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Abstract 
Unpaid caregivers may experience social isolation as they care for a person in need of care. The level 
of isolation varies among the caregivers based on the condition of the person they are caring for, 
additional support provided and the resources available to them. Digital technologies offer an opportunity 
to support access to information and connect caregivers. By examining their use of digital tools and 
types of digital support available, we could conclude to what extent these tools and resources could 
support them. First, a scoping review was conducted to review the nature and extent of how caregivers 
can use digital technologies to improve the digital inclusion of unpaid caregivers. The analysis revealed 
three themes on belonging, types of web-based used and searching for support. Second, a 
stakeholders’ input was collocated from unpaid caregivers on their role, the types of online resources 
used, and the importance of social inclusion in their lives using individual interviews and a focus group. 

This research focuses on how caregivers can use digital technologies to reduce social isolation. For this 
research project, a caregiver is a person who takes on an unpaid caring role for someone who needs 
help because of a physical or cognitive condition, an injury or chronic life-limiting illness — also referred 
to as an informal caregiver. An informal caregiver is a family member, partner, friend, or neighbour who 
provides care for a critically ill person without pay. An informal caregiver may provide care and support 
at home or in another care setting where the critically ill person is receiving care. These caregivers are 
continually looking for a solution to support their care to their loved ones. Technology is poised to offer 
solutions to help meet these demands. Google has been identified as the go-to-source for the start of 
the online journey for items such as pain management, navigating the system, respite, bereavement 
support, legal, financial, emotional and spiritual support and alternative therapies. With so many 
resources available, there is a need to identify the most effective and needed. Therefore, caregivers 
need to navigate the health and social care system so they can help care recipients get the appropriate 
level of care by the appropriate providers as efficiently as possible. Given the complexity and silos that 
exist within our health and social services systems, accessing this information is not available in a one-
stop or easy to access format. 
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1 INTRODUCTION 
Caregivers perform a range of tasks in caring for their family member or friend, with providing 
transportation being the most commonly reported (73%).  Other tasks included housework (51%), house 
maintenance and outdoor work (45%), scheduling and coordinating appointments (31%), managing 
finances (27%), helping with medical treatments (23%) and providing personal care (22%).  In Canada, 
8.1 million Canadians are caregivers, with 6.1 million juggling their work and caregiver responsibilities 
[1].  Most caregivers report providing care to parents with age-related needs identified as the single most 
common problem requiring help from caregivers (28%).  [2] concluded that unpaid caregivers contribute 
$25 billions of unpaid labour to our health system.  Unpaid caregivers are often viewed as invisible 
healthcare partners and many are in the prime earning years (50% are aged 45-65, according to [1].  
70-80% of community care for older adults is provided by caregivers [3].  By 2020, it is estimated that 1 
in 3 Canadians will be providing support as a caregiver.  Their work is significant, as typically, a caregiver 
spends 20 hours/week caring for a loved one. 

2 METHODOLOGY 
Two methods were used to provide comprehensive understanding on how unpaid caregivers use digital 
tools to engage in online communities and digital social activities. A scoping review, section 2.1 and 
interviews with individuals and focus groups, section 2.2 as listed below. 
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2.1 Scoping Review 
Our scoping review of literature on Internet-based resources that had outcomes related to social 
inclusion and isolation of unpaid caregivers yielded 23 articles from an extensive search of the scholarly 
and grey literature.  The search included papers published between January 1, 2005 to November 15, 
2017.  Studies targeted caregivers of people experiencing or living with specific health concerns such 
as Alzheimer’s, asthma, autism, cancer, dementia, depression, down-syndrome, acute lymphoblastic 
leukemia, and pulmonary hypertension.  Studies also included caregivers with a broader target audience 
such as caregivers who care for adult children, family members, family members with any type of mental 
health issue, or live in rural areas.  The types of internet-based resources that were evaluated included 
specific resources such as private and public discussion forums, peer-to-peer or professionally-
facilitated support groups, and groups in social media as well as, more broadly-defined interventions 
such as information and communication technology support services and internet-based support 
services.  The major themes that emerged from the reviewed studies are: (1) Searching for and receiving 
support, (2) Gaining a sense of social inclusion and belonging, and (3) Benefits of web-based support.   

