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Abstract

Background: Caregivers of functionally dependent older persons sometimes seek formal services to support their relatives.
However, this process of help-seeking is complex.

Objective: Theoverall aim of the study wasto use a co-design approach to develop an electronic health (eHealth) tool to support
caregivers in their process of help-seeking. This study presents the first step of the design phase, which aimed to prioritize the
user needs to be considered during the development of an eHealth tool.

Methods: A total of 3 groups of caregivers, community workers, and health and socia service professionals participated in
either aco-design session (1 or 2) or an advisory committeein 2 rural areasand 1 urban area. The needsidentified in the academic
literature and during a previous study were sorted (Technique for Research of Information by Animation of a Group of Experts
[TRIAGE] method) by the participants (referred to in this study as co-designers) to obtain a consensus on those to be prioritized.
Needs identified, grouped, and removed were ranked and compared.

Results. Of theinitial list of 32 needs, 12 were modified or merged, 3 added, and 7 deleted as the co-designers felt that the
needs were poorly formulated, redundant, irrelevant, or impossible to meet. In the end, 19 needs were identified for the design
of the eHedlth tool.
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Conclusions:
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Many of the identified needs are informational (eg, having access to up-to-date information) and are probably

met by existing tools. However, many others are emotional (eg, being encouraged to use the services) and offer an interesting

challenge to eHealth tool development.
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Introduction

Background

In Quebec, an estimated 296,000 men and 402,700 women are
caring for their parents or in-laws, and approximately 80,200
men and as many women take care of their life partners [1].
About 8.1 millions of Canadians aged 15 years and above
reported providing care to a family member or friend with a
chronic condition, a disability, or age-related problems in the
12 months preceding a2012 survey [2]. Care provision included
transportation, meal preparation, bathing and clothing, and help
with medical trestments. It can be assumed that this number
has sinceincreased. Quebec, like many other parts of theworld,
has an aging population [3]. The increase in the proportion of
people aged 65 years or above will continue in Canada
(including Quebec) in the coming years. This group will
represent between 23% and 25% of the population in 2036 and
between 24% and 28% in 2061 compared with 14% in 2009
[4]. The aging of the population isleading to an increase in the
demand for support for older persons and, consequently, arise
in the number of caregivers[1].

Furthermore, one of the difficulties encountered by caregivers
is the search for formal services to assist them in their role
(services for themselves or for the elders they support) [5,6].
Increasingly, caregiversareturning to theinternet to begin their
search. Electronic health (eHealth) can support caregivers in
this process [ 7-11]. Eysenbach defines eHealth as an emerging
field at the intersection of medical information technology,
public health and business, and referral to health services and
information delivered or enhanced through the internet and
related technologies [12]. It is from this perspective that this
study emerged. Funded by the Quebec Ministry of the Family,
this study aimed to develop an eHealth tool to support the
process of help-seeking by caregivers of elderly people [13].
The development of this tool is intended to be inclusive, that
is, the research team wanted all caregivers, regardless of their
technological skills, level of education, or numerical literacy,
to be able to use the tool efficiently. Furthermore, one of the
promising interventions to achieve this is to develop the tool
with future users; in this case, caregivers and potential health
and social service professionals (HSSPs) and community
workers [14]. Therefore, the chosen approach was co-design.
Co-design refers to the creativity of designers and people not
trained in design, working together in the design devel opment
process[15]. Thus, caregivers acting as designers can intervene
directly in their future eHealth tool and draw upon their
knowledge to devel op technol ogies that respect their needs and
their ways of doing things [13,16]. In this study, co-design
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started at thefirst step of the design phaseto define the problem
and understand the needs of caregivers [17]. This study
specifically presents this phase of the study.

Needs of Caregivers

According to Amieva et a, caregivers expectations and needs
are principally twofold: first, the ready availability of
information on the disease and, second, the acquisition of skills
to optimize the help given to the patient on a daily basis [18].
Dunbrack, for his part, pointed out that the following needs are
themost common: pain relief, grief support, respite, information
about caregiving and illness, knowledge of how to deal with
professionals and volunteers (knowing who does what), help
with answering legal and financial questions, and emotional
and spiritual support [19]. He also added that it isimportant to
recognize changing information needs so that both the caregiver
and the health care team can anticipate and plan for such
changing needs [19]. Caregivers mentioned that they preferred
oral communication with information in aform that they could
refer to repeatedly to assimilate it more effectively (eg, a
booklet, a book, a website, or a video) and return to over time
to refresh their memory or fill in a blank [19]. The need for
well-coordinated postdiagnostic support, greater continuity of
carewith regard to the personnel involved, and enhanced access
to nonpharmacological interventions to support identity and
social engagement was al so found to beimportant for caregivers
[20]. Another study found that family ties and affection make
it difficult for those accompanying a loved one to identify
themselves as caregivers. Lack of support or information about
available supports, insufficient time and energy, afocus on the
needs of the accompanied person, and inadequate cooperation
with professionals are aso obstacles preventing family
caregivers from becoming aware of their own needs and
expressing them [21]. It emerges from this study that isolation
is both a key factor and the main consegquence of this lack of
awareness. Finally, on the basis of a systematic review of the
literature, Plothner and his team have identified needs that
include work-life balance, respite, the importance of trusting
service providers, low service costs, obtaining information on
existing services, and pathologies and symptom management,
among others [22].

