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Abstract
Background: Caregivers (ie, family members and friends) play a vital role in the ongoing care and well-being of community-living
older persons with Alzheimer disease and related dementia in combination with multiple chronic conditions. However, they often
do so to the detriment of their own physical, mental, and emotional health. Caregivers often experience multiple challenges in
their caregiving roles and responsibilities. Recent evidence suggests that Web-based interventions have the potential to support
caregivers by decreasing caregiver stress and burden. However, we know little about how Web-based supports help caregivers.
Objective: The objectives of this paper were to describe (1) how the use of a self-administered, psychosocial, supportive,
Web-based Transition Toolkit, My Tools 4 Care (MT4C), designed by atmist, Edmonton, Alberta, Canada, helped caregivers of
older adults with Alzheimer disease and related dementia and multiple chronic conditions; (2) which features of MT4C caregivers
found most and least beneficial; and (3) what changes would they would recommend making to MT4C.
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Methods: This study was part of a larger multisite mixed-methods pragmatic randomized controlled trial. The qualitative portion
of the study and the focus of this paper used a qualitative descriptive design. Data collectors conducted semistructured, open-ended,
telephone interviews with study participants who were randomly allocated to use MT4C for 3 months. All interviews were
audio-taped and ranged from 20 to 40 min. Interviews were conducted at 1 and 3 months following a baseline interview. Qualitative
content analysis was used to analyze collected data.
Results: Fifty-six caregivers from Alberta and Ontario, Canada, participated in either one or both of the follow-up interviews
(89 interviews in total). Caregivers explained that using MT4C (1) encouraged reflection; (2) encouraged sharing of caregiving
experiences; (3) provided a source of information and education; (4) provided affirmation; and for some participants (5) did not
help. Caregivers also described features of MT4C that they found most and least beneficial and changes they would recommend
making to MT4C.
Conclusions: Study results indicate that a self-administered psychosocial supportive Web-based resource helps caregivers of
community-dwelling older adults with Alzheimer disease and related dementia and multiple chronic conditions with their complex
caregiving roles and responsibilities. The use of MT4C also helped caregivers in identifying supports for caring, caring for self,
and planning for future caregiving roles and responsibilities. Caregivers shared important recommendations for future development
of Web-based supports.
(JMIR Aging 2018;1(1):e2) doi:10.2196/aging.8475
KEYWORDS
Internet; Web-based interventions; qualitative research; caregivers; aged; dementia; multiple chronic conditions

Introduction
Background
For the majority of older persons living at home with Alzheimer
disease and related dementias (ADRD), family and friends take
on the role of caregivers [1,2]. The trajectory of caring for a
person with ADRD is typically a long process that evolves over
time and intensifies, becoming more time-consuming as well
as physically and emotionally demanding as the disease
progresses [1]. This care is made even more complex by the
presence of multiple chronic conditions (MCC), defined as 2
or more concurrent chronic conditions. A recent retrospective
cohort study of community-living older adults in Ontario,
Canada, found that 83% of people with dementia had 2 or more
chronic conditions [3], which is even higher than people with
diabetes, 76% of whom have 2 or more chronic conditions [4].
In a recent study that involved caregivers of community-living
older adults with 3 or more chronic conditions, with at least one
of dementia, diabetes, or stroke, the experience of managing
MCC was described by caregivers as a complex, overwhelming,
draining, and complicated process [5]. While caring for a person
with ADRD can provide a source of meaning and fulfillment
[1], its adverse effects on the caregiver’s physical and mental
health, financial well-being, and quality of life are well
documented [6-9]. Effective, innovative and cost-efficient
interventions are needed to address the deleterious effects of
caregiving and to support caregivers in caring for persons with
ADRD and MCC. Web-based interventions offer a potentially
low-cost and accessible way to help these caregivers.

Use of Web-Based Resources Among Caregivers
There is growing evidence that Web-based interventions are
cost-effective, efficient, and offer the potential of greater
accessibility to caregivers [10]. Caregivers of persons with
dementia may favor Web-based tools over face-to-face meetings
because of lack of time; concerns with privacy; the need to
travel, leave, or arrange care; and stigma [11]. A number of
http://aging.jmir.org/2018/1/e2/
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recent systematic reviews have examined the characteristics
and effectiveness of Web-based interventions for caregivers of
community-dwelling people living with dementia [12-16]. The
components and delivery of the interventions are heterogeneous,
ranging from websites with information and support to a
combination of information with email, support by a coach, or
exchange with other caregivers online [12]. Web-based
interventions have positive effects on the well-being of
caregivers, such as reductions in stress, burden, and depression
[12,14]. Caregivers who used Web-based interventions reported
increased confidence and self-efficacy in caregiving [12,14]. A
recent systematic review examined social support interventions,
including Web-based supports, for caregivers of persons with
dementia [13]. Qualitative findings revealed that Web-based
social interventions allowed for sharing and companionship and
reduced social isolation and improved relationship quality with
the person with ADRD [13].
Some studies have reported qualitative findings on caregivers’
experiences in using Web-based tools and have revealed that
caregivers valued the convenience and flexibility of these tools
[17-21]. Many caregivers gained knowledge and skills and
learned strategies that helped them care for the person with
dementia [17,19,20,22]. Some studies cited the opportunity to
interact and share with, and learn from other caregivers (ie, via
email, online discussion groups, blogs, or video meetings) as a
benefit to the Web-based intervention [20,22]. Caregivers
appreciated (1) being able to discuss their situation and express
themselves freely [18,21,23]; (2) hearing the stories of other
caregivers [22,23], and (3) receiving support from other
caregivers [20]. Another frequently cited benefit of Web-based
interventions was the opportunity to access caregiving support
and advice from professionals [18,21-23].
Conversely, caregivers identified aspects of Web-based
interventions that were not beneficial. These included (1) a lack
of, or limited interaction with, other caregivers [18-20]; (2)
difficulty with language and computer literacy [23]; and (3)
difficulty with navigation [19] or specific aspects of the website.
JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.2
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Figure 1. Screenshot of MyTools4Care.