This review was guided by Arksey and O’Malley’s methodological framework [4].  A search was 
conducted in each of the following databases:  Medline, EMBASE, PsycINFO, and CINAHL.  The search 
strategy for scholarly literature was developed by an experienced medical research librarian in Medline 
and adapted to the other databases such as PsychINFO and ProQuest.  Grey literature was searched 
using Google Advanced Search.  Grey and scholarly literature published between January 1, 2005 to 
November 15, 2017 and in English were included in the review.  For the grey literature, there was a site-
specific search targeting relevant government and research sites as well as, sites identified in the 
document "Organizations Advocating for and Supporting Family Caregivers" produced by 
www.changefoundation.ca.  

2.2 Stakeholders Interviews and Focus Group 
The purpose of this method was to explore and describe experiences of unpaid caregivers with using 
internet-based digital tools in addressing social isolation. The present study employed a qualitative 
descriptive approach as described by [5].  This design was considered suitable as it affords a 
straightforward description of the participant’s experiences using their own words [5].  This method of 
naturalistic inquiry serves to explore a phenomenon through the eyes of participants and allows the 
researcher to stay close to the data, resulting in rich descriptions and an in-depth understanding of the 
experiences of participants [5]. 

2.2.1 Ethical considerations 
Ethics approval was obtained from the University’s Research Ethics Board.  All participants were 
informed that their participation was voluntary and were advised that they can withdraw from the study 
at any time without any consequences.  Written and verbal information about the study was provided, 
and all participants provided informed written consent. 

2.2.2 Recruitment process 
The participants were recruited with the assistance of community partners.  They posted the study poster 
on their website and sent recruitment emails to their members.  Convenience sampling was used with 
the following inclusion criteria: currently acting as an unpaid caregiver or have previously been an unpaid 
caregiver.  Participant recruitment continued until data saturation.  

2.2.3 Data collection 
Data was collected using individual interviews through the phone and a focus group.  Data collection 
was facilitated by one of the authors with prior training and experience in similar research.  The 
interviews were semi-structured and lasted approximately 40 minutes to an hour.  The individual 
interviews were conducted over the phone and were audio-recorded with the consent of the participant.  
The focus group was conducted in-person and lasted two hours.  The focus group was audio-recorded 
with the consent of participants.  The interview guide for the individual interviews and focus group was 
developed on existing relevant literature.  Participants were provided an honorarium gift card after the 
interview or focus group as a token of gratitude for their participant.  Data saturation was obtained after 
ten individual interviews and a focus group with five individuals.  
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2.2.4 Data analysis 
The audio-recorded interviews and focus group were transcribed verbatim and checked for accuracy.  
Inductive content analysis [6] was used to analyze the qualitative data by two authors (AHW, AZYW).  
This method of analysis is approach of choice in qualitative descriptive studies as it results in a 
descriptive summary of the data organized in a way that best fits the study aims [5].  In the initial stage, 
transcripts were read several times in their entirety to gain a sense of the whole and for researchers to 
become immersed in the data.  Open-coding took place afterwards where the transcripts were coded 
line by line.  Initial codes were formed based on similar ideas of words and phrases.  Similar codes were 
then grouped into categories based on how they were related.  Using an iterative process with an 
ongoing series of discussions between the two authors, emergent codes were discussed, categorized 
and modified until consensus was reached. The authors met to compare findings and any disagreement 
was resolved through discussion and consensus building.  

2.2.5 Trustworthiness 
Four criteria were used to assess the trustworthiness of the study data based on [7]: credibility, 
transferability, dependability, and confirmability.  To enhance credibility, the findings were compared 
and any different interpretations were reviewed and discussed between the two authors until consensus 
was reached.  Transferability was enhanced through providing descriptions of the data collection and 
analysis methods, and the use of verbatim quotes to support findings.  To promote dependability and 
confirmability, an audit trail was kept to increase transparency of the research process, including 
transcripts, interview guides, the coding process, and how categories were derived.  

3 RESULTS 

3.1 Finding from the Scoping Review 
23 final articles are included in the review and they discussed digital tools such as, online social support 
groups, Facebook, online group discussion boards, and online resources in general.  Studies targeted 
caregivers of people experiencing or living with specific health concerns such as Alzheimer’s, asthma, 
autism, cancer, dementia, depression, down-syndrome, acute lymphoblastic leukemia, and pulmonary 
hypertension.  Studies also included caregivers with a broader target audience such as, caregivers who 
care for adult children, family members, family members with any type of mental health issue, or live in 
rural areas. Three main themes emerged from the review: 

3.1.1 Searching for and receiving support  
Caregivers are more likely than other internet users to leverage online social tools related to health (i.e., 
reading others’ caregiving stories online, looking to connect with other caregivers with similar 
experiences).  In online discussion boards, caregivers often received support through people sharing 
their personal stories, advice, and information about topics such as, treatment options, referrals, and 
community events.  In online support groups, in addition to the support that caregivers received in online 
discussion boards, it was reported that caregivers could develop friendships, expand their network, and 
could feel empowered by learning about ways to become involved in political advocacy and changing 
legislation, and receive tangible support from others (i.e., offers to help with chores and take care of 
children, search for information/services online in others’ local area).  