Nevertheless, although the needs of caregivers are known and
services to meet them exist, nonuse of services persists. Earlier
studies have identified the reasons caregiversfail to use formal
services, including service-related factors (knowledge of
available services, multiplication of procedures, home care,
transportation, cost, and reliance on organizations), relational
factors (feelings of guilt, insecurity, rejection by the elder, and
isolation), information factors (network knowledge, current and
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centralized information, and proactivity of stakeholders),
experiential factors (previous experience with organizations
and the extent of the burden), and personal factors (the
caregiver's ability, denial, and self-identification) [23,24].
Bieber et a identified perceptions of useful services,
misunderstood by health care professionalsin terms of the level
of burden experienced, the competence of the informal
caregivers in providing care, little knowledge of available
services, and difficultiesin abtaining information about services
owing to the complicated service system as all congtituting
barriersto the use of services[25]. On the basis of these earlier
studies, this study aimed to prioritize the needs of caregivers of
elderly people that can be met by an eHealth tool to support the
process of help-seeking.

Methods

Research Design

This study was part of a broader participatory study using a
3-phase co-design approach: (1) identifying the needs of
caregiversin terms of toolsto support their hel p-seeking process,
(2) developing atool for caregivers corresponding to the needs
expressed, and (3) testing the usability of thetool (seeLatulippe
et a [13] for more details). This study presentsthe first step of
the design phase (box of Phase 2—Figure 1). Furthermore, 3
groups of caregivers, community workers, and HSSPs
participated in either a co-design session (CoD1 or CoD2) or
an advisory committee (AC).

The needs of caregivers have been examined in previous studies
[22]. To avoid repeating these studies but rather build on them
and deepen the reflection, we compiled a list of these needs.
The needs identified in the academic literature and during a
previous study [23] (see Multimedia Appendix 1) were sorted
by the co-designers using a Technique for Research of
Information by Animation of a Group of Experts (TRIAGE)
method to obtain a consensus on those to be prioritized [26].
TRIAGE is a dynamic technique of information retrieval and,
in some cases, decision making by a group of experts. First, 32
needs were presented, each written on a paper on the wall. By
mutual agreement, co-designers had to choose, for each need,
whether they place it in the basket (need to keep), in the trash
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(need rejected), or the refrigerator (need that did not reach
consensus or that the co-designers could not choose). The
co-designers could reformulate the needs, group them together
if they considered them equivalent, or add some.

Next, by subgroup (caregivers together, community workers
together, and HSSPs together), co-designers of the first CoD
had to prioritize the needs identified in the basket, from most
important to least important. We chose to make homogenous
subgroups as we feared that caregivers would feel less
comfortable taking a stand with workers. As the ways of
prioritizing were very different from 1 group to another and
made the analysis and choice of needs difficult, another
technique was used for the second CoD. For the latter, after
using the TRIAGE method (asfor thefirst group), acomparison
of the responseswith group 1 was discussed in aplenary session,
to understand the different reasoning underlying the choices.
Then, each co-designer had to affix stickers (amaximum of 10)
to the needs retained in the basket, which seemed a priority to
him or her. Finally, the research team presented the results of
Co-design 1 and 2 in a tabular form to the AC, highlighting
points of convergence and divergence. The purpose of the AC
was to decide on the needs to be retained for the development
of the eHealth tool. A group discussion helped to achieve this
goal.

The Research Sites

Thefirst 2 CoDswereheld in citiesin predominantly rural areas,
namely Gaspésie (Grande-Valée) and  Co6te-Nord
(Baie-Comeau). The AC was held in Quebec City and included
co-designers  from the Capitale-Nationale and
Chaudiére-Appalache regions.

Recruitment

A purposive sampling strategy was employed. For the HSSPs,
direct contact was made with management of senior services.
For community workers, adirect approach was employed after
researching community organizations for caregivers in the
targeted territory on the Web. Community workers and HSSPs
willing to recruit caregivers to participate in the study, through
a direct approach, were solicited (see Latulippe et al [13] for
more details).

Figure 1. Design phase of the entire project and steps involved in this publication (in abox). CoD: co-design session; eHealth: electronic health.
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Analysis

After each CoD, the research team was debriefed to elicit their
first impressions (eg, any surprising exchanges). Identified,
regrouped, and withdrawn needs were classified with Excel
(Microsoft) by 1 member of the research team and then validated
with the rest of theteam. The needsretained in the 2 groups, as
well as the prioritization, were compared. The AC decided on
the needs to be retained by group consensus.