We know little from a qualitative perspective of caregivers’
experiences with using Web-based interventions and how the
use of these supports helps caregivers. This study is important
in providing in-depth qualitative insight into how a psychosocial,
Web-based intervention may help caregivers in caring for
persons living with ADRD and MCC. Recommendations made
by caregivers will be valuable in shaping the development of
future Web-based interventions.

description of the sections and content of the Transition Toolkit
is available in the protocol paper [24].

Description of Intervention: My Tools 4 Care

1.

This study is part of a larger multisite, pragmatic, mixed methods
randomized controlled trial (RCT) [24]. The purpose of the RCT
was to determine how the use of a self-administered,
psychosocial, supportive, Web-based Transition Toolkit, My
Tools 4 Care (MT4C), designed by atmist, Edmonton, Alberta,
Canada, affects health-related quality of life, hope, and
self-efficacy among caregivers of older adults (≥65 years) with
ADRD and MCC compared with an educational control group.
The Transition Toolkit developed by Duggleby, Swindle, and
Peacock [25], was based on transitions theory [26].
The original paper-based Transition Toolkit was assessed in a
pilot study and found to be feasible, easy to use, acceptable for
use, and to have the potential to support caregivers through
transitions [25]. On the basis of the pilot study, it was converted
into a Web-based format: MT4C. MT4C consists of 6 sections:
About Me, Common Changes to Expect, Frequently Asked
Questions, Resources, Important Health Information, and a
Calendar (see Figure 1). MT4C is self-administered and
designed to be used by the caregiver when and how they wish.
In the About Me section, users have the option to add content,
such as their personal thoughts or reflections about their story
and goals as a caregiver, and to store or upload information
about themselves or the care recipient. The site offers
information about changes that caregivers may experience,
answers to frequently asked questions, weblinks to information
and resources, and links to videos and written comments that
capture the experiences of other caregivers. A detailed
http://aging.jmir.org/2018/1/e2/
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Research Questions
This paper reports on the qualitative findings from participants
who were randomly assigned to use MT4C for 3 months as part
of the larger RCT. The research questions for the qualitative
portion of the study were as follows:

2.
3.

How does a self-administered psychosocial, Web-based
Transition Toolkit (MT4C) help caregivers of
community-dwelling older adults with ADRD and MCC?
Which features of the Toolkit do caregivers find most and
least helpful?
What changes would caregivers recommend making to the
Toolkit?

Methods
Study Design
A qualitative descriptive design was used [27,28]. Qualitative
description is based on the theoretical foundation of naturalistic
inquiry, which aims to study events and persons in their natural
state. The methodology aims to provide an accurate description
of the phenomenon using everyday language.

Sample
Consistent with the qualitative descriptive approach, a
combination of criterion and maximum variation sampling
techniques were used to obtain a purposeful sample (N=56) of
caregivers of older adults with ADRD and MCC who were
living at home, across both study sites (Alberta and Ontario,
Canada). Unpaid caregivers who met the following criteria were
eligible to participate in the larger RCT and included (1) a family
member or friend who was providing physical, emotional, or
financial care to an older adult (≥65 years of age) who had
ADRD and 2 or more chronic conditions and was living at home;
(2) English-speaking; (3) ≥18 years of age; and (4) able to use
and had access to a computer with internet connection and had
JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.3
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an email address. We used maximum variation sampling to
achieve a broad representation of caregivers by gender,
relationship with the care recipient (eg, spouse, child, other),
and province.

Recruitment
For the RCT, eligible participants were primarily recruited
through local branches of the Alzheimer Society in both
provinces. Site-specific research staff attended caregiver
education groups or events held by the Alzheimer Society, to
share information about the study and recruit potential
participants. Coordinators from other community-based
caregiver support groups, geriatric outpatient or memory clinics,
adult day programs, and senior support services assisted in
distributing recruitment materials (eg, brochures or postcards)
to interested caregivers and referred them to the appropriate
research staff in each site. With their consent, interested
caregivers were contacted by the research coordinator to answer
their questions, confirm their eligibility to participate in the
study, and arrange a time for the first interview.

Ploeg et al
was completed by a subgroup (n=4) of the larger research team.
Consistent with a qualitative descriptive design, qualitative
content analysis was used to analyze the data [27,28]. We used
a conventional content analysis approach where coding
categories were derived directly from the text data [30]. The
research questions provided a broad frame for the categorization
of the data. Initially, all 4 members of the analysis team
independently read each transcript, looking for similarities,
differences and patterns in the data, and labeling them with
codes [31]. Members then met regularly to discuss, compare,
corroborate, and revise codes and group them into themes
describing the caregiver’s experience. NVivo 11 software (QSR
International Inc., Burlington, MA) was used to manage and
support analysis of the study data.

Data Collection

Several strategies were used to enhance the rigor of the study
and ultimately produce an accurate description of the experience
of using MT4C among caregivers of older adults with ADRD
and MCC. Credibility, or the accuracy of the description of the
caregivers’ experiences, was enhanced by purposefully sampling
caregivers of community-living older adults with ADRD and
MCC.

From June 2015 to October 2016, data collectors conducted
semistructured, open-ended telephone interviews with study
participants. All interviews were audio-taped and ranged from
20 to 40 min. Interviews were conducted at 1 and 3 months
following the baseline interview. The 1-month interview
captured participants’ early response to MT4C, while the
3-month interview captured their response just as their access
to MT4C ended. Building on the earlier work of Duggleby and
colleagues [25,29], a qualitative interview guide was developed
to ask participants to describe (1) how the use of MT4C helped
them; (2) the features of MT4C that they found most and least
helpful; and (3) what changes they would recommend making
to the Toolkit (see Textbox 1).

Conducting semistructured individual telephone interviews with
caregivers at 1 and 3 months helped to establish trust between
the interviewer and the interviewee and provided participants
the opportunity to discuss their experiences from their own
perspectives. Data collectors’ written field notes from each
interview helped them to recall participants’ characteristics,
understand the context of the interview, and follow up on the
information that caregivers provided. The transcription of each
recorded interview ensured that participants’ words and
perspectives were represented accurately. Meeting frequently
as a team to review data coding and analysis as well as
maintaining a coding journal ensured that codes remained data
driven and that decisions related to analysis were tracked.