3.1.2 Gaining a sense of social inclusion and belonging  
Caregivers often experiences feelings of loneliness, social isolation, and guilt for enjoying their lives or 
leaving the care recipient alone.  Knowing there are others going through similar experiences helped 
them reduce their feelings of isolation and build a sense of community.  Those who felt that their 
experiences were validated/normalized were able to form strong bonds with other group members and 
gained a sense of belonging, which in turn reduced their feelings of aloneness.  Caregivers appreciated 
the ability of paying a virtual visit to other places using the internet.  This reduced the boundaries of their 
home and thus, their feelings of isolation.  Participants commented that the internet can help foster a 
feeling of recapturing a position in society and “being somebody”.  Web-based caregiver support can 
particularly important for those living in rural areas in reducing social isolation.  
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3.1.3 Benefits of web-based support  
Anonymity, instant access, receipt of support within one’s own home, and being able to carefully craft 
messages before posting were qualities about web-based support that caregivers liked.   In-person 
support groups may be challenging to access due to constraints associated with caregiving itself or the 
location of the caregiver, especially if they reside in a rural.  Anonymity made caregivers feel like they 
could be more honest about their experiences, thoughts, and feelings.  For many, this allowed them to 
form positive online social relationships through intimate self-disclosure.  Sharing positive experiences 
can provide hope to others and motivate them to continue their efforts and move forward during 
challenging times.  

3.1.4 Implications  
Service workers such as community agency representatives, doctors, nurses, and social workers, 
should engage more with caregivers in online communities in order to provide informational support to 
and access to resources for caregivers.  Increased funding and mandates to systematically develop and 
market high quality social support groups for caregivers could significantly help reduce social isolation 
loneliness among caregivers.  

3.2 Findings from Interviews and Focus Groups 
Inductive content analysis resulted in three main categories which are described below: 

3.2.1 Category #1: Experiencing feelings of isolation and loneliness as a caregiver 
Participants described experiencing feelings of isolation and loneliness related to their caregiving role.  
They often have to give up on meeting friends and family as well as attending social events because 
they have to stay at home with their care recipient.  One participant (#01) stated, “I miss out on stuff 
because I don’t have time like you know you go like getting with friends… I realize that this is lonely and 
it’s not great.”  Another participant (#07) described limiting his social activities due to his caregiving role, 
“I don’t feel like we were able to participate in certain functions in this community because of my spouse’s 
health.”  This experience resonates with another participant (#04) as she stated, “If I wasn’t [providing 
care for] my parents, I would probably be spending more time with my family...I was not able to do that 
because I had obligation to look after my parents. So I guess I was isolated for a couple months.” 

Participants also felt that a lack of understanding from others contributed to their feelings of isolation 
and loneliness.  As a caregiver of a child with autism, one participant (#08) commented, “I would say it’s 
just, I feel over and over again, people just don’t get it. They just don’t understand, even the smallest 
thing.”  Consequently, participants reported having difficulty discussing their situation and challenges 
with others because they do not have similar experiences.  One participant (#02) elaborated on how 
she is unable share her caregiving challenges with co-workers, “Certainly, it is difficult talking to people 
at work because if they don’t have that experience, they don’t understand”.  Another participant (#06) 
discussed her and her care recipient’s thinning social network due to the fact that her care recipient 
cannot do the same activities as before due to the impact of Parkinson’s. The participant also described 
how their friends reacted to the fact that the care recipient has Parkinson’s, “There is something that 
[the participant’s care recipient] has more difficulty doing than he probably was doing a year ago… some 
friends are very uncomfortable with the idea of Parkinson’s.  Some people are fine, but some people 
are stepping back.” 

3.2.2 Category #2: Leveraging various web-based modalities to meet different needs 
In terms of meeting their support needs, all participants were keen to use various forms of web-based 
technologies to address their various caregiving needs. One participant (focus group, #02) emphasized, 
“Online has been important because my husband doesn’t drive and we don’t have public transit.”  The 
technologies participants described using included social media platforms to connect with friends and 
family, relevant websites to find informational support, and mobile apps to assist with day-to-day 
activities. 