Results

Sociodemogr aphic Data

The group in thefirst CoD included 3 caregivers, 2 community
workers, and 2 HSSPs (a total of 7 co-designers). The group

Table 1. Sociodemographic data of all co-designers.
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consisted solely of women aged 37 to 66 years. The group in
the second CoD included 4 caregivers, 1 community worker,
and 1 health and socia services worker (a total of 6
co-designers). This latter group comprised co-designers aged
41 to 77 years, one of whom was a man. The AC consisted of
1 caregiver, 2 community workers, 2 HSSPs, and 3 researchers
who collaborated on the project (8 co-designersin all). Table
1 presents the sociodemographic data of all the co-designers
(CoD1, CoD2, and AC) who contributed to the identification
of the needs, with the exception of the researchers.

Sociodemographic data

Caregivers (n=8)

Health and social service
professional (n=5)

Community workers (n=5)

Sex (n)
Women 7
Men 1

Age (years), range (mean)

Education level (n)
Elementary school 1
High school 2
College 1
University 4

Age of the relative (years), range (mean)

Diagnosis of therelative (n)

Pick's disease
Autonomy loss
Intellectual disability
Muscular dystrophy
Stroke

Mental health disease

N e L

Cancer
Relationship to the person they provide care for (n)
Children
Sibling
Spouse

Friend

P N N W

Number of yearsto be a caregiver (years), range (mean)

Between 1 and 60 years 20.3

4210 77 (59.4)

4 5
1 0
25 t0 66 (47.8) 33 t0 53 (42.6)

N N B O
A », O O

61 to 94 (73.4) _a _

@\ ot applicable as the notions of age, diagnosis, nature of the relationship with the relative and the number of years to be a caregiver do not apply to

health and social service professional and community workers.
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Technique for Resear ch of Information by Animation
of aGroup of Expertsand Prioritization of Co-Design
Session

The entire process is shown in Figure 2, and the details of the
choices made are shown in Multimedia Appendix 2. The first
co-design group retained 17 initial needs. Co-designers
reformulated 3 and regrouped 5 needs into one. They rejected
7 and added 2 for a total of 23 needs to consider for the
prioritization exercise.

Caregivers retained al the needs in the prioritization exercise.
They put them in order of importance. The HSSP retained the
needs in the prioritization exercise and prioritized 2 needs that
had been rejected in TRIAGE (having access to a network of
people who know the resources and having access to a service
suitable for older persons). The group of community workers
choseall 23 needsin their prioritization exercise and put 1 need
intheir prioritization section that had been rejected in TRIAGE
(having accessto aservice offer suitable for elders), which they
classified into 12 subgroups.

Latulippe et al

The second co-design group selected 15 initial needs (without
having seen the results of the first co-design), reformulated 4,
grouped 4 into 1 and 2 into 1, rejected 7, and added 1 need.
Co-designers from this second group proposed 22 needs to be
considered in the tool. At our request, they then prioritized 10
needs.

Finally, the AC decided to retain all the needs identified by the
groupsasimportant (classified in the basket during the TRIAGE
exercise). The committee mandated the research team to regroup
similar needs and also remove those that were inherent to the
objective of thetool (eg, finding resources) or beyond thelimits
of what the tool can do (eg, offering coordinated services). The
result of the prioritization (10 more priority needs) at Co-design
2 was, therefore, not considered more than the prioritization of
Co-design 1. Fromtheinitial needs, 14 wereretained, 4 clusters
were created, 1 was reworded, and 7 were rejected. Therefore,
atotal of 19 needs were retained to serve as the basis for the
development of the tool (Textbox 1).

Figure 2. Diagram of the needs identification process used as the basis for the electronic health tool. TRIAGE: Technique for Research of Information

by Animation of a Group of Experts.
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Textbox 1. Needs retained to serve as the basis for the development of the tool.

Having access to up-to-date information, anytime, anywhere
Having access to educational interventions

Having access to a service offer suitable for elders

Having access to a keyword search

Being able to add training workshops, resources, and activities

Asking questions

Receiving information regularly

© © N o g &~ w N P

Having access to concise and simple tools

=
©

Having a choice of language

=
[N

. Being reassured about resources

Jany
N

. Being able to access and keep information easily

=
w

Recognizing the needs

=
&

Recognizing themselves as caregivers

=
o

Being comfortable using the service

=
2

Being able to connect with people experiencing the same situation

= e
o N

Being encouraged to use the services

=
©

Being guided in the help-seeking process

Knowing the service offer (costs, transportation, home-based care, eligibility criteria, and proximity)