There were 3 data collectors in Ontario and 2 in Alberta. Data
collectors were health care providers and trainees and received
training in conducting qualitative interviews from the project
leads before they began data collection. Project leads reviewed
selected interview transcripts throughout the data collection
period to ensure that questions and probes were used
appropriately and that data collectors were able to engage
caregivers in discussion and obtain rich information. The
average duration of interviews was similar across data collectors.

Ethics
The study was approved by the Hamilton Integrated Research
Ethics Board in Hamilton, Ontario (#15-309) and by the Health
Research Ethics Board—Health Panel at the University of
Alberta (Pro000048721) in Edmonton, Alberta. Trained,
site-specific data collectors obtained participants’ informed
verbal consent before each telephone interview. A copy of the
study information and consent form was sent by email to each
participant immediately following the baseline interview.

Data Analysis
All interviews were transcribed verbatim by an experienced
transcriptionist and then cleaned by a research assistant. Analysis
Textbox 1. Interview guide for qualitative interviews with caregivers allocated to use My Tools 4 Care (MT4C) at 1 and 3 months post baseline.
1.

Describe any significant changes you experienced as a caregiver in the past 3 months.

2.

What were you thinking about when you worked on My Tools 4 Care?

3.

Did it help you deal with significant changes you experienced as a caregiver? Why or why not?

4.

Did anything influence your ability to work on My Tools 4 Care?

5.

Who do you think would benefit most from My Tools 4 Care?

6.

What did you like best? What did you like least?

7.

Do you have any other suggestions or anything else to add?
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Results
Caregivers’ Demographic Characteristics
Fifty-six caregivers completed at least 1 semistructured
telephone interview; 44 one-month interviews and 45
three-month interviews were completed. Caregivers ranged in
age from 22 to 91 years, with a mean age of 64 years (SD 13)
at the baseline interview. Most caregivers were female (77%,
43/56), married (84%, 47/56), and reported having medical
conditions (79%, 44/56; see Table 1). While over half of these
caregivers (55%, 31/56) were the spouse of the person with
ADRD and MCC, a large proportion of participants were
children of the care recipient (39%, 22/56). Most caregivers
(77%, 43/56) lived with the person with ADRD and MCC for
whom they provided care, and most (70%, 39/56) reported
receiving some assistance with caregiving that is, informal
(family) or formal (home care) support. Half of the study
participants had been providing care for 3 or more years (50%,
28/56), whereas the other half had been in their caregiving role
for 2 years or less (50%, 28/56).
Care recipients ranged from 65 to 95 years of age, with a mean
age of 80 years (SD 8). Care recipients had between 2 and 17
(mean=9, SD 4) chronic conditions, in addition to ADRD. The
most commonly reported chronic conditions were bowel or
bladder incontinence (63%, 35/56); hypertension (59%, 33/56);
arthritis, and osteoarthritis or osteoporosis (57%, 32/56).

Qualitative Findings
Caregivers explained that using MT4C (1) encouraged
reflection; (2) encouraged sharing of caregiving experiences;
(3) provided a source of information and education; (4) provided
affirmation; and for some participants (5) did not help.
Illustrative quotes have been labeled with the participant number
and the time of the interview (ie, M1=Month 1 or M3=Month
3, accordingly).

Using My Tools 4 Care Encouraged Reflection
Participants who used MT4C noted that many of the activities
in About Me (Section 1 of the Toolkit); which included My
Story, What Helps Me?, My Goals as a Care Partner, What is
My Back-up Plan?, Everyday Hope, and What am I Doing for
Myself Today?, encouraged them to reflect on their experience
as a caregiver:
...you can type down something, type it in, and then
it’s almost like a diary. And then kind of go back and
go, “Hmm, I wonder, why did I put it that way?
[Participant 322, M1]
Participants noted that taking time to reflect on their experience
was important in dealing with caregiving demands but seldom
done:
It [MT4C] allowed me to write down stuff that I
haven’t stopped to write down, and I found that that
was very helpful...just the opportunity to write down
my story and how things have gone. It’s not something
a caregiver takes time to do, and it’s really

http://aging.jmir.org/2018/1/e2/
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important...It makes you think of stuff that you sort
of put in the back of your brain and it makes you put
it down in front of you. [Participant 1, M1]
The act of reflecting on their experience gave participants an
opportunity to analyze their caregiving roles and tasks and assess
what changes they needed to make in their thinking or actions
related to caregiving:
...it made me take a deeper, inner look at myself,
which I seldom do because I’m more focusing on
[name of spouse] than I am on myself, and I’ve always
found it a little difficult to focus on myself anyhow...it
gave me a little chance of soul-searching and
analyzing what I am doing, and assessing some of the
things I need to revise in my own thinking. So I found
it very challenging and interesting. [Participant 301,
M1]

Using My Tools 4 Care Encouraged Sharing of
Caregiving Experiences
Participants described how MT4C provided the opportunity to
write down their thoughts and share their experiences as a
caregiver. For example, caregivers appreciated telling their
story, explaining their goals as a care partner, or considering
their backup plan. Some caregivers described how MT4C helped
them cope with their emotions by allowing them to write about
their experiences:
I just found it more, therapeutic, I think, than anything
else, to write down those things that I needed to think
about. [Participant 383, M1]
This was particularly true during stressful situations when other
support was not present, as described by one caregiver:
Well, the writing down of the stressful things that were
happening; just the fact that I was able to share things
and not keep it to myself, kind of thing. As I say, when
all this happens, I’m on my own, and just the fact that
I can share it is, you know, even if nobody reads it,
the fact that I’ve took it out of my mind, there. So I
did really find that helpful. [Participant 330, M3]
Other caregivers described how MT4C prompted them to be
mindful of things that help them get through the day and
reinforced the importance of self-care. As the following
caregivers stated:
I did do some of the ones [sections of the website] of
taking care of myself and...that’s one of my big things
is that I understand that I really have to take care of
myself, because I can’t help [name of spouse] if I’m
not well. [Participant 337, M1]
...the place where you had to make a list of the things
that help you get through the day, [What Helps Me?]
because I think it is such a negative situation and it’s
so exhausting, physically and mentally and
emotionally, that you could forget about that. So in
the sense that it made you sit and think about it, I
think that was a positive thing. [Participant 349, M3]
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Table 1. Caregivers’ baseline demographic characteristics (Alberta and Ontario, N=56).
Demographic characteristics

n (%)

