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ABSTRACT: A patient and family-centered approach in pediatric health care is important because 

parents are involved in making key decisions about their child’s health care and advocating for the 

best interest of the child. Parents and family members are increasingly turning to the internet to 

find and actively share information about their child’s health care. Twitter is one of many online 

platforms used by parents of children diagnosed with cancer to share information related to their 

child’s cancer experience. Existing research suggests that there is a need to better understand the 

motives for using Twitter for sharing content about a child’s cancer experience. Furthermore, there 

is a lack of theoretical frameworks for characterizing those motives. In this paper, we identify key 

themes of tweets posted by parents of children diagnosed with cancer and align those themes with 

motives inspired by the well-studied Everyday Life Information Seeking framework. We propose 

a new motive in addition to those associated with the framework and suggest that information can 

be shared for endogenous reasons as well as to meet the needs of others. This paper contributes an 

increased understanding of motives for sharing information about a child’s cancer journey and 

extends a theoretical framework for building further knowledge in this area. 

 

Keywords: Twitter, Childhood cancer, Illness narratives, Social Media, Everyday Life 

Information Seeking 

 

  



 
 

Introduction 

Social media websites play an empowering role in allowing patients and family members to 

interact with others, search for health and wellness related information, as well as to create and 

share their own content on the internet (Hawn, 2009; Heilferty, 2009; Kaplan, 2012; LaPointe, 

Ramaprasad, & Vedel, 2014). The networks fostered on social media websites provide a new 

approach for discussing illness experiences and medical conditions outside more traditional 

settings such as a healthcare provider’s office (Randeree, 2009; Sarasohn-Kahn, 2008). A survey 

conducted in the United States in 2008 revealed that people use the internet for health and wellness 

related information more frequently than seeking information from a physician (Elkin, 2008; 

Sarasohn-Kahn, 2008).   

In paediatric health care, the patient is a child. The child’s family is his or her foundation of 

strength and support (Eichner, 2003; Holm, Patterson, & Gurney, 2003). Parents and family 

members depend on knowledge and information from individuals in similar circumstances in 

addition to support from healthcare professionals during the difficult and emotionally strenuous 

experience of caring for a severely ill child. Cancer has continued to be the leading disease-related 

cause of death among children and the rates of diagnosis of childhood cancer has increased over 

the past few decades (American Cancer Society, 2016; Ellison & Janz, 2015). The chaos and 

emotional distress that arises from a child’s diagnosis of cancer suggests the need to study and 

understand the various psychosocial needs of a family caring for a child with cancer.  

While there has been research into the phenomenon of patients and family members, including 

parents of children diagnosed with cancer, connecting on social media websites to share health 

related information and personal experiences (Heilferty, 2009), there remains a need for further 

theoretical, methodical and scientific bases to understand the impact of online accounts of personal 



 
 

experiences shared by patients and their family members (Fernandez-Luque, Elahi, & Grajales, 

2009; Hawn, 2009; Ziebland & Wyke, 2012).  

We are interested in examining how existing theories can characterize the ways in which parents 

of children with cancer make use of social media tools. Specifically, in this study we use the 

theoretical lens of information seeking in everyday life (Savolainen, 1995) to analyse how parents 

of children with cancer use Twitter as an information seeking and sharing tool.  Despite its rapid 

growth - currently over 310 million monthly active users (Twitter, 2016) - using Twitter as an 

online illness narrative tool used by parents of children diagnosed with cancer, is a relatively 

unexplored area of research. Social media platforms such as Twitter, however, are viewed by 

healthcare and communication researchers as tools to empower patients and their families in 

managing their activities related to seeking and exchanging information (Hawn, 2009; Wiener, 

Crum, Grady, & Merchant, 2012). 

