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Abstract. A lot of people who live with a loss of autonomy related to ageing or
disease benefit from the daily support of some of their relatives in order to per-
form their day-to-day duties (waking up in the morning, shopping, cooking).
Family caregivers are strongly committed to the support relationship with their
ailing relative. The assistance they provide takes up a large part of their time
and energy. Offering them places for social support appears as a relevant solu-
tion. Besides, more and more people are turning towards the Internet to find
support when they experience difficult situations. Our research deals with the
complex issue of providing online social support to family caregivers through
an interdisciplinary research project which aims at getting a better understand-
ing of peer-to-peer social support practices. The healthcare network REGEMA is
our first partner in the requirements analysis, test and deployment of our appli-
cation, Aloa-aidants.fr.

Keywords: Family Caregivers, Social Support, Healthcare Network, Support
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1 Introduction

A lot of people who live with a loss of autonomy related to ageing or disease benefit
from the daily support of some of their relatives in order to perform their day-to-day
duties (for instance, waking up the morning, shopping, cooking, getting dressed up).
The care these family caregivers are providing to their ailing relative is then essential.
The French society just starts to become aware of the burden of the family caregivers
and solutions are needed to help them. Allowing these caregivers to share their ex-
perience and to find a sympathetic hearing to their problems, in other words offering
them places for social support, appears as a relevant solution in this context.

Social support constitutes a relevant answer to the moral distress expressed by fam-
ily caregivers [1]. Barnes and Duck [2] define social support as an exchange of verbal
or non-verbal messages, which convey emotion or information, in order to reduce the
stress or the uncertainty of a person. This support is traditionally provided by family
and friends. It is performed through the exchange of information, advices, emotions or
more tangible resources which lend to recognize the value of the person in need of
support [9].
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However, as people today are often living and working far from their family, more
and more people are searching for other ways to find support when they experience
difficult situations. They are for instance turning towards the Internet to reach and talk
with people who are or were going through the same troubles and find a sympathetic
hearing to share their problems. Several research work have highlighted these medi-
ated peer-to-peer social support practices and described existing online communities,
as empathic communities [3] [5], Virtual Healthcare Communities [4] and patients’
online communities as “communities of unintended interest” [11]. Developing such
online social support space intended to family caregivers was the aim of our design
project in the framework of our partner, the REGEMA healthcare network.

Our research deals with this complex issue of providing online social support to
family caregivers through an action research project which aims at getting a better
understanding of peer-to-peer social support practices. In the framework of this pro-
ject [6] [7], we have worked in cooperation with researchers from Psychology,
Sociology and Conversational Analysis in order to inform the design of an online
application dedicated to social support. The healthcare network REGEMA is our first
partner in the requirements analysis, test and deployment of the application. This
network provides support to patients suffering from memory disorders, like Alz-
heimer’s disease, and their family caregivers in the Aube region (North-East of
France).

This paper presents the approach that we have followed in order to design Aloa-
aidants.fr, an application dedicated to online social support for family caregivers. In
what follows, we first describe in more detail the situation of family caregivers and
our partner REGEMA. Opportunities offered by online social support in this context
are highlighted. Secondly, we consider the studies carried out within our interdiscipli-
nary project with the aim to guide designers in developing online services usable by
family caregivers and relevant for social support practices. Several results that have
been of interest for the design of Aloa-aidants.fr are highlighted in this section. Then,
we present the technical translation approach we have elaborated in order to design
the functionalities of our application on the basis of the results of the studies formerly
introduced. We furthermore illustrate our approach by presenting several functional-
ities intended to develop a social support activity among family caregivers through
our application. A first version of Aloa-aidants.fr is now online and we present the
results of the first evaluations that we have conducted with REGEMA family caregiv-
ers as well as with another association interested by the use of our system. Finally, we
conclude and address some future research perspectives in order to develop and sus-
tain an active social support community of family caregivers on Aloa-aidants.fr.

2 The Needs of the Family Caregivers of Alzheimers’ Patients

Serious neurodegenerative diseases such as Alzheimer’s disease (AD) greatly reduce
the patients’ autonomy as their cognitive abilities gradually decline. The patients
become unable to deal with their own day-to-day requirements as the symptoms
worsen, and their relatives have to assist them increasingly with even the simplest
operations, such as shopping, bathing, and getting dressed. Patients’ relatives find it
hard to cope with playing the role of caregiver for which they have not been prepared.
As shown by several surveys on French caregivers’ situation [1] [8], beyond the
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financial cost of the disease (assistance with housework, adapting the home, etc.), it
makes heavy demands on the supporting spouse or relative in terms of time and atten-
tion. The ineluctable cognitive decline of AD patients means that they need an in-
creasing amount of support as their disease progresses.