. Being encouraged to request help before reaching a state of exhaustion

Discussion

Principal Findings

In summary, the results obtained are as follows: of the initial
list of 32 needs, 12 were modified or added, as the needs were
poorly formulated, redundant, irrel evant, or impossible to meet.
Intheend, 19 needswereidentified for the design of the eHealth
tool. There were no identified needs that surprised the research
team astheinitial list of needs came from previous studies and
was, therefore, well justified. The 3 additions made by the
co-designers (knowing about the proximity of services, being
informed about staff stability, and being able to add training
workshops, resources, and activities) are also consistent with
the literature. Proximity or lack of proximity to services can be
a barrier to using services as the extra time required to get to
the resource signifies a greater expenditure of time and money
[27]. Thus, it is important that the caregiver finds resources
nearby or at least knows that transportation will be needed to
get there. In addition, limited access to transportation, in rural
areas among others, can make use of the service impossible
[25]. The need to be informed about staff stability is not a
surprisefor people who have worked in the health or community
network. A recent study by our team rai sed thisissue asafactor
in the nonuse of formal services [23]. However, this need,
although considered significant, was not retained as
organizations have little control over thisaspect, which can vary
greatly over time. Thelast need added, being ableto add training
workshops, of course, isarequest from community stakeholders
to promote their activity. Despite marketing efforts, some
activities of community organizations do not attract enough

http://aging.jmir.org/2019/1/€12271/

participants. However, the need for information (eg, methods
or strategies for managing physical and psychological care and
access to care services) is well documented and could be met
through conferences or workshops [28,29].

However, what surprised and even unsettled the research team
was the rejection of the need being advised by a peer from the
first group. The reasoning behind this rejection was that it isa
need that should be met by the services and not viaaWeb tool.
Several academic studies have documented the importance of
support groups or the contribution that a peer may make in
helping a caregiver [23,28,30]. This has led to the first
epistemological issue: wanting co-designers to realy share
decision-making leads to a challenge in reaching agreement
when experts have different perspectives (on the basis of theory,
experience, and practice). Thisissue wasfaced by the Hendricks
team, which also argued that this is inevitable when a red
co-design approach is used [31]. When the second group chose
to prioritize this need, this raised another issue related to the
methodology: what should be done when there is a difference
in the choices of co-design groups? Submitting the results of
the first group to the second group at the end of the session and
discussing the differences with them helped to further the
discussion. The importance of the AC was highlighted in the
face of these 2 issues. Here, the intervention of a third party
(the AC comprised both caregivers and workers) made it
possible to reach decisions and to continue the project without
the research team having to take a stand in favor of one group
or another.
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Other Reflections on the M ethod Used

It is possible that basing reflection on an existing list of needs
may influence the choice of co-designers. However, asthislist
comes from previous academic studies with caregivers, this
appears to be useful data. In addition, the co-designer can
completely modify the list (remove needs, add, or group them)
and, thus, update thislist. In our opinion, thefact that 3 different
groups took part in this reflection and that, for each of the
groups, there were caregivers, community workers, and HSSPs,
also makesit possibleto meet the scientific criteriaof credibility.
Finally, the fact that co-designers added 2 needs (to Co-design
1) and 1 need (to Co-design 2) demonstrates that co-designers
were not passive in this reflection. We believe that this method
makes it possible to meet the objective (identifying the needs
of future users) efficiently, using aco-design approach, to allow
more time for the development of functionalities and content
of the eHealth tool.

Furthermore, the entire project covers several regions, including
both rural and urban areas, to provide a variety of perspectives
and includes atotal of 74 co-designers. However, this study is
about needs identification, the first part of the co-design phase
of this project. This was carried out in 2 regions classified as
rural (Co-design 1 and 2) and acity (AC) of the same province
with arelatively small sample (21 co-designers in total). The
identified needs of caregiversliving in urban or rural areas may
differ [25]. Thus, we can question the transferability of the data
obtained. However, the choice of the method of TRIAGE from
alist on the basis of the scientific literature (and consequently
according to different perspectives) reassures us as to the
transferability of the needs chosen for the continuation of the
phase of co-design on one hand but also for the utility that this
can represent for the academic and clinical community.

Although we believe that the needs identified can be applied to
both rural and urban areas, this method does highlight the
specific features of each of the regions. For example, consider
the Aboriginal community on the Céte-Nord and the issue of
confidentiality, given the small size of the community and the
proximity of peoplein Grande-Vallée. To allow severa regions
to share their uniqueness, the rest of the project took place in
different regions, and it was possible for co-designersto discuss
the particularities of their region.

