain)
Use of internet: 50 % (UK) / 60 % (Spain)
Frequency of use of internet: daily use (UK) / rarely-daily (Spain)
Main technological device for accessing on the Internet: laptop (UK) / smartphone (Spain)
Secondary technological devices for accessing on the Internet (in rank order): no data (UK) / desktop and laptops (Spain)
Use of assisted technology: no data (UK) / 80 % (Spain)
Types of assisted technologies used (in rank order): no data (UK) / panic button (Spain)
Daily routine of the assisted person should be monitored by cameras: no data (UK) / no data (Spain)
Risky situations of the assisted person should be monitored by cameras: no data (UK) / no data (Spain)
Location/activity in home of the assisted person should be monitored by cameras: no data (UK) / no data (Spain)
Social activity of the assisted person should be monitored by cameras: no data (UK) / no data (Spain) 
Acceptance of cameras as assisted technology in emergency situation: no (UK) / yes (Spain)
Acceptance of cameras as assisted technology in non-emergency situation: no (UK) / yes (Spain)

Assisted person

Informal carer and formal carer (optionally)

Typically people with at least one long-term condition (LTC) who may or may not live with their main carer
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4.1 Needs and concerns

The carers and health and social care professionals have varied and 
quite extensive concerns about the person(s) they care for, identified 
as physical, psychosocial and encompassing activities of daily living. 
Concerns regarding themselves include physical and psychosocial 
needs, economic, quality of life and competency. Identified support 
for these persons appeared to be bio-psychosocial, training and 
education. 

4.1.1 Concerns of carers

The carers had concerns about the impact that caring for the 
person with LTC had on their own personal and social life. Other 
concerns included exhaustion, lack of familial support and respect, 
financial burden, incompetency in certain situations, own health and 
safety, physical and psychosocial health, pressure, recognition, 
relationship with person with LTC, sleeping, time constraints, future 
ability to be able to provide adequate care and lack of knowledge 
about the person’s needs. 
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Table 7 - Concerns of the carers and professionals
(alphabetical order)

Concerns of the formal carers,
informal carers and health and social care professionals

• Ability to do activities of daily living safely.
• Being warm enough.
• Care usefulness.
• Consistency of care.
• Death.
• Distress.
• Domestic accidents.
• Drinking.
• Eating (pattern).
• Economic/money handling issues.
• Falling.
• Fire.
• Health deterioration.
• Isolation.
• Lack of autonomy.
• Loneliness.
• Losing consciousness.
• Medication management.
• Mobility issues.
• Motivation.
• Overall wellbeing.
• Psychological health.
• Security.
• Sleeping (pattern).
• Stigma around mental illness.
• Stranger danger.
• Wandering outside.
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4.1.2 Identified aid and/or support for carers 

The following support and/or aids were identified as potential ways 
to help carers to care for the person with a LTC(s) and which would 
make their life easier:
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Table 8 - Aids to help in caring for the assisted person
(alphabetical order)

Table 9 – Most relevant themes
to each participant

Aids to help in caring for the assisted person

• Access to help for practical and specialist support.
• Assisted technology including alarms, detectors,  
  handling and li�ing devices, internal cameras,  
  monitoring systems, pressure pads, movement
  and door sensors (“new technological and 
  affordable aids which can be used for improving 
  the quality of the care”).
• Family support.
• Financial support.
• Home help.
• Managerial support.
• Occupational therapy assistance.
• Psychosocial support.
• Respite.
• Social support and stimulation.
• Support groups.
• Support networking.
• Training for carers.

4.2 Relevant themes

The thematic analysis showed the following themes relevant to each 
group of respondents. The consistency in themes is evidence of 
pertinence and relevance. What is noteworthy is that the technology 
should not be burdensome, should be beneficial and above all 
respect the privacy of all involved in its usage. 