Most participants reported using social media platforms as a means to communicate with friends and 
family as well as to exchange support, including Facebook, WhatsApp, Instagram, and Twitter.  
Participants found it challenging to connect with their friends and family in-person due to their caregiving 
activities and thus, would communicate with them through various social media tools. 
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When communicating with their family doctors, most participants used email or their phone.  When trying 
to reach the doctor directly, participants found that email was more effective than trying to call over the 
phone.  When participants needed to voice concerns or file complaints about issues related to the quality 
of care that their care recipients received from personal support workers, long wait-times and delays in 
appointments, and participants found that email was the most effective method because, as one 
participant (focus group, #03) described it, “I haven’t always had a lot of luck over the phone; I tend to 
get put on hold and people don’t get back to me.”  Similarly, another participant (focus group, #05) 
described when you’re talking on the phone “your words go into the ether and they’re lost” and as such 
he made sure to “make a habit of summarizing the conversation with whoever I spoke with and emailing 
them immediately with the gist of the conversation.” 

Conducting internet searches was one of the first methods participants turn to when needing 
informational support.  One participant (focus group, #03) discussed all the resources she found online 
(i.e. Ontario Caregiver Coalition, Caregiver Exchange, and Healthline) and highlighted, “I actually found 
an abundance of information online.”  Additionally, this participant explained why she prefers using the 
internet when compared to a helpline due to its convenience.  She stated, “Well, I just tend to find more 
with the internet than I do over the phone.  Because things get lost in translation a lot of the times over 
the phone too. Also, it’s a lot of telephone tag and you don’t have time to sit waiting for answers all the 
time.” 

Participants also spoke about using the internet to gain informational support that filled in gaps not 
provided by healthcare professionals.  One participant described searching for online resources to meet 
informational gaps when her mother experienced a pelvic fracture, “I used [the internet] for research… 
if I had questions about things, such as medical things when my mom first fractured her hip, I was 
searching up information about pelvic fractures because I didn’t get a lot from the hospital.”  Another 
participant (#06) discussed a similar experience, “You don’t get all the information at the doctor’s office.”   
Participants were cognizant of ensuring the resources they find online were from reputable sources, 
such as Mayo Clinic, Alzheimer’s Society of Canada and Heart and Stroke Foundation of Canada.  

Some participants turned to mobile apps on their smartphones to lessen the load of day-to-day 
caregiving activities.  Examples include using memo apps to keep notes, food ordering apps to order 
meals from home, and grocery shopping apps which offer discounts to reduce financial burdens.  In 
particular, one participant (#07) commented how he uses Google Home to assist with various caregiving 
activities around the home, such as controlling the thermostat and lights.  He also found Google Home 
to be especially useful for those will dexterity challenges as you can use it with speak recognition.  

In order to help with finances, all participants looked online to find out more about, and managed to 
receive, a disability tax credit.  One participant (focus group, #03) used a crowdsource funding site called 
GoFundMe to help with out-of-pocket expenses she had to incur.  Her experience was positive and 
described the site as “Very encouraging for my [care recipient] because [our friends] would send a 
message to us that everyone could see with the big thumbs up and don’t give up; that kind of thing.” 

Given that being a caregiver often meant that participants had to provide care at home, the internet was 
described by many participants as an enabler for self-care.  Internet technology made it possible for 
participants to explore other hobbies and interests that was separate from caregiving and for 
participants, this was a form of self-care.  For one participant (#02), self-care came in the form of taking 
an online university course, “Well, one thing I was doing in the fall, when I was taking care of both my 
parents, I was also taking an online course at the time; a university course… that course certainly helped 
me to deal with other things in my life because it was totally separate [from caregiving] and it was an 
intellectual challenge and I was learning something there so that was something that really helped me 
through the fall. It was an intellectual challenge, it was a field of study that I was really interested in and 
I was learning new things.  It was totally, just disconnected from the caregiving…”  

3.2.3 Category #3: Regaining social inclusion through experiential similarity 
All participants described that connecting with other caregivers who shared similar experiences through 
web-based platforms reduced their feelings of loneliness and isolation.  This is particularly important 
given that their caregiving role often cause them to be isolated in their homes as they are unable to 
leave their house to meet with others in-person.  By sharing similar stories and experiences with others, 
caregivers were able to establish a sense of community online without having to know everyone 
personally.  For one participant (#04), they were able to build connections with other caregivers through 
an online forum. She stated, “They [the retirement home website] publish stories on their veterans.  They 
occasionally have a publication that they put out with everybody’s story.  I wrote a story about my dad 
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actually and they published it.  It gives people’s history and all that.  It’s interesting to hear about other 
people and what they’re going through. Sometimes you get ideas; oh, you were able to make a 
connection there. You could sometimes make the same connection or get some contacts and get 
support.” 