Information seeking and sharing has been studied from the perspectives of work related settings 

(Ellis, 1989; Leckie, Pettigrew, & Sylvain, 1996), education and library settings (Kuhlthau, 1993), 

as well as everyday life non-work related settings (Johnson, 1997; Savolainen, 1995; Wilson, 

1999).  Information needs and seeking behaviour within health related settings, particularly in 

cancer care, has been the subject of study including descriptive studies that use qualitative and 

quantitative methods of analyses (Leydon et al., 2000; Rees & Bath, 2001). A detailed literature 

review conducted by Marton and Choo (2012) on theory-driven studies of internet health 

information seeking strongly suggested the need for exploring multidisciplinary frameworks to 

capture the complexity of online health information behaviour. We have chosen Savolainen’s 

framework of Everyday Life Information Seeking (ELIS) (Savolainen, 1995; Savolainen, 2007) 

to characterize how parents with children diagnosed with cancer use Twitter as an online social 



 
 

media tool to seek and share information. Specifically, we used the ELIS framework to identify 

dominant themes of tweets posted by parents of children diagnosed with cancer. We chose this 

particular framework as it conveys a relationship between the “way of life” and “mastery of life” 

through the social context within which people engage in problem solving behaviour when 

encountering critical incidents. In the context of this study, dealing with life circumstances 

following a child’s diagnosis with cancer has been viewed as an incident that requires pragmatic 

problem solving in terms of dealing with the new circumstances of everyday life. Savolainen 

(2007) posits that information sharing is an activity involving giving and receiving information 

within the same context. Twitter as a tool used by parents of children diagnosed with cancer 

provides an environment for information seeking as well as giving and receiving of information. 

In this paper, we propose an extension to Savolainen’s framework for the study of online health 

information behaviour and we add new knowledge about the role or Twitter within the childhood 

cancer community.   

Related Work 

A research study related to the role of blogs written by parents of children diagnosed with cancer 

provides extensive description of how parents foster “peer” relationships through illness narratives 

on the internet (Heilferty, 2009). The research findings of the study are presented in terms of 

consequences of blogging about a child’s cancer experience as well as describing the interaction 

between an individual posting blog entries and individuals posting comments on the blog. The 

consequences of a parent blogging about a child’s cancer experience were found to be both positive 

and negative. The positive consequences included uncertainty management, identity evolution, 

integration of illness events into family life, stress management, enhanced communication of 

events, feelings and responses to and from the audience of the blogs, establishment of legacy, 



 
 

improved relationships and diminished isolation. The negative consequences of blogging included 

hurt feelings caused by differences in opinion between the reader and author of the blog, social 

isolation, skewed perception of readers due to viewing the overall experience of caring for a child 

with cancer only from the perspective of the author of a particular blog, and lastly, taking time 

away from loved ones to blog which can lead to strained relationships.  

While the research findings suggest that reading and incorporating illness blogs into health care 

can enhance the relationship between the patient and the health care provider in the context of 

paediatric oncology, an increasing need was revealed to further characterize how parents share and 

exchange information online through different “computer-mediated” platforms when a child is 

diagnosed with cancer. Heilferty’s (2009) study suggests the opportunity to develop a theory of 

online communication during illness based on future research focused on other online media used 

by parents of children diagnosed with cancer. While Heilferty’s study provides an extensive 

analysis of the phenomenon of parents of children diagnosed with cancer sharing content on the 

internet through blog posts, there were a few other studies in the area of social media tools used 

by patients and family members.  

A study by Fernandez-Luque and collaborators (2009) examined content shared on YouTube by 

Multiple Sclerosis patients as well as their interaction with commenters and other patients who 

posted videos. The study evaluated comments posted on publicly available YouTube videos to 

characterize the type of personal and medical information shared. The findings from the study 

identified issues related to patient risks and ethical considerations due to sharing health related 

information in a public forum. A study by Robillard and collaborators (2013) observed tweets 

posted by the aging population discussing dementia to examine the sources of information that are 

promoted through social media platforms and identified the dominant themes of discussion related 



 
 

to dementia on Twitter. The study revealed that a large number of tweets included links to external 

websites primarily related to news and health information. The major theme of discussion appeared 

to be related to recent research findings about prediction and risk management for Alzheimer’s. 