Formal
Carers

• Usefulness of the technology

• Invasion of privacy, confidentiality issue
  and access to information acquired

• Usefulness of the technology

• Consent and privacy issues

• Support for carers

Informal
Carers

• Usefulness of the technology

• Invasion of privacy, autonomy of the assisted   
  person and access to information acquired

• Technology: apathy versus interest

• Fear factor

• Privacy and autonomy

Health and 
social care 

professionals

Persons
with
LTCs
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4.2.1 Formal carers

Usefulness of the technology

Under the umbrella of this broad main theme falls data with regard 
to the availability and accessibility of the equipment, impact of the 
care role, the importance of the continuity and/or communication of 
care and peer support. In general, formal carers feel positive that 
BREATHE is generally a good system whereby they could potentially 
care for the person with a LTC(s) with peace of mind as well as 
having support for them as carer. Concerns included their lack of 
knowledge of technology, complexities that may be associated with 
it, time taken for data sharing and collection and focus on the 
technology instead of the person with a LTC(s). 

Invasion of privacy, confidentiality issue
and access to information acquired

Data from UK formal carers clearly showed that the use of cameras 
would be an invasion of privacy in general (even if it was beneficial 
i.e. in emergency situations). Carers from Spain looking a�er elderly 
persons with LTC(s) did not think that the assisted persons would 
agree to cameras in their homes. Not only was the privacy of the 
assisted person an issue, the Spanish carers had concerns with 
regard to their own privacy and the quality control of their work. 
The findings from this group of participants show a discord in the 
UK between the usefulness of the technology and the privacy of the 
person with a LTC(s).

4.2.2 Informal carers

Usefulness of the technology

The sample in all the countries felt positive that the BREATHE technol-
ogy would support them as carers so that they would be able to go 
about their life with peace of mind. Although there was some ambiva-
lence towards using the on-screen questionnaires and diaries, data 
sharing and collection was generally regarded positively and viewed as 
a way to improve continuity of care and communication between carers. 
Peer support was viewed upon as particularly useful in Spain. Not unlike 
the formal carers, the informal carers had some concerns about the 
BREATHE system especially those from the UK, namely the lack of 
human-centred support, who was being recorded and the conse-
quences of that, and the need for training to use the system in general.

Invasion of privacy, confidentiality issue
and access to information acquired

The informal carers seemed uncertain about invading the privacy of 
their loved ones and/or the person with a LTC(s) that they care for and 
seemed to be concerned with the assisted person’s autonomy. Concern 
was also noted about extensive monitoring of the assisted person. The 
carers from the UK and Ireland had concerns with regard to access of 
the information acquired during monitoring (in non-emergency 
situations). Many of the informal carers live with the assisted person and 
have commented that such a system would not be necessary as they 
spend a lot of time with them and know their daily routine, location and 
activity (including social) in the home and outside of it.
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4.2.3 Health and social care professionals

Usefulness of the technology

In general, technological aids were supported by the health profes-
sionals to help and/or support those caring for persons with LTC(s). 
However, there was some scepticism about the use of the BREATHE 
system and the division in experience of carers to use such a monitor-
ing system. Once again, the Spanish participants were concerned with 
the absence of the human element of the BREATHE system. Although 
carers are busy people the health professionals believed that the 
collection of on-screen data sharing and collection could be viable and 
useful. However, there existed a counterargument about the data 
collection being unrealistic and the purpose behind the tasks.

Invasion of privacy, confidentiality issue
and access to information acquired

Concerns by the health and social care professionals with regard to the 
BREATHE system centred around capacity to consent to the monitoring, 
the invasion of the privacy of the assisted person(s) and their dignity, the 
reluctance of formal carers to be monitored, and monitoring acceptance 
of the older generation.

Support for carers

The health and social care professionals recognised that it is in 
everyone’s interest that carers are supported. Many carers face 
isolation, frustration, physical and psychological ill health. Many carers 
give up an income, future employment prospects and pension rights 
to become a carer. Some work and juggle jobs with their responsibilities 
as carers. The majority of carers struggle alone and do not know that 

help is available to them. The BREATHE system aims to add to that 
support with carer monitoring and peer support. 