Gender
Male

13 (23)

Female

43 (77)

Marital status
Married

47 (84)

Single

5 (9)

Divorced/separated

3 (5)

Common Law

1 (2)

Ethnicity
White

50 (89)

Other

6 (11)

Nationality
Canadian citizen

54 (96)

Landed immigrant

2 (4)

Employed
Yes

20 (36)

No

36 (64)

Employment status (if employed outside the home)
Full-time

9 (16)

Casual/part-time

4 (7)

Not applicable

43 (77)

Self-employed
Yes

7 (13)

No

13 (23)

Not applicable

36 (64)

Relationship to care receiver
Spouse/partner

31 (55)

Son/daughter

22 (39)

Daughter-in-law

2 (4)

Grand-daughter

1 (2)
a

Number of years caring for care recipient
<1 year

14 (25)

1-2 years

14 (25)

3-5 years

15 (27)

6-10 years

10 (18)

>10 years

3 (5)

Living with care recipient
Yes

43 (77)

No

13 (23)

If yes, type of residence (n=43)
Own home/condo

35 (81)

Rent home/apartment

7 (16)
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Demographic characteristics
Retirement or assisted living

Ploeg et al
n (%)
1 (2)

Receive assistance with caregiving
Yes

39 (70)

No

17 (30)

Caregiver has medical conditions
Yes

44 (79)

No

12 (21)

Estimated annual household income before taxes ($ CAD)
$10,000-$29,999

8 (14)

$30,000-$49,999

14 (25)

$50,000-$69,999

9 (16)

Greater than $70,000

19 (34)

No answer

6 (11)

Finances meet needs
Completely

7 (13)

Very well

12 (21)

Adequately

26 (46)

With some difficulty

8 (14)

Not very well/totally inadequately

3 (5)

a

As of June 1, 2015.

For some caregivers, using MT4C encouraged them to:
...look at what’s coming and plan for the future.
[Participant 372, M3]
Often, this meant anticipating and planning for the upcoming
care needs of the care recipient:
...But the long-term is what made me think...my
husband and myself manage all her medical things,
and it [MT4C] made me even realize somebody else
needs a list of doctors and [chuckles] you know,
things like that...It made me think about personal care
in the future because that’s long-term care.
[Participant 344, M1]
Participants also talked about anticipating and planning for
changes such as the care recipient’s move to assisted living or
long-term care; arranging power of attorney; and anticipating
changes to their living arrangements, such as making
modifications to their existing home to accommodate the needs
of the care recipient, or moving to be closer to family and other
forms of support.

Using My Tools 4 Care Provided a Source of Information
and Education
Caregivers described how MT4C provided them with
information or direction on how to find information, for
example, about changes to the caregiver’s roles and
relationships, environment, physical and mental health, daily
activities, and the need for support (Section 2, Common Changes
to Expect); how to access services and find information
http://aging.jmir.org/2018/1/e2/
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(Frequently Asked Questions, Section 3); and other helpful
resources (Section 4, Resources). One participant described
MT4C as a reference:
...something I could look at and use part of it or some
of it, a little of it or none of it, but it gave me that basis
to...sort of a mode of attack of how I was going to
handle the situation. [Participant 301, M3]
Participants who used MT4C appreciated that it provided useful,
timely and new information that helped them to understand and
deal with the disease-related changes in the care recipient:
...And even though I did do a lot of research, some of
the stuff in there I hadn’t found before, so it helped
me. [Participant 11, M1]
The information about dementia helped caregivers assess the
current stage of dementia and plan for what was to come:
And it [MT4C] gives you the information and very
detailed description of each level of, where they’re
at in their dementia process. I found that was much
better than what other sites that I’ve read...so I was
better able to reassess where I thought my husband
was at, compared to other sites where I’ve used
essentially the same sort of tool, but not worded in
such a way that was really as helpful as it is on your
site. [Participant 1, M1]
Participants found the links to resources within MT4C
particularly helpful in supplying specific information that was
relevant to planning for taking on new roles:
JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.7
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I like the fact that you give out the telephone numbers
and the contact information, national contacts, I think
that’s great! That's information worth something to
me. [Participant 365, M3]
Participants explained that the links to resources, for example
information about Power of Attorney, helped them to plan for
taking on new roles as caregivers, such as managing financial
and health care decisions:
The Resources, that one meant more to me than
anything else, that’s probably where I spent most of
the time, the links to the legal stuff, I needed that
because I wanted to find out about Powers of
Attorney. [Participant 350, M3]

Using My Tools 4 Care Provided Affirmation
Participants described how their use of MT4C provided
affirmation that their experiences were comparable to those of
other caregivers, that they were not alone in their journeys.
Using MT4C provided confirmation that they were doing the
best they could in their caregiving roles. This affirmation helped
give them the courage to deal with ongoing changes such as
taking on new roles and responsibilities as the health of their
loved one deteriorated, dealing with increased social isolation,
and planning for possible placement. Participants found the
examples of transitions experienced by other caregivers available
on MT4C (in text or video format) provided:
...confirmation that you're not alone. [Participant 345,
M1]
Participants repeatedly stated that these written experiences
decreased their feelings of isolation and that it was reassuring
to know that other caregivers were going through the same
situations and feelings.
It’s nice seeing comments from other people, and
there should be a lot more of that. Because you end
up thinking—and I know it’s not the case—but you
end up thinking that you’re the only one going through
it, and then you realize that there’s an awful lot of
other people doing it, too. [Participant 21, M3]
Because dementia caregiving is different for every caregiver
and every person with dementia, it was often difficult for
caregivers to know if they were using the right caregiving
strategies and approaches to care, or if they were making the
best decisions for the person with dementia. Caregivers
verbalized that MT4C provided a sense of validation that they
were providing good care:
Well, basically, [the website validated] that I’m doing
the right things, and that I’m providing good care.
I’m providing for her comforts and making her quality
of life as good as it can possibly be under the
circumstances. And that’s [been] my objectives. You
know, longevity versus quality [of life]. [Participant
23, M3]
Caregivers noted that using MT4C reaffirmed the normality of
the caregiving journey. Participants felt reassured that their
experiences were “normal”:
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It’s what’s to be expected, and not anything we didn’t
do, or that we’re doing wrong, or, that we haven’t
done. [Participant 390, M1]
One caregiver used MT4C to validate their caregiving
approaches and journey:
In each of the sections, I’ve well been there. I’ve been
caregiving since 2008, and I have a large care manual
that I started writing, and I’ve accumulated a lot of
information...So you know, I have my objectives and
I have long-term plans of certain things I’m going to
do. So when I look at the website, I think I’m pretty
well on track. [Participant 23, M1]