Participants also discussed looking to other caregivers to share their knowledge and experiences and 
they described that they no longer felt alone in their experiences when they connected with “similar 
others”.  One participant (#02) commented, “I also used [the internet] for looking up support groups 
dealing with dementia and I read through some blogs and um people’s comments.  It felt helpful knowing 
that I wasn’t the only going through these situations.” 

Table 1 illustrates how each category from caregivers’ input through the interviews and the focus group 
relates to the themes emerged from the scoping review.  

Table 1. Comparing the Scoping Review Outcomes with the Focus Groups and Interviews Outcomes. 

Scoping Review Interviews and Focus Group 

Theme 1: Searching for and 
receiving support 

Category # 1: Experiencing feelings of isolation and loneliness as a caregiver 

Theme 2: Gaining a sense of 
social inclusion and belonging 

Category # 3: Regaining social inclusion through experiential similarity 
Category # 1: Experiencing feelings of isolation and loneliness as a caregiver 

Theme 3: Benefits of web-
based support 

Category #2: Leveraging various web-based modalities to meet different needs 
Category # 3: Regaining social inclusion through experiential similarity 

4 CONCLUSIONS 
The scoping review revealed that the social support gained through involvement in online communities 
provided a venue for caregivers to share resources, connect and empower each other.  Virtual visits, 
for example, were regarded as a way to break down the boundaries of their homes.  The instant 
availability of the online digital resources proved very useful in seeking help and advice.  Being 
autonomous in some of these online communities was regarded as a benefit to facilitate sharing 
concerns and opinions.  These emerging themes are vital in promoting the sense of inclusion for 
caregivers in rural communities.  As such, paid caregivers like doctors, nurses, social works and other 
health care provider need to be present in these online communities and actively be involved as part of 
the discussions.  Their professional input as well as sharing their expertise may be valuable to the unpaid 
caregivers and provide more effective support an and access to just in time advice.   

There were a total of ten interviews and one focus group with five caregivers.  The interviews and the 
focus group discussions revealed three themes.  Caregivers indicated that they feel isolated and at 
times are unable to share their experiences with colleagues at work.  This led to frustration and lack of 
the ability to participate work and family related social events.  As revealed through the scoping review, 
the caregivers used online resources through searches and applications to find information like financial 
planning and health related resources.  They connected with doctors through emails and used social 
media applications to connect with families and friends.  Online forums provided a sense of community 
in which they share experiences and exchange information 

We recommend that, to be able to overcome the feelings and isolation, web based communities, forums 
and social media applications provides support to the caregivers.  Sharing their similar concerns and 
challenges provides a sense of social inclusion and immediate access to essential resources.  Online 
communities, like Caregivers Matter need to continue to offer online webinars, forums and resources to 
provide support and education to caregivers in areas that could support them as they care for another 
family member. 

Having professional health care providers involved in the online resources either through the apps or 
online communities may benefit the unpaid caregiver.  Their presence may provide much more informed 
input on various related issues such as health, legal, financial and care.  Long term care institutions may 
benefit from having a dedicated employee to work closely with family members who are caregivers.  
They could build or get involved in online communities to answer questions and provide informed 
recommendations. 
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Finally, the available resources may need to build on the existing capacity of the experienced unpaid 
caregivers and provide avenue to disseminate and share their experiences.  These caregivers 
developed very good knowledge of systems and processes in place and, their experiences may benefit 
other novice carer.  Such opportunities may be on volunteer bases in community centres, long care 
facilities, libraries … etc. 

5 FUTURE RESEARCH 
Considering that no studies recruited caregivers younger than 18, future studies must evaluate the 
impact of effectiveness of digital tool among caregivers under the age of 18.  Future research needs to 
capture racialized and more diverse populations so that the impact of existing and future interventions 
can be better understood within different contexts.  A significant number of studies evaluated 
interventions that were broadly defined or, provided few details about the intervention being evaluated 
making it nearly impossible to compare study findings and outcomes.  Therefore, some consistency and 
detailed reporting of different components of interventions being evaluated could help improve the ability 
to compare the efficacy and impact of different intervention approaches.  While searching for studies, 
many studies were excluded because they evaluated only usability and acceptability.  The rate of 
knowledge creation for studies in this area could be improved through evaluating efficacy and impact 
alongside inability and acceptability. 
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