The researchers used these results as the basis for a recommendation for further research regarding 

the potential of using Twitter as a “tool for multi directional engagement” within the dementia 

research community.  

Social media websites have also been viewed as crowdsourcing platforms where clinicians and 

patients can collaborate to manage disease outbreak and predict pandemics (Purvis, 2012; 

Ritterman, Osborne, & Klein, 2009), a space where cancer patients can collectively identify 

treatment options through finding information about clinical trials (Chretien et al., 2011) as well 

as a closed group to meet the informational needs of patients and survivors of esophageal cancer 

who were geographically dispersed or were not comfortable or willing to use phone, e-mail or fax 

based communication (Kaplan, 2012). Despite the growing body of descriptive literature related 

to the role of social media in seeking and sharing health-related information within patient 

networks and communities, the application of formal theoretical frameworks to the phenomenon 

of non-work related experiences have been relatively unexplored, in particular within the context 

of sharing illness experiences.  

The Everyday Life Information Seeking (ELIS) framework introduced by Savolainen, provides a 

theoretical approach to analyse the phenomenon of sharing and receiving information in a social 

non-work context. One of the key concepts in the ELIS framework is the relationship between the 

“way of life” and “mastery of life” through the social context within which people engage in 

problem solving behavior when encountered by critical incidents.  



 
 

Savolainen (1995) describes the way of life to be the series of choices people have to make in 

everyday life and posits that when faced with incidents that occur in everyday life that require 

pragmatic problem solving, one’s mastery of life indicates the ability to “approach everyday 

problems in certain ways in accordance with one’s values “ (Savolainen, 1995, p. 264). In the 

context of our study, dealing with life circumstances following a child’s diagnosis with cancer can 

be viewed as an incident that requires pragmatic problem solving in terms of dealing with the new 

circumstances of everyday way of life. Twitter as a tool used by parents of children diagnosed with 

cancer provides an environment for information seeking as well as giving and receiving.  

Savolainen (2007) identifies three motives for sharing information in everyday life situations -  

i. Serendipitous altruism to provide help to others – sharing information out of kindness 

or goodness of heart. 

ii. Pursuit of the ends of seeking information by proxy – receiving information sought by 

others. 

iii. Duty-driven needs characteristic of persons elected to positions of trust. 

The identification of these motives emerged from an empirical analysis of interviews with 20 

environmental activists in Finland in 2005 and provide a structural approach for describing and 

categorizing the activity of sharing information within the context of everyday life circumstances.  

Savolainen (2007) suggests that people are primarily prone to share information with others out of 

a sense of goodness or kindness. People also tend to seek and share information that they know 

will be valuable to others, and in some situations individuals feel the need to share information 

when they are placed in a position of authority.  



 
 

The purpose of our study is to establish the dominant themes of tweets posted by parents of 

children diagnosed with cancer and to situate the themes within a theoretical framework that 

describes the phenomenon of information sharing within a non-work context. We have chosen to 

align the key themes of tweets posted by parents of children diagnosed with cancer within the 

motives of sharing information as described by Savolainen (2007), and in doing so, to also explore 

applicability or potential gaps in this alignment.   

Research Methodology 

We conducted a qualitative analysis of the content of 1700 tweets from the Twitter accounts 

of 15 recruited participants, all parents of children diagnosed with cancer. The tweets were 

coded independently by two researchers following a predefined codebook that used 

Savolainen’s (2007) motives as a guide. Each researcher coded every tweet. The inter-coder 

reliability was calculated using Krippendorf’s alpha with a value of 0.97 and 99.58% 

agreement.  

Participants 

Participants for this study were parents of a (living or deceased) child diagnosed with cancer at 

any age up to the age of 19 with an active Twitter account (tweeted at least once in the 7 days prior 

to recruitment). Although childhood cancer is typically considered within the age range of new-

borns to 14 years old, adolescents are also typically treated by paediatric oncologists; therefore, 

we considered the larger age range (American Cancer Society, 2016; Cancer.Net, 2014).   