Caregivers tend to be strongly committed to the support relationship with their ail-
ing relative, whether they are the patient’s spouse or child. The assistance they pro-
vide takes up a large part of their time and energy and leaves the caregivers little
opportunity of escaping and taking care of themselves.

Due to all these worries, caregivers express the need for help, apart from the need
for financial assistance, which is felt to be the main response provided by social insti-
tutions. They clearly lack a means of expressing their distress and finding a hearing
with which discuss their problems in order to obtain information and comfort. The
most relevant persons in order to provide this hearing could be other caregivers who
are facing similar problems. The only means of this kind available are the support
groups run by associations.

Our partner REGEMA is a healthcare network which focuses on memory disorders
such as AD. The main aim of the network is to coordinate the work of the many pro-
fessionals (neurologists, general practitioners, social workers, psychologists, etc.)
involved in the care and support of the these patients. The REGEMA healthcare net-
work runs monthly support meetings for spouses and children who are caregivers in
order to provide them with a space where they can talk about their experience and
discuss their problems.

A web-based system appears as a relevant response in order to supplement existing
social support devices like face to face support groups. Such system would provide
family caregivers with a space available at all times where they can share social sup-
port with peers. Online social support can be a way to escape from the burden of
caregiving without losing sight of the ailing relative since living the patient alone at
home is often difficult. In addition, receiving social support on a daily basis enables
people to talk about their problems immediately rather than letting worries accumu-
late for a long time before they find a hearing. The anonymous communications me-
diated by the Internet with people living elsewhere might encourage people who are
reluctant or unable to participate in face-to-face support groups [12]. Online services
of this kind would usefully supplement the services already proposed by medical
healthcare networks, as it would improve caregivers’ access to information and help
them cope with their distressing situation.

3 Family Caregivers Social Support Practices

Designing relevant and usable online social support services for family caregivers
raise two challenges. First, we need to get a better understanding of current social
support practices (computer mediated and face-to-face). And at the same time, we
have to understand the specific needs of the family caregivers we are working with in
term of social support. We present here the studies that have been carried out on so-
cial support practices and caregivers’ needs. For both, we highlight several findings
that have informed the design of our application. Each study is a complete research on
its own and we only focus on some of their results that have been of interest for our
purpose.
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3.1 Understanding Family Caregivers Social Support Practices

In order to get a better understanding of the current social support practices, two stud-
ies have been carried out.

We have conducted a one year and a half participant observation in the support
groups ran by REGEMA. This study gave us an understanding of the situation of
REGEMA family caregivers, the problems they daily encounter and their current so-
cial support practices. It also helped us to stay in touch with end-users representatives
all along the design process.

The researchers in conversational analysis and psychology involved in this project
have studied current computer-mediated social support exchanges taking place on
discussion forums on the Internet [13] [14]. They have highlighted the existence of
interaction patterns in messages and described a communication contract and socio-
psychological factors which underline online social support practices.

These studies have highlighted that self disclosure is important for receiving social
support. The analysis of messages posted on social support discussion forums show
that users unfold personal and intimate details about their situation and the problem
they encounter. Theories on computer mediated communication explain the related
psycho-social factors through the need to cope with lack of context [15] and the dis-
inhibitory effect of anonymity [16] [17]. Besides, family caregivers are used to unfold
a lot of details, sometime very intimate, about their personal situation when they
explain the daily problems they encounter on the occasion of the support groups.
Information about their children, the help they receive, even the way their home is
arranged may become important details in the stories they want to share with the
support groups members.

Another element reported as a key aspect of online social support practices is the
importance of reciprocity. The script elaborated on the basis of the online social sup-
port exchanges analyzed by our colleagues’ researchers in conversational analysis has
highlighted this element [7] [13]. At the level of the messages sequence, the common
occurrence of an evaluative message at the end of social support exchanges underlines
the importance of reciprocity. These evaluative messages through which the support
recipient generally thanks the other users for their supportive messages are almost
always observed. Their absence may be negatively understood by the members of the
discussion thread. Another marker of the expectation of reciprocity is observed at the
level of speech acts. The support recipient is often anticipating the support she may
receive by thanking other users from her first message. These two elements provide
evidence in favor of the presence of a norm of reciprocity underlying the studied
online social support discussion forums.