Using My Tools 4 Care Did Not Help
Some participants indicated that using MT4C did not help them
because (1) they were meeting or had already met their
caregiving needs by other means, (2) they felt that it was not
the right time to use MT4C, or (3) they did not have time to use
MT4C. Many participants in this study were experienced
caregivers; 50% had been caregiving for 3 or more years.
Therefore, many had long established strategies in place to help
meet their caregiving needs. These were often cited as reasons
for not using parts of MT4C. For example, several participants
indicated that they were already familiar with available resources
and had already used or were using community-based services
to answer their questions and address their caregiving concerns.
As one participant explained:
It [MT4C] didn’t help me significantly...I had gone
to some caregivers’ group and got some information
there. [Participant 24, M3]
Many caregivers had contacted a local branch of the Alzheimer
Society in the past or were currently connected with the
organization and attending various education or support groups
or obtaining more immediate advice by phone:
I’ve been extremely reliant on the Alzheimer
Society...and I’ve found them to be very good with
their information and their support...I think most of
the time...we have something already in place.
[Participant 308, M3]
In some cases, participants felt that they didn’t really need
MT4C or that the information provided in MT4C did not apply
to their current situation, indicating that it was either too early
or too late in their dementia journey to use MT4C. This is
evident from the following statements:
...didn’t really need it [MT4C] at this point.
[Participant 379, M3]
I feel like I’m not there yet; Mom’s still early, so some
of the things are a bit more advanced, talking about
getting help and that sort of thing. We aren’t at that
stage yet so I could see maybe as things progress that
maybe I’d be going back here to kind of have it as
another resource. I think that’s probably the main
thing, is I feel like I don’t need it yet. [Participant 345,
M1]
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One caregiver who had been caring for her 89-year-old mother
for almost 4 years expressed how she felt that the Toolkit could
not help her because:
I’ve figured out everything on my own. [Participant
35, M1]
The same participant stated:
...I’m at the end now. And for somebody new into the
dementia journey, I think it’s a great tool...right now,
because I’m emotionally wrecked, physically,
financially it [MT4C] can’t help me now [laughs].
[Participant 35, M3]

Features of My Tools 4 Care Found to Be Most and
Least Helpful
Caregivers found the layout of MT4C to be “very well
organized” [Participant 342, M3], easy to navigate, and easy to
use. They also found it was helpful to (1) have the opportunity
to reflect on and to share their caregiving experiences (in
writing); (2) receive information that was relevant and applicable
to their situation; and (3) obtain validation of their caregiving
experiences through the content of the website and linked videos.
Aspects of the Toolkit that some participants found were least
beneficial included (1) the Toolkit did not apply to the
caregiver’s current situation or suit their current needs because
of their stage in the caregiving journey; (2) challenges with
technology and security concerns; (3) writing or sharing their
thoughts and experiences in MT4C; and (4) lack of time to use
the site due to the demands of caregiving and other
responsibilities. As one caregiver explained:
The amount of time you had to sit and write things
down, type things in, and to be honest with you, the
more time I spend on the computer, the more [name
of spouse] approaches me and saying “What are you
doing? Why aren’t you sitting with me?” [Participant
353, M3]

Caregivers’ Recommendations to Improve My Tools 4
Care
Participants offered a number of recommendations to improve
the content and format of the Toolkit and other Web-based
resources for caregivers. Suggestions for guidance and
information about local resources and how to access them were
commonly expressed by participants. To meet these needs,
caregivers suggested (1) adding a directory of services that is
searchable by postal code, (2) having a person available to
answer caregivers’ questions by telephone, and (3) having a
navigator to “be that bridge” [Participant 373, M3] to help the
caregiver identify and access resources that meet their specific
needs.
Participants also requested practical caregiving tips and
strategies to help them manage the daily challenges they face
as caregivers of older adults with ADRD and MCC and
particularly valued receiving this information from other
caregivers. Some participants commented that adding a feature
to MT4C to enable caregivers to connect with one another to
share information, experiences, and caregiving strategies would
be helpful:
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...if you connect with people over the internet say, you
know, I’m having a really hard time today and
somebody can say: “I know what you’re going
through,” that can be good support too, you know?
[Participant 399, M3]
Some caregivers suggested improvements to make MT4C more
user-friendly. These included reducing the use of medical
language and adjusting literacy levels and providing an overview
of the content of the site. As one participant stated:
...it is a lot of text, and the literacy level. Oh, the other
thing is it’s only in English...you need to make the
language a bit simpler. [Participant 331, M3]