4.2.4 Persons with LTC(s)

Technology: apathy versus interest

The use of technology in general and the BREATHE system has provoked 
some strong opinions in the persons with LTC(s). There is an obvious 
divide between the participants in the UK and Spain. Spanish participants 
were keen to use the technology to help themselves and assist/support 
those caring for them. However, there seemed to be some confusion 
between AT in general and the BREATHE system. Data from the UK 
showed that persons with a LTC(s) were not keen on technology and the 
BREATHE system and were reluctant to use or accept the system.

Privacy and autonomy

Data from UK shows that cameras in general were not acceptable in any 
situation. Their Spanish counterparts were more receptive to the 
monitoring although they still wanted their privacy preserved. The 
persons with LTC(s), whilst enthusiastic about the system, seemed 
confused and bewildered by some aspects of it. More detailed, less 
abstract information about the system, which will become available as 
the BREATHE project progresses, could enable the people with LTCs 
to have a better understanding of the system and give clearer opinions. 
In addition to their opinions about the technology, the persons with 
LTCs stated that they believed that their carers were worried about 
them for the following reasons: breathing difficulties, falling and fall 
detection, having limited help to care for them, dependency, being 
housebound and having a lack of autonomy.
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CONCLUSIONS



PAGE22

The aim of this document is to uncover and collect the real needs 
and concerns of informal or family carers regarding telecare 
technological systems in general and video-based recognition 
platforms at indoor locations in particular. It is important to minimise 
barriers to adoption by the informal caregivers community (typically 
a person with limited ICT skills) and maximise the take-up of those 
remote monitoring systems which monitor events, actions and 
activities of the assisted persons in a way that their privacy and 
dignity is preserved. Focus groups and individual interviews were 
therefore carried out with formal carers, informal carers, people 
with long term conditions and health and social care professionals 
in the UK, Spain and Ireland, in order to understand at an early 
stage the needs and concerns relating to the aforementioned 
technological systems and evaluate its practical usefulness in real 
environments.

Analysis of the profile of the informal carer participants in this study 
showed that they are in line with current accepted findings6 i.e. 
typically a female (76 %), aged around 55 years old, quite o�en the 
child or child-in-law of the assisted person, less than half of them 
being employed, and dedicating approximately 46 hours/week for 5 
years in total to caring. Main findings from the analysed data 
gathered in the individual interviews and focus groups reveals that 
the aid for informal carers when caring for a person with a LTC 
include psychosocial, financial and specialist support and access to 
help for practical purposes.

In general, family carers felt positive the use of ITC-based systems 
for supporting them as carers on a daily basis and were interested 
in the technical capabilities of remote monitoring systems 
(especially in those based on video processing and data analysis) as 
a way to automatically detect activities, routines, behaviour and 
moods of the person with a long term condition at home even in 
non-emergency situations.

The BREATHE project, which aims to support informal carers by 
providing monitoring in the homes of people with long term condi-
tions and by providing support tools specifically for the family, will 
include these considerations throughout the design and implemen-
tation of the carer services.

This White Paper (Part I) from the BREATHE Consortium summarises 
the initial findings from the early user engagement phase of the 
BREATHE project, and will be of interest to the AAL community and 
to people interested in providing innovative technological services 
to older people.  The second part of the White Paper will be 
released at the end of the project, to share further information 
about the technical use of the BREATHE system and the users’ 
attitudes towards it, and to include possible business models to 
help clarify the role played by the BREATHE system and prepare it 
for future market exploitation.
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6� EUROFAMCARE Project (contract number QLK6-CT-2002-02647). Services for 
    supporting family carers of elderly people in Europe: characteristics, coverage and 
    usage. International research project funded within the 5th Framework Programme 
    of the European Community. 
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