Recruitment 

An initial search for hashtag #childhoodcancer was used to identify a list of current tweets on the 

topic. The self-identification information provided on the Twitter accounts associated with the 

tweets retrieved by this search were examined to identify accounts of parents with children 



 
 

diagnosed with cancer. A publicly viewable recruitment tweet was sent to the initially-identified 

account holders, followed by an introductory message explaining the details of the research project 

and inviting participants to provide consent for the publicly available content published on their 

Twitter account to be analysed for the purposes of this research study. A total of 56 recruitment 

tweets were sent between February 2013 and August 2013, and 17 accounts were identified for 

analysis in this study. These accounts belonged to 15 individuals, as 2 of the recruited individuals 

owned 2 accounts each – one personal account, and one account in memory of their deceased child. 

These individuals provided consent to use tweets from both accounts. In total, 15 individuals 

agreed to participate in the study and provided informed consent to analyse their tweets from a 

total of 17 Twitter accounts.  

Analysis 

Following Schutz’s (1967) proposed postulate of subjective interpretation within social 

phenomenology, the collected dataset of 1700 tweets were analysed with an effort to preserve the 

participant’s subjective point of view. The context of the interpretation was consistently 

acknowledged in drawing conclusions and describing results (Horsfall, Byrne-Armstrong, & 

Higgs, 2001; Leininger, 1994; Sandelowski, 2002; Schutz, 1967). Direct quotations from tweets 

were used to support categorizations as much as possible to ensure that the coding is subjectively 

linked to the context of the raw data. The raw data for this research study will not be accessible to 

anyone other than the researchers involved due to privacy and ethical concerns. The final set of 

code categories has been demonstrated in this paper with direct quotations listed as sample tweets 

to maintain transparency of interpretations by using the words as directly expressed by the 

respondents or participants (Patton, 2002; Rice & Ezzy, 1999; Tobin & Begley, 2004).  



 
 

The sample size of Twitter accounts selected for this study was not intended for the purposes of 

reaching generalizable conclusions.  The purpose was rather to conduct a qualitative analysis of a 

phenomenon that exists on Twitter, and to describe findings of the study qualitatively and 

circumstantially. Brief snapshots of a wider population that could provide a more generalizable 

viewpoint were included within analysis to circumvent the limited sample size. It was therefore 

necessary to select random datasets of tweets to ensure wider coverage of the phenomenon being 

examined. 

The website randomizer.org was used to generate four random one-week timeframes within each 

of the past four months starting from the four selected weeks were collected for analysis. Web-

based Twitter analytics tool Twitonomy (http://www.twitonomy.com/) was used to download a 

snapshot of tweets from each user within the specified time frames directly into Excel files. The 

number of extracted tweets varied from a low of 132 to a high of 3,248 for each participant based 

on how often they tweeted during the selected date ranges. Following from the approaches in 

similar qualitative studies of Twitter data (Lalonde, 2011; Robillard, Johnson, Hennessey, Beattie, 

& Illes, 2013), we selected 100 tweets at random from each account for the purposes of detailed 

content analysis, resulting in a final dataset of 1700 tweets.  

To develop the codebook, we selected an initial set of 25 tweets. The codebook was inspired by 

existing theory of information sharing in everyday life situations, and guided by literature review 

of existing qualitative research studies (Moreno, Egan, & Brockman, 2011). Two coders worked 

together in applying a deductive approach (Elo & Kyngäs, 2008) to categorize the initial tweets 

into Savolainen’s (2007) three motives of information sharing. Some tweets were aligned with 

more than one motive. The tweets associated with each of the three motives were further analysed 

by the coders together to identify more granular categorizations.  