3.2 Understanding Our Users

In order to understand the family caregivers’ situation and needs, our colleague soci-
ologist has carried out fifteen interviews with family caregivers. This study helped us
to gather needs expressed by interviewees and to highlight more latent needs through
a better knowledge of their face to face and online social support practices [18] [19].
Eight of the interviewed family caregivers have used online discussions forums in
order to help them to cope with their role of caregiver. Some of the interviewees have
been recruited on the occasion of REGEMA support groups.
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A need for information has been generally reported by the interviewees. The
healthcare network and the support groups have been mentioned has an important
source of information for them. There they can find resources to navigate within the
complex medical and administrative environment associated with the disease of their
relative, trustworthy information about diseases are provided and also help to plan
assistance with housework and in-home care services. The support groups’ members
share knowledge through the story of their caregiver daily experience and the way
they tackle problematic situations (e.g. make bathing or dressing their ailing relative).
They explain the different solutions they have tried and what finally works. Experi-
enced caregivers and the support group coordinator suggest solutions to common
problems. However, since every situation is unique, a solution for one case may not
work for another. The support groups’ members explain they appreciate the support
they found in the group and the “useful tips” they picked out from each other’s ex-
perience.

The analysis of the use of online discussion forums by family caregivers [19] un-
derlines that information seeking is their starting point in online social support prac-
tices. They pick out and gather information through the stories and questions posted
by peers before, if ever, they open their own discussion thread. This is in line with the
observation that support in terms of information is central in online social support
[14], pure emotional support request are seldom observed and often mixed with in-
formation requests [13].

4 Design Approach

Integrating the findings brought by these studies coming from different theoretical
and methodological perspectives led us to develop an interdisciplinary design frame-
work based on the idea of technical translation [18] [20].

The analysis and results of the studies formerly presented do not constitute a self-
evident corpus from which designers can easily derive requirements. In order to make
sense of the multi-level features highlighted by social sciences studies, we use the
notion of technical translation as a tool to build design requirements from social sci-
ences accounts. Our approach is inspired by the work of Bruno Latour and Michel
Callon on the Actor Network Theory (ANT) [21], which provides a framework to
describe the dynamic of sociotechnical systems, as are design projects. Through the
notion of translation, ANT underlines the dynamic of the multiple voices and interests
gathered around an innovation project and the way designed artifacts, as any other
actors, take part to project, especially by reifying discourse and acting as representa-
tive of multiple intentions.

Our purpose is not to describe these dynamics on the framework of the present pro-
ject. As designer and stakeholder, we do not feel at ease to rigorously conduct such
analysis although we recognize the existence of these phenomena. We are more inter-
ested we the last element we have introduced about ANT: the ways artifacts can reify
discourses about the activity. To address this perspective, we propose the moderate
notion of technical translation through which designers can account for the way func-
tionalities of artifacts translate discourses about the activity and practices proposed by
the different stakeholders of a design project. The aim of our translation approach is
more to provide a tool for designers rather than a formal methodology to translate
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social sciences and activity inputs directly into system functionalities. The core idea
behind our approach is to make open to discussion the detail and purpose of the de-
signed functionalities with non technical stakeholders.

The technical translation approach proposes to begin by selecting elements from
the analysis of the activity, the activity features (AF). These AF are formulated by
designers in order to reflect their interpretation and understanding of the studies con-
ducted. For instance, we have selected the following AF from the findings formerly
presented (section 3):

e Self disclosure is important for receiving social support online.

e Reciprocity is a favorable factor for social support.

¢ Information seeking is the starting point of family caregivers in online social
support practices.

¢ Informational support plays a central role in social support.

e Caregivers explain they appreciate the “useful tips” they pick out on the oc-
casion of support group sessions.

Designers define functionalities and build mockups according to the selected activity
features. Several AF can inspire one or more functionalities. Designers explain the
use they envision of their functionalities through scenario.

These materials constitute resources to discuss designers understanding of the
activity and the relevance of the proposed functionalities. Through mockups and sce-
narios, the detailed implementation (user interface and interaction logic) of function-
alities is opened to discussion with other project stakeholders [22] [23].

At the end, the technical translations made along the design process constitute a
design rationale for the project and a resource for further iterations.

5 Online Social Support on Aloa-aidants.fr

We illustrate our design approach by presenting the functionalities - on the basis of
the AF formerly introduced — which are offered by Aloa-aidants.fr (fig. 1) in order to
support family caregivers.