Discussion
Principal Findings
This is the first known study to examine how a Web-based
intervention helps caregivers of community-dwelling older
adults with ADRD and MCC. Caregivers indicated that using
MT4C encouraged reflection, helped them to share their
caregiving experiences, provided information and resources and
affirmed their caregiving roles. This, in turn, helped them to
deal with caregiving demands such as taking on more roles and
responsibilities as their loved one’s health and abilities declined;
coping with increasing social isolation; caring for self as their
own health declined, and planning for future caregiving changes
such as arranging alternate living arrangements.
MT4C served as a confidential outlet that provided participants
a rare opportunity to tell their stories and to reflect on their
caregiving experiences through writing. Caregivers were
prompted to think about aspects of caregiving that they had not
considered before, including their own health and well-being
and the importance of self-care. In some cases, the act of
reflecting on and writing about their experiences resulted in
new insight that helped to reduce caregivers’ stress and helped
them to cope with the challenges and emotions associated with
their role. Other authors have reported positive psychological
benefits of writing. For example, family caregivers of people
with dementia who were randomly assigned to a poetry-writing
intervention experienced a sense of accomplishment in both
writing a poem and caring for their family member [32]. They
also reported a sense of catharsis, or emotional release, increased
acceptance of their (caregiving) situation or for their care
recipient, and greater self-awareness [32].
Participants valued MT4C as an accessible and reliable source
of meaningful information and resources that could help them
with their caregiving roles. They described the benefit of
knowing more about dementia and the changes to expect in their
loved one and their own roles and responsibilities. They also
emphasized the value of links to information about topics such
as legal issues and planning for placement. These findings are
consistent with other research related to Web-based supports
where caregivers expressed the importance of meaningful
resources to support their roles [19].
The links to videos and quotes describing other caregivers’
experiences provided affirmation to many MT4C users and,
thereby, reduced feelings of isolation and provided a sense of
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connection with other caregivers. Other studies of Web-based
interventions for caregivers confirm the importance of
connections with other caregivers [20,22].
Participants also identified aspects of the Toolkit that were not
beneficial. Not all caregivers liked to focus on themselves, to
write out their personal thoughts, or to share their caregiving
experiences in MT4C. Some caregivers chose to learn and share
their experiences by other means, usually by attending a support
group for caregivers, or speaking one-to-one with a counselor.
Previous research related to Web-based supports indicates that
caregivers value the opportunity to connect with professionals
to support them in their caregiving [18,22].
Some caregivers felt that MT4C did not apply to their current
situation or suit their needs, noting that it was either too early
or too late in their caregiving journey to benefit from using
MT4C. Some caregivers felt they had already dealt with an issue
that was addressed by MT4C or had already obtained
information from other sources, most often a local branch of
the Alzheimer Society. In the pilot study of the Toolkit [25],
participants suggested that it would be of most use to those in
the early stages of caregiving; however, the findings of this
study suggest that, in addition to the timing of the intervention,
a caregiver’s perceived need for support and information via a
psychosocial Web-based intervention is important.
Participants were challenged with balancing multiple
responsibilities and demands on their time, including, and in
addition to, the care of an older adult with ADRD and MCC,
yet they valued and learned from other caregivers’ experiences
(eg, videos and written comments) and suggested that future
Web-based tools should include a means of connecting with
other caregivers to share knowledge and experiences. These
findings are congruent with recent qualitative evidence that
demonstrates that Web-based social interventions benefit
caregivers of persons with dementia by promoting sharing and
companionship and reducing social isolation [13].

Implications
There are a number of implications for future practice and
research related to Web-based interventions for caregivers of
persons with ADRD and MCC arising from this study. Study
results suggest that use of Web-based resources, such as MT4C,
offer valuable support to help caregivers as they experience a
range of complex caregiving roles and responsibilities. Findings
indicate that future Web-based resources for caregivers should
contain (1) opportunities for reflection on their caregiving
journey and self-care; (2) options to share their caregiving
experiences; (3) links to resources (eg, community health and
support services, legal information) that they could use in
planning for future caring; and (4) links to stories and videos
of other caregiver experiences.
Participants appreciated that MT4C provided the opportunity
to reflect on and write about their experiences as a caregiver
and to learn from other caregivers through linked videos. Some
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participants suggested that adding a feature to MT4C to enable
caregivers to connect with one another (in real time or
asynchronously) to share information, experiences, and
caregiving strategies would be helpful. Incorporation of such
features should be considered in the future development of
Web-based supports for caregivers.
This Web-based intervention was developed with the theoretical
lens of transitions theory [26] and thus, provides greater insight
into the multiple, concurrent transitions experienced by
caregivers who are caring for an older adult with ADRD and
MCC. The application of transitions theory also facilitates the
ongoing refinement of strategies to best meet caregivers’
personalized needs. Future development of Web-based resources
should consider a theory-based approach and how to best meet
the complex transition-related needs of caregivers of individuals
with both ADRD and MCC [33].
Many participants in this study had previously accessed or were
currently using various community-based resources for
caregivers of persons with ADRD. The resources listed in MT4C
were focused on national or provincial services, and future
development of Web-based resources could consider adding
more locally available resources, perhaps with geospatial
mapping.
Future research on Web-based supports such as MT4C could
examine the perceptions of caregivers with a broader cultural
and language diversity. Research is also needed to better
understand the impact of Web-based supports for caregivers of
persons with dementia and MCC when used in combination
with other forms of support, including professional and peer
support or telephone support.

Limitations
Currently, MT4C is only available in the English language and
therefore, the sample showed little ethnic or cultural diversity.
Follow-up beyond 3 months would have been useful to
understand caregivers’ use of the Web-based tool over a longer
period of time.

Conclusions
Study results indicate that a self-administered psychosocial
supportive Web-based resource helps caregivers of
community-dwelling older adults with ADRD and MCC deal
with their caregiving responsibilities. In particular, caregivers
indicated that use of MT4C encouraged reflection, helped them
to share their caregiving experiences, provided information and
resources, and affirmed their caregiving roles. This, in turn,
helped them to deal with caregiving roles and responsibilities,
identifying supports for caring, caring for self, and planning for
future caregiving roles and responsibilities. There is a need for
further research in the field of Web-based supports for caregivers
of older persons with ADRD and MCC as they have great
potential as accessible and cost-effective ways to improve the
well-being of these caregivers.

JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.10
(page number not for citation purposes)

JMIR AGING

Ploeg et al

Acknowledgments
For their contributions, we offer sincere thanks to all of the study participants and our community partners: Alberta Caregivers
Association; Alzheimer Society of Alberta and NWT; Alzheimer Society of Brant, Haldimand Norfolk, Hamilton and Halton;
Alzheimer Society of Calgary; Alzheimer Society of Ontario; and Covenant Health Alberta. We also thank Dr Jennifer Swindle,
Research Coordinator, and data collectors Ann Cotton, Annie Lam, Melissa Northwood, Lori Pollard, and Tracy Wildeman.
This study is part of a program of research (Aging, Community and Health Research Unit) supported by the Canadian Institutes
of Health Research Signature Initiative in Community-Based Primary Healthcare (Funding Reference Number: TTF 128261)
[34] and the Ontario Ministry of Health and Long-Term Care. MM-R was funded, in part, by the Canada Research Chairs
programme, through her Chair in Person-Centred Interventions for Older Adults with Multimorbidity and their Caregivers, School
of Nursing, McMaster University, Hamilton, ON, Canada.

Conflicts of Interest
None declared.

References
1.
2.

3.

4.

5.

6.
7.
8.

9.
10.

11.

12.

13.

14.

15.

World Health Organization, Alzheimer's Disease International. Dementia: A public health priority. Geneva: World Health
Organization; 2012.
Wong SL, Gilmour H, Ramage-Morin PL. Statistics Canada. 2016 May 18. Alzheimer's disease and other dementias in
Canada URL: http://www.statcan.gc.ca/pub/82-003-x/2016005/article/14613-eng.pdf [accessed 2018-01-29] [WebCite
Cache ID 6wq16khnt]
Griffith LE, Gruneir A, Fisher K, Panjwani D, Gandhi S, Sheng L, et al. Patterns of health service use in community living
older adults with dementia and comorbid conditions: a population-based retrospective cohort study in Ontario, Canada.
BMC Geriatr 2016 Oct 26;16(1):177 [FREE Full text] [doi: 10.1186/s12877-016-0351-x] [Medline: 27784289]
Fisher K, Griffith L, Gruneir A, Panjwani D, Gandhi S, Sheng LL, et al. Comorbidity and its relationship with health service
use and cost in community-living older adults with diabetes: A population-based study in Ontario, Canada. Diabetes Res
Clin Pract 2016 Dec;122:113-123. [doi: 10.1016/j.diabres.2016.10.009] [Medline: 27833049]
Ploeg J, Matthew-Maich N, Fraser K, Dufour S, McAiney C, Kaasalainen S, et al. Managing multiple chronic conditions
in the community: a Canadian qualitative study of the experiences of older adults, family caregivers and healthcare providers.
BMC Geriatr 2017 Jan 31;17(1):40 [FREE Full text] [doi: 10.1186/s12877-017-0431-6] [Medline: 28143412]
Etters L, Goodall D, Harrison BE. Caregiver burden among dementia patient caregivers: a review of the literature. J Am
Acad Nurse Pract 2008 Aug;20(8):423-428. [doi: 10.1111/j.1745-7599.2008.00342.x] [Medline: 18786017]
Fonareva I, Oken BS. Physiological and functional consequences of caregiving for relatives with dementia. Int Psychogeriatr
2014 May;26(5):725-747 [FREE Full text] [doi: 10.1017/S1041610214000039] [Medline: 24507463]
Schoenmakers B, Buntinx F, Delepeleire J. Factors determining the impact of care-giving on caregivers of elderly patients
with dementia. A systematic literature review. Maturitas 2010 Jun;66(2):191-200. [doi: 10.1016/j.maturitas.2010.02.009]
[Medline: 20307942]
Schulz R, Martire LM. Family caregiving of persons with dementia: prevalence, health effects, and support strategies. Am
J Geriatr Psychiatry 2004;12(3):240-249 [FREE Full text] [Medline: 15126224]
Hu C, Kung S, Rummans TA, Clark MM, Lapid MI. Reducing caregiver stress with internet-based interventions: a systematic
review of open-label and randomized controlled trials. J Am Med Inform Assoc 2015 Apr;22(e1):e194-e209. [doi:
10.1136/amiajnl-2014-002817] [Medline: 25125686]
Blom MM, Bosmans JE, Cuijpers P, Zarit SH, Pot AM. Effectiveness and cost-effectiveness of an internet intervention for
family caregivers of people with dementia: design of a randomized controlled trial. BMC Psychiatry 2013 Jan 10;13:17
[FREE Full text] [doi: 10.1186/1471-244X-13-17] [Medline: 23305463]
Boots LM, de Vugt ME, van Knippenberg RJ, Kempen GI, Verhey FR. A systematic review of Internet-based supportive
interventions for caregivers of patients with dementia. Int J Geriatr Psychiatry 2014 Apr;29(4):331-344. [doi:
10.1002/gps.4016] [Medline: 23963684]
Dam AE, de Vugt ME, Klinkenberg IP, Verhey FR, van Boxtel MP. A systematic review of social support interventions
for caregivers of people with dementia: Are they doing what they promise? Maturitas 2016 Mar;85:117-130. [doi:
10.1016/j.maturitas.2015.12.008] [Medline: 26857890]
Godwin KM, Mills WL, Anderson JA, Kunik ME. Technology-driven interventions for caregivers of persons with dementia:
a systematic review. Am J Alzheimers Dis Other Demen 2013 May;28(3):216-222. [doi: 10.1177/1533317513481091]
[Medline: 23528881]
Jackson D, Roberts G, Wu ML, Ford R, Doyle C. A systematic review of the effect of telephone, internet or combined
support for carers of people living with Alzheimer's, vascular or mixed dementia in the community. Arch Gerontol Geriatr
2016;66:218-236. [doi: 10.1016/j.archger.2016.06.013] [Medline: 27372903]

http://aging.jmir.org/2018/1/e2/

XSL• FO
RenderX

JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.11
(page number not for citation purposes)

JMIR AGING
16.
17.
18.
19.
20.
21.

22.
23.

24.

25.
26.
27.
28.
29.

30.
31.
32.
33.

34.