Limitations

Although this was not deliberate, the ethnicity of the
co-designers was almost entirely Caucasian. Considering that
culture greatly influences the perception of the role of a
caregiver and the relationship with health services, it can be
assumed that needswill be different for other communities[32].
Another limitation is that several caregivers had the dual role
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of being both community workers or HSSPs and caregivers.
This may have influenced the choice of needs as knowledge of
the health network before the role of a caregiver is afacilitator
of resource use [23]. At the same time, it is also a redlity.
Caregivers necessarily take on severa roles at once. Finally,
the strategy for prioritizing needs was modified for the second
group to limit the number of needsthat would serve asthe basis
for developing the tool. To our knowledge, there are no
recommendations as to the number of needs that can be used
asthe basisfor aWeb tool. At that moment, the fear was of not
being able to meet all the stated needs. This change limited the
ability to compare groups. Nonethel ess, the AC decided to keep
theinitial needs that had been retained in the basket during the
TRIAGE exercise, justifying their decision by the fact that if
the need had been kept, it was considered important. In this
sense, the prioritization exercise appears to be unnecessary.

Conclusions

Using aco-design approach and the TRIAGE method, caregivers
of functionally dependent older persons, community workers,
and HSSPsidentified 19 needs serving asthe basisfor designing
an eHealth tool to support the help-seeking process. The
important objective of having access to up-to-date information
a any time and in any place, educational and adapted
interventions, akeyword search tool, information on the formal
services offered, and the possibility of asking questions,
receiving information regularly, and retrieving information
effortlessly (needs expressed by co-designers) can be achieved
quite easily with an eHealth tool, as long as it is smple and
concise and in the future user’s language. Nevertheless, in this
study, the innovative challenge offered by the co-designersis
that of also responding to more emotional needs, such asbeing
reassured about service providers, recognizing one's own needs
and those of the elder, recognizing oneself in the role of a
caregiver, being comfortable using formal services, being in
contact with peers, being encouraged to seek help before
symptoms of fatigue appear, and, finally, being guided through
the process of seeking help through an eHealth tool. The next
step of the project involves co-designers (caregivers, community
workers, and HSSPs) being asked to choose and develop
functional and content requirementsthat meet the selected needs
and, therefore, respond to this challenge. It islikely that several
existing tools (Web and apps) for caregivers meet some of the
needs identified in this study, especialy those of an
informational nature. Asthe eHealth tool targeted by thisproject
isintended to complement what already exists, the next step of
the study will be to analyze, with the co-designers, the tools
availableto identify the needs aready met versus the needs yet
to be met.

This study was conducted at the Centre d’ excellence sur le vieillissement de Québec (the Québec Centrefor Excellence on Aging)
of the CHU of Québec—Université Laval. The funds for this study were granted by the ministére de la Famille—programme
Québec Ami des Anés (Ministry for the Family-Québec Friend of Seniors program). The authors aso thank the Institute on
Aging and Social Participation of Seniors (IVPSA) for financial support in writing this paper.

http://aging.jmir.org/2019/1/€12271/

JMIR Aging 2019 | vol. 2| iss. 1|€12271 | p. 7
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Latulippe et al

Conflictsof Interest
None declared.

Multimedia Appendix 1

Initial list of caregivers needs.
[PDE File (Adobe PDF File), 17KB-Multimedia Appendix 1]

Multimedia Appendix 2

Results of the Technique for Research of Information by Animation of a Group of Experts and decisions taken by the advisory
committee.
[PDFE File (Adobe PDF File), 89K B-Multimedia Appendix 2]

References

1.  Consail du statut delafemme: Accueil. 2018. Les proches aidantes et les proches aidants au Québec: Analyse différenciée
selon les sexes URL : https.//www.csf.gouv.gc.calwp-content/uploads/por_proches aidants20180419 web.pdf [accessed
2019-05-10] [WebCite Cache ID 78GwWAVf4x]

2. SinhaM. Statistics Canada. 2012. Portrait des aidants familiaux URL: https://www3150.statcan.gc.ca/nl/fr/pub/89-652-x/
89-652-x2013001-fra.pdf ?st=xZY L QtI C [accessed 2019-05-10] [WebCite Cache ID 78GwKXw(qj]

3. Indtitut delastatistique du Québec. 2018. L e bilan démographique du Québec URL : http://www.stat.gouv.qc.calstatistiques/
popul ation-demographi e/bilan2018.pdf [accessed 2019-05-10] [WebCite Cache ID 78GwY5GY 8]

4,  Statistics Canada. 2010. Projections démographiques pour le Canada, les provinces et les territoires, 2009 a 2036 URL:
https.//www150.statcan.gc.ca/n1/fr/pub/91-520-x/91-520-x2010001-fra. pdf 2st=Jmw3ysdc [ accessed 2019-05-10] [WebCite
Cache ID 78GwgzO3J]

5. Wackerbarth SB, Johnson MM. Essential information and support needs of family caregivers. Patient Educ Couns 2002
Jun;47(2):95-100. [Medline: 12191532]

6.  Prorok JC, Horgan S, Seitz DP. Health care experiences of people with dementiaand their caregivers. a meta-ethnographic
analysisof quditative studies. CMAJ2013 Oct 1;185(14):E669-E680 [FREE Full text] [doi: 10.1503/cmaj.121795] [Medline:
24003093]