In order to support self disclosure on our application and provide more contextual
information to ease mediated communication, every registered user is invited to pre-
sent herself through a personal pages (1). They can explain their situation and give
news to members with the blog attached to their personal page. Information of interest
for family caregivers are highlighted as the city where users live - due to the local
context of our application - and the helps users are benefiting (e.g. Autonomy Per-
sonal Allowance and support group on the figure). Helps tags can be clicked to find
members according to this information. A space dedicated to experience sharing is
also available (4) and allow users to share personal stories about the way they cope
with the burden of caregiving. Users post their story under an existing topic or create
a new one, thus experience of different members on a same subject are gathered.
Members can comment and post supportive messages on each others’ stories.
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Fig. 1. The front page of Aloa-aidants.fr (left) and a screenshot of a member’s personal page
(right)

Reciprocity cannot be directly translated into the functionalities of a system. In-
stead we provide opportunities for users to act with a concern for reciprocity. Users
are systematically alerted by email when someone replied to their contributions on
Aloa-aidants.fr. Users’ contributions that have received few or no messages are em-
phasized in the front page and at the top of their respective application space. Besides,
registered users are invited to greet newcomers.

The Document Sharing space (2) and the Questions and Answers (Q&A, 3) space
are intended to offer informational support to users. A number of documents and
websites useful for family caregivers have been uploaded by administrators.
Registered users can supplement this space with the document and websites they find
useful. Since information seeking is the starting point of family caregivers in online
social support practices, all the content but members' personal pages can be viewed by
visitors and consulted with the help of our application search engine. In order to high-
light content of practical interest for family caregivers like the advices and knowledge
exchanged on the occasion of the support groups, every contribution can be marked as
a “useful tip” by the mean of a thumb up icon. Thus a collectively build knowledge
source is constituted through the “useful tips” picked out by users on the application
content. The “useful tips” are gathered under a dedicated section of the Aloa commu-
nity space and they are always presented in the context of the question, document or
user story where they have been mentioned.

6 Evaluation

We have made first evaluations of our application according to our twofold aim of
designing an application usable by family caregivers and relevant for social support
practices. First, an evaluation of the usability of our application has been conducted
with REGEMA family caregivers in order to unfold problems and potential improve-
ments in our design. Second, an evaluation has been conducted with the aim of as-
sessing the relevance of our application for online social support.
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Usability evaluation has consisted of three evaluation sessions that have been car-
ried out with REGEMA family caregivers. We asked them to complete several tasks
on the application and to express their opinion on the credibility and relevance of the
use scenario elaborated during the design process. The application is seen as usable
by participants according to their comments and their responses to the System Usabil-
ity Scale (SUS) [24]. Several minor usability problems have been encountered, like
problems with the modification of a past contribution or the lack of clarity of the form
for sharing documents and websites. We are working to solve these problems for the
later version. The remarks made by participants on the use scenarios and the rele-
vance of our application functionalities have been of more interest. Initially, Aloa
offers a new member to present her/himself as a family caregiver or a supporter (of
the family caregivers cause). One user pointed out that she no more belongs to one or
the other group since her ailing relative died several months ago. She suggests we
should enable users to present also themselves as former caregiver since a lot of peo-
ple are concerned with this case. Six months after having deployed Aloa, the experi-
ence sharing space encounters little participation. One user reports the fact that she
needs to carefully prepare the story she wants to publish on the application. The idea
of experience sharing is perceived as a deep and emotional activity. This fact seems to
limit the participation on this space. Besides, it shows that the communication situa-
tion suggested through the user interface is not neutral. The family caregivers have
also reported on the few time they have to spare on the Internet. We observe we have
underestimated this aspect by relying a lot on users’ participation to generate the con-
tent of the application. Preparing more content already available online might boot-
strap participation.

The second evaluation was aimed at assessing the relevance of our application for
social support practices. It has been carried out with UNISSON, a French family
caregivers association aimed at providing support to family caregivers on the Internet.
UNISSON was interested to study the opportunity to benefit from an application like
Aloa for their purposes. We have provided them with a white-label version of Aloa
where they have made extensive tests simulating the way the association brings sup-
port to family caregivers on social support discussion forums. At the end of their
evaluation, 77 contributions have been posted and 69 user accounts registered. Feed-
backs from UNISSON have been positive and they have confirmed their interest in
the use of our application for their purpose of supporting family caregivers on the
Internet.

7 Conclusion and Future Work

In this paper we have exposed the approach we have followed to develop Aloa-
aidants.fr, an application dedicated to online social support for family caregivers. The
findings of social sciences researchers have been really valuable to ground our design
theoretically and empirically.

The first version of our online social support application is now online and avail-
able for REGEMA family caregivers since six months. Several messages have been
posted by our first users but our aim of supporting an active online community is not
currently achieved. As reported by evaluation sessions with family caregivers,
more content has to be prepared to motivate users' participation. For instance, we are
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working to gather typical questions asked by new family caregivers at the onset of the
disease of their relative. We are also invited to pursue our research on the means to
accompany and develop a dynamic online social support community among REGEMA
family caregivers.
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University of Technology.
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