Ploeg et al

Lee E. Do technology-based support groups reduce care burden among Dementia caregivers? A review. J Evid Inf Soc
Work 2015;12(5):474-487. [doi: 10.1080/15433714.2014.930362] [Medline: 25794367]
Beauchamp N, Irvine AB, Seeley J, Johnson B. Worksite-based internet multimedia program for family caregivers of
persons with dementia. Gerontologist 2005 Dec;45(6):793-801. [Medline: 16326661]
Ducharme F, Dubé V, Lévesque L, Saulnier D, Giroux F. An online stress management training program as a supportive
nursing intervention for family caregivers of an elderly person. CJNI 2011;6(2) [FREE Full text]
Lewis ML, Hobday JV, Hepburn KW. Internet-based program for dementia caregivers. Am J Alzheimers Dis Other Demen
2010 Dec;25(8):674-679. [doi: 10.1177/1533317510385812] [Medline: 21131674]
Marziali E, Garcia LJ. Dementia caregivers' responses to 2 Internet-based intervention programs. Am J Alzheimers Dis
Other Demen 2011 Feb;26(1):36-43. [doi: 10.1177/1533317510387586] [Medline: 21282276]
Pagán-Ortiz ME, Cortés DE, Rudloff N, Weitzman P, Levkoff S. Use of an online community to provide support to caregivers
of people with dementia. J Gerontol Soc Work 2014;57(6-7):694-709 [FREE Full text] [doi: 10.1080/01634372.2014.901998]
[Medline: 24689359]
Fowler CN, Haney T, Lemaster M. Helping dementia caregivers through technology. Home Healthc Now 2016
Apr;34(4):203-209. [doi: 10.1097/NHH.0000000000000372] [Medline: 27023296]
Chiu T, Marziali E, Colantonio A, Carswell A, Gruneir M, Tang M, et al. Internet-based caregiver support for Chinese
Canadians taking care of a family member with alzheimer disease and related dementia. Can J Aging 2009 Dec;28(4):323-336.
[doi: 10.1017/S0714980809990158] [Medline: 19925698]
Duggleby W, Ploeg J, McAiney C, Fisher K, Swindle J, Chambers T, et al. Study protocol: pragmatic randomized control
trial of an internet-based intervention (My Tools 4 Care) for family carers. BMC Geriatr 2017 Aug 14;17(1):181 [FREE
Full text] [doi: 10.1186/s12877-017-0581-6] [Medline: 28806917]
Duggleby W, Swindle J, Peacock S. Self-administered intervention for caregivers of persons with Alzheimer's disease. Clin
Nurs Res 2014 Feb;23(1):20-35. [doi: 10.1177/1054773812474299] [Medline: 23393291]
Meleis A. Transitions Theory: Middle-Range and Situation Specific Theories in Nursing Research and Practice. New York,
NY: Springer Publishing Company; 2010.
Sandelowski M. Whatever happened to qualitative description? Res Nurs Health 2000 Aug;23(4):334-340. [Medline:
10940958]
Sandelowski M. What's in a name? Qualitative description revisited. Res Nurs Health 2010 Feb;33(1):77-84. [doi:
10.1002/nur.20362] [Medline: 20014004]
Duggleby WD, Swindle J, Peacock S, Ghosh S. A mixed methods study of hope, transitions, and quality of life in family
caregivers of persons with Alzheimer's disease. BMC Geriatr 2011 Dec 22;11:88 [FREE Full text] [doi:
10.1186/1471-2318-11-88] [Medline: 22192235]
Hsieh HF, Shannon SE. Three approaches to qualitative content analysis. Qual Health Res 2005 Nov;15(9):1277-1288.
[doi: 10.1177/1049732305276687] [Medline: 16204405]
Neergaard MA, Olesen F, Andersen RS, Sondergaard J. Qualitative description - the poor cousin of health research? BMC
Med Res Methodol 2009 Jul 16;9:52 [FREE Full text] [doi: 10.1186/1471-2288-9-52] [Medline: 19607668]
Kidd LI, Zauszniewski JA, Morris DL. Benefits of a poetry writing intervention for family caregivers of elders with dementia.
Issues Ment Health Nurs 2011;32(9):598-604. [doi: 10.3109/01612840.2011.576801] [Medline: 21859411]
Pingree S, Hawkins R, Baker T, DuBenske L, Roberts LJ, Gustafson DH. The value of theory for enhancing and understanding
e-health interventions. Am J Prev Med 2010 Jan;38(1):103-109 [FREE Full text] [doi: 10.1016/j.amepre.2009.09.035]
[Medline: 20117565]
Canadian Institutes of Health Research. CIHR. Community-Based Primary Health Care URL: http://www.cihr-irsc.gc.ca/
e/43626.html [accessed 2018-04-16] [WebCite Cache ID 6yiMAkwDe]

Abbreviations
ADRD: Alzheimer disease and related dementias
MCC: multiple chronic conditions
MT4C: My Tools 4 Care or Transition Toolkit or Toolkit
RCT: randomized controlled trial

http://aging.jmir.org/2018/1/e2/

XSL• FO
RenderX

JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.12
(page number not for citation purposes)

JMIR AGING

Ploeg et al

Edited by G Eysenbach; submitted 14.07.17; peer-reviewed by D Gustafson, C Kerssens, L Dubenske; comments to author 21.09.17;
revised version received 30.01.18; accepted 28.02.18; published 23.04.18
Please cite as:
Ploeg J, McAiney C, Duggleby W, Chambers T, Lam A, Peacock S, Fisher K, Forbes DA, Ghosh S, Markle-Reid M, Triscott J, Williams
A
A Web-Based Intervention to Help Caregivers of Older Adults With Dementia and Multiple Chronic Conditions: Qualitative Study
JMIR Aging 2018;1(1):e2
URL: http://aging.jmir.org/2018/1/e2/
doi:10.2196/aging.8475
PMID:

©Jenny Ploeg, Carrie McAiney, Wendy Duggleby, Tracey Chambers, Annie Lam, Shelley Peacock, Kathryn Fisher, Dorothy
Anne Forbes, Sunita Ghosh, Maureen Markle-Reid, Jean Triscott, Allison Williams. Originally published in JMIR Aging
(http://aging.jmir.org), 23.04.2018. 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 JMIR 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/2018/1/e2/

XSL• FO
RenderX

JMIR Aging 2018 | vol. 1 | iss. 1 | e2 | p.13
(page number not for citation purposes)