7. Grigorovich A, Rittenberg N, Dick T, McCann A, Abbott A, Kmielauskas A, et a. Roles and coping strategies of sons
caring for a parent with dementia. Am J Occup Ther 2016;70(1):7001260020p1-7001260020p9. [doi:
10.5014/4j0t.2016.017715] [Medline: 26709428]

8.  Cristancho-Lacroix V, Wrobel J, Cantegreil-Kallen |, Dub T, Rouquette A, Rigaud A. A web-based psychoeducational
program for informal caregivers of patients with Alzheimer's disease: a pilot randomized controlled trial. J Med Internet
Res 2015;17(5):e117 [FREE Full text] [doi: 10.2196/jmir.3717] [Medline: 25967983]

9.  Kernisan LP, Sudore RL, Knight SJ. Information-seeking at a caregiving website: a qualitative analysis. JMed Internet
Res 2010;12(3):e31 [FREE Full text] [doi: 10.2196/jmir.1548] [Medline: 20675292]

10. WuY, Faucounau V, de Rotrou J, Riguet M, Rigaud A. [Information and communication technol ogy interventions supporting
carers of people with Alzheimer's disease: aliterature review]. Psychol Neuropsychiatr Vieil 2009 Sep;7(3):185-192. [doi:
10.1684/pnv.2009.0175] [Medline: 19720579]

11. McKechnieV, Barker C, Stott J. Effectiveness of computer-mediated interventions for informal carers of people with
dementia-a systematic review. Int Psychogeriatr 2014 Oct;26(10):1619-1637 [FREE Full text] [doi:
10.1017/S1041610214001045] [Medline: 24989249]

12. Eysenbach G. What is e-health? J Med Internet Res 2001 Jun;3(2):E20. [doi: 10.2196/jmir.3.2.e20] [Medline: 11720962]

13. Latulippe K, Guay M, Ethier S, Sévigny A, Dubé V, Provencher V, et a. Supporting the process of help-seeking by
caregivers of functionally dependent older persons through electronic health: protocol for a multicenter co-design. IMIR
Res Protoc 2019 Apr 26;8(4):€11634 [FREE Full text] [doi: 10.2196/11634] [Medline: 31025956]

14. Latulippe K, Hamel C, Giroux D. Social health inequalities and eHealth: aliterature review with qualitative synthesis of
theoretical and empirical studies. JMed Internet Res 2017 Apr 27;19(4):e136 [FREE Full text] [doi: 10.2196/jmir.6731]
[Medline: 28450271]

15. Sanders EB, Stappers PJ. Co-creation and the new landscapes of design. CoDesign 2008 Mar;4(1):5-18. [doi:
10.1080/15710880701875068]

16. Greenbaum J, Kyng M. Design at Work: Cooperative Design of Computer Systems. New York: CRC Press; 1991.

17. SandersEB, Stappers PJ. Convivial Toolbox: Generative Research for the Front End of Design. Amsterdam: BIS Publishers;
2012.

18. AmievaH, Rullier L, Bouisson J, Dartigues J, Dubois O, Salamon R. [ Needs and expectations of Alzheimer's diseasefamily
caregivers]. Rev Epidemiol Sante Publique 2012 Jun;60(3):231-238. [doi: 10.1016/].respe.2011.12.136] [Medline: 22595420]

http://aging.jmir.org/2019/1/€12271/ JMIR Aging 2019 | vol. 2 |iss. 1| e12271 | p. 8
(page number not for citation purposes)

RenderX


https://jmir.org/api/download?alt_name=aging_v2i1e12271_app1.pdf&filename=f3ca032cc1f786f4cabc83fb20b40c53.pdf
https://jmir.org/api/download?alt_name=aging_v2i1e12271_app1.pdf&filename=f3ca032cc1f786f4cabc83fb20b40c53.pdf
https://jmir.org/api/download?alt_name=aging_v2i1e12271_app2.pdf&filename=74d9e7a7a55690ee2672e89c269ff619.pdf
https://jmir.org/api/download?alt_name=aging_v2i1e12271_app2.pdf&filename=74d9e7a7a55690ee2672e89c269ff619.pdf
https://www.csf.gouv.qc.ca/wp-content/uploads/por_proches_aidants20180419_web.pdf
http://www.webcitation.org/

                                            78GwAVf4x
https://www150.statcan.gc.ca/n1/fr/pub/89-652-x/89-652-x2013001-fra.pdf?st=xZYLQtIC
https://www150.statcan.gc.ca/n1/fr/pub/89-652-x/89-652-x2013001-fra.pdf?st=xZYLQtIC
http://www.webcitation.org/

                                            78GwKXwqj
http://www.stat.gouv.qc.ca/statistiques/population-demographie/bilan2018.pdf
http://www.stat.gouv.qc.ca/statistiques/population-demographie/bilan2018.pdf
http://www.webcitation.org/