 
 

Each coder then independently coded an additional set of 100 tweets to validate and modify the 

initial categorizations. Disagreements between coders were addressed on a case by case basis, and 

resolved through repeated coding of this dataset followed by discussion. The coders agreed upon 

a final set of 33 codes. These 33 codes were formally defined in a codebook which was used to 

categorize the complete set of 1700 tweets. The content of each tweet was then analysed 

independently by both coders and each tweet was categorized under one or more of the 33 codes.  

The coders lastly worked together to group the 33 codes into high-level themes. The high-level 

themes and codes within each theme are presented in detail in the Results section along with 

sample tweets in each code within the themes.  

Results 

The detailed analysis conducted in this study revealed seven major high-level themes:    

(1) Sharing details about child’s cancer experience 

(2) Providing updates about child’s treatment 

(3) Sharing childhood cancer related facts 

(4) Raising awareness 

(5) Promoting campaigns and fundraising 

(6) Being supportive 

(7) Posting about personal interests and casual conversations 

In the following sections we describe each of the seven themes and the codes within each theme. 

We also provide sample tweets. Names and Twitter user names have been masked to protect the 

privacy of the participants of this study. For each theme, we provide a table (Tables 1 through 7) 

that includes the codes identified within that theme (left hand column) and, a single tweet for each 

code as an example of tweets that were labelled with the corresponding code (right hand column).  



 
 

Note that some themes are associated with as few as two codes and others are associated with as 

many as thirteen codes. 

Theme 1: Sharing details about child’s cancer experience 

Parents shared details about many aspects of their child’s cancer journey including experiences 

directly related to the child’s treatment as well as regular day to day experiences unrelated to the 

child’s cancer journey. Parents tweeted about details of side effects experienced by the child - like 

hair loss, dementia, and vivid details of how the child’s condition deteriorated over the months 

following diagnosis. Some examples include tweets about family trips to the zoo, random things 

that the child said or did that day, or even tweets about things that the child has achieved since 

being off treatment. These tweets represent brief snapshots of the family’s overall experience in 

living with and caring for a child with cancer.  

Table 1. Theme: Sharing details about child’s cancer experience (Sample tweets) 

Code Example 
Sharing own child’s cancer journey through 
images 

[child] had a platelett transfusion this evening. 
Nurses were so proud to see her so well. Weight 
now 14.85kg <link to image> 

Sharing own child’s cancer journey through text 
descriptions 

[child] is doing really well and feeling great! She 
starts 2 weeks of radiation on Tuesday. Pls pray 
for minimal side-effects 

Sharing details about every day activities Day6: Eating breakfast in our screened room. 
[child] making me french toast with fresh 
raspberries! 

Child’s major achievements (participation in 
sports, awards, treatment milestones etc) 

A yr ago [child] was recovering from having port 
put in his chest.2nite playing basketball 
#pray4[child] 

 

Theme 2: Providing updates about child 

Some of the parents used Twitter to provide updates to friends and family about their child’s 

progress through treatment, or to provide updates during long hospital stays and critical 

moments in treatment. There were also examples of parents tweeting about the death of their 

child, thanking organizations that had supported the family during the child’s cancer journey 



 
 

as well as promoting an organization that raises awareness and funds for children with 

cancers similar to their own child. Some parents also re-tweeted updates posted about other 

children. 

Table 2. Theme: Providing updates about child (Sample tweets) 

Code Example 
  Updates about own child's treatment [child] yesterday got moved to intensive care due 

to fluid on her lungs,not been able to breathe.she 
is on a ventalator and on many meds 

 Sharing / re-tweeting updates related to other 
children 

RT @[parent] @[another parent] [child] will be 
making the big journey to Florida on Monday 
with her family to undergo Proton Beam Therapy. 

 

Theme 3: Sharing childhood cancer related facts 

Some tweets concerned the long term side effects of childhood cancer as experienced by the 

child, as well as information and links about how to deal with side effects such as hair loss. 

Some parents chose to share informative news articles and online posts. Information about 

clinical trials and innovative or alternative treatment options are also shared through tweets 

and re-tweets. 