                                            78GwY5GY8
https://www150.statcan.gc.ca/n1/fr/pub/91-520-x/91-520-x2010001-fra.pdf?st=Jmw3ysdc
http://www.webcitation.org/

                                            78GwgzO3J
http://www.webcitation.org/

                                            78GwgzO3J
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12191532&dopt=Abstract
http://www.cmaj.ca/cgi/pmidlookup?view=long&pmid=24003093
http://dx.doi.org/10.1503/cmaj.121795
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24003093&dopt=Abstract
http://dx.doi.org/10.5014/ajot.2016.017715
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26709428&dopt=Abstract
http://www.jmir.org/2015/5/e117/
http://dx.doi.org/10.2196/jmir.3717
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25967983&dopt=Abstract
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=2956334&tool=pmcentrez&rendertype=abstract
http://dx.doi.org/10.2196/jmir.1548
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20675292&dopt=Abstract
http://dx.doi.org/10.1684/pnv.2009.0175
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19720579&dopt=Abstract
http://journals.cambridge.org/abstract_S1041610214001045
http://dx.doi.org/10.1017/S1041610214001045
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24989249&dopt=Abstract
http://dx.doi.org/10.2196/jmir.3.2.e20
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11720962&dopt=Abstract
http://www.researchprotocols.org/2019/4/e11634/
http://dx.doi.org/10.2196/11634
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31025956&dopt=Abstract
http://www.jmir.org/2017/4/e136/
http://dx.doi.org/10.2196/jmir.6731
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28450271&dopt=Abstract
http://dx.doi.org/10.1080/15710880701875068
http://dx.doi.org/10.1016/j.respe.2011.12.136
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22595420&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Latulippe et al

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

Dunbrack J. Government of Canada. 2005. L es besoins d'information des aidants naturel s qui apportent soutien a un proche
gravement malade URL : https://www.canada.cal/content/dam/hc-sc/migration/he-sc/hes-sss/alt formats/hpb-dgps/pdf/pubs/
2005-info-caregiver-aidant/2005-info-caregiver-ai dant-fra.pdf [accessed 2019-05-10] [WebCite Cache ID 78GxgSzoT]
GorskaS, Forsyth K, Irvine L, Maciver D, Prior S, Whitehead J, et al. Service-related needs of older people with dementia:
perspectives of service users and their unpaid carers. Int Psychogeriatr 2013 Jul;25(7):1107-1114. [doi:
10.1017/S1041610213000343] [Medline: 23534964]

Partenariat éducatif Grundtvig. Bienvenue sur le site dela FIRAH. 2012. L 'auto-évaluation de leurs besoins par |es aidants
familiaux, un point de départ pour obtenir de I'aide URL: https://www.firah.org/upload/notices2/avril2013/
grundtvig-full-report-fr.pdf [accessed 2019-05-10] [WebCite Cache ID 78GxoFAiY]

P6thner M, Schmidt K, de Jong L, Zeidler J, Damm K. Needs and preferences of informal caregivers regarding outpatient
carefor the elderly: a systematic literature review. BMC Geriatr 2019 Mar 13;19(1):82 [FREE Full text] [doi:
10.1186/s12877-019-1068-4] [Medline: 30866827]

Latulippe K, Guay M, Giguére A, Provencher V, Svigny A, Poulin V, et a. [Promote the home support of elderly people
with neurocognitive disorders: perception by caregivers of their process of seeking help]. Rev Epidemiol Sante Publique
2019;67(1):43-49. [doi: 10.1016/j.respe.2018.10.002]

Mast ME. To use or not to use. A literature review of factors that influence family caregivers' use of support services. J
Gerontol Nurs 2013 Jan;39(1):20-8; quiz 29. [Medline: 23413449]

Bieber A, Nguyen N, Meyer G, Stephan A. Influences on the access to and use of formal community care by people with
dementia and their informal caregivers: a scoping review. BMC Health Serv Res 2019 Feb 1;19(1):88 [FREE Full text]
[doi: 10.1186/s12913-018-3825-z] [Medline: 30709345]

GervaisM, Pépin G. TRIAGE: anew group technique gaining recognition in evaluation. Eval J Australasia2002;2(2):45-49.
[doi: 10.1177/1035719X0200200212]

Morgan DG, Semchuk KM, Stewart NJ, D'Arcy C. Rural families caring for arelative with dementia: barriers to use of
formal services. Soc Sci Med 2002 Oct;55(7):1129-1142. [Medline: 12365526]

McCabeM, You E, Tatangelo G. Hearing their voice: asystematic review of dementiafamily caregivers needs. Gerontologist
2016 Dec;56(5):e70-e88. [doi: 10.1093/geront/gnw078] [Medline: 27102056]

Stephan A, Bieber A, Hopper L, Joyce R, Irving K, Zanetti O, Actifcare Consortium. Barriers and facilitators to the access
to and use of formal dementia care: findings of afocus group study with people with dementia, informal carers and health
and socia care professionals in eight European countries. BMC Geriatr 2018 Jun 4;18(1):131 [FREE Full text] [doi:
10.1186/s12877-018-0816-1] [Medline: 29866102]

Wilkerson D, Brady E, Yi E, Bateman D. Friendsourcing peer support for Alzheimer's caregivers using Facebook social
media. J Technol Hum Serv 2018:1-20. [doi: 10.1080/15228835.2018.1449709)]

Hendriks N, SlegersK, Duysburgh P. Codesign with peopleliving with cognitive or sensory impairments: a case for method
stories and uniqueness. CoDesign 2015 Mar 11;11(1):70-82. [doi: 10.1080/15710882.2015.1020316]

Schaffler J, Tremblay S, Laizner A, Lambert S. Devel oping education materialsfor caregiversof culturally and linguistically
diverse patients: Insights from a qualitative analysis of caregivers needs, access and understanding of information. Health
Expect 2019 Feb 14. [doi: 10.1111/hex.12867] [Medline: 30767349]

Abbreviations

AC: advisory committee

CoD: co-design session

eHealth: electronic health

HSSP: health and social service professional

TRIAGE: Technique for Research of Information by Animation of a Group of Experts

Edited by J Wang; submitted 20.09.18; peer-reviewed by J Boger; comments to author 08.11.18; revised version received 02.04.19;
accepted 22.04.19; published 23.05.19

Please cite as:

Latulippe K, Tremblay M, Poulin \, Provencher V, Giguere AMC, Stvigny A, Dubé V, Ethier S, Guay M, Carignan M, Giroux D
Prioritizing the Needs of Caregivers of Older Adultsto Support Their Help-Seeking Process as a First Sep to Devel oping an eHealth
Tool: The Technique for Research of Information by Animation of a Group of Experts (TRIAGE) Method

JMIR Aging 2019;2(1):e12271

URL: http://aging.jmir.org/2019/1/€12271/

doi: 10.2196/12271

PMID: 31518269

http://aging.jmir.org/2019/1/€12271/ JMIR Aging 2019 | vol. 2 |iss. 1| e12271|p. 9

RenderX

(page number not for citation purposes)


https://www.canada.ca/content/dam/hc-sc/migration/hc-sc/hcs-sss/alt_formats/hpb-dgps/pdf/pubs/2005-info-caregiver-aidant/2005-info-caregiver-aidant-fra.pdf
https://www.canada.ca/content/dam/hc-sc/migration/hc-sc/hcs-sss/alt_formats/hpb-dgps/pdf/pubs/2005-info-caregiver-aidant/2005-info-caregiver-aidant-fra.pdf
http://www.webcitation.org/

                                            78GxgSzoT
http://dx.doi.org/10.1017/S1041610213000343
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23534964&dopt=Abstract
https://www.firah.org/upload/notices2/avril2013/grundtvig-full-report-fr.pdf
https://www.firah.org/upload/notices2/avril2013/grundtvig-full-report-fr.pdf
http://www.webcitation.org/

                                            78GxoFAiY
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-019-1068-4
http://dx.doi.org/10.1186/s12877-019-1068-4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30866827&dopt=Abstract
http://dx.doi.org/10.1016/j.respe.2018.10.002
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23413449&dopt=Abstract
https://bmchealthservres.biomedcentral.com/articles/10.1186/s12913-018-3825-z
http://dx.doi.org/10.1186/s12913-018-3825-z
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30709345&dopt=Abstract
http://dx.doi.org/10.1177/1035719X0200200212
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12365526&dopt=Abstract
http://dx.doi.org/10.1093/geront/gnw078
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27102056&dopt=Abstract
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-018-0816-1
http://dx.doi.org/10.1186/s12877-018-0816-1
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29866102&dopt=Abstract
http://dx.doi.org/10.1080/15228835.2018.1449709
http://dx.doi.org/10.1080/15710882.2015.1020316
http://dx.doi.org/10.1111/hex.12867
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30767349&dopt=Abstract
http://aging.jmir.org/2019/1/e12271/
http://dx.doi.org/10.2196/12271
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31518269&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Latulippe et al

©Karine Latulippe, Mélanie Tremblay, Valérie Poulin, Véronique Provencher, Anik MC Giguere, Andrée Sévigny, Véronique
Dubé, Sophie Ethier, Manon Guay, M aude Carignan, Dominique Giroux. Originally publishedin IMIR Aging (http://aging.jmir.org),
23.05.2019. This is an open-access article distributed under the terms of the Creative Commons Attribution License
(https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in any medium,
provided the original work, first published in IMIR Aging, is properly cited. The complete bibliographic information, a link to
the original publication on http://aging.jmir.org, as well as this copyright and license information must be included.

http://aging.jmir.org/2019/1/€12271/ JMIR Aging 2019 | val. 2 |iss. 1| e12271 | p. 10

(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