Table 3. Theme: Sharing childhood cancer related facts (Sample tweets) 

Code Example 
Sharing childhood cancer related images and/or 
video 

As the royal baby is born 7 kids in this country 
will die from cancer today. Circle of life? Why 
does it have to be? [link to an image with 
childhood cancer related statistics] 

Posting link to other Social Media sites/posts 
related to childhood cancer related facts 

Please ask your rep to support this bill named in 
honor my daughter before it happens to you – 
[link to Facebook page with childhood cancer 
related facts and statistics] 

Sharing links to websites that provide childhood 
cancer related facts 

Childhood cancer, what needs to change. 
#childhoodcancer [link we informational website] 

Directly tweeting about childhood cancer related 
facts 

Each year, more than 160,000 children are 
diagnosed with #cancer worldwide. About  
90,000 die from the disease. R u #aware? ..R u 
#helping? 

 



 
 

Theme 4: Raising awareness 

Raising awareness about childhood cancer was found to be one of the key themes in the tweets we 

analysed. A parent tweeted vivid descriptions and photos to show the stark changes in her child’s 

physical appearance in order to raise awareness about the effects of childhood cancer. Some 

parents tweeted about organizations that work directly or indirectly with childhood cancer-related 

causes and raise awareness about the types of support services available for families caring for a 

child with cancer, or about new and innovative advancements in childhood cancer diagnosis and 

treatment. A common practice observed was reaching out to celebrities and popular organizations 

(using the “@” mention symbol) requesting them to share their story to gain a larger audience for 

awareness.  

Hashtags are also used to raise awareness within Twitter, and the overall subject area of childhood 

cancer has a number of popularly-used and defined hashtags (e.g., “#ChildhoodCancer, 

#childhoodcancerawareness, #babycancer, #childcancer). Hashtags did not appear to be used 

consistently or in a structured manner and there did not appear to be any existing constructive or 

coordinated initiative in using childhood cancer related hashtags in a beneficial way to organize 

knowledge within the childhood cancer community. Nevertheless, the role of hashtags in drawing 

attention towards childhood cancer-related causes appeared to be fairly popular among the parents 

recruited for this study. 

Table 4. Theme: Raising awareness (Sample Tweets) 

Code Example 
Raising awareness about childhood cancer by sharing 
own child’s experience/story 

[user name] please follow/rt.[child] is 4,and has 
Neuroblastoma cancer.we need to spread awarness 
of [child’s] appeal + this awful cancer xx 

Raising awareness about childhood cancer by sharing 
tweets from other parents of children living with cancer 
(or parents of child lost to cancer) 

RT @[other parent]: Today is exactly 6 months since 
we lost [child] to Neuroblastoma? 



 
 

Raising awareness about other disease/illness/cause (not 
childhood cancer)  

RT @[user name]: OCD Awareness Week - for more 
information, please visit http://t.co/qFzbLUPb and 
RT! #ocdweek 

Raising awareness about cause/campaign (not related to a 
disease or illness) 

RT @chngbereavement: @[parent] My son [child 
name] died tragically in aug 2010.Pls RT my petition 
2 have Bereavement Leave changed <link> 

Requesting not-for-profit/charity organization (not 
related to childhood cancer) to raise awareness about 
childhood cancer 

RT @[organization name]: HEY Canadian 
Mommas! The 2013 @[parent name] Shave 4 the 
Brave will take place in San Antonio, Texas Want to 
join? 

Requesting an organization (not directly related to 
childhood cancer, could be non-profit/charity/business) to 
raise awareness about childhood cancer 

@DisneyStore please follow/rt.[child name] is 
4,loves disney but has Neuroblastoma cancer.please 
spread the word of her appeal + childhood cancer 

Requesting celebrities to raise awareness about childhood 
cancer 

RT @[parent user name]: @taylorswift13  please 
wear a gold ribbon in September Childhood Cancer 
Awareness Month <link to website> 

 

Theme 5: Promoting fundraisers and campaigns 

Sharing information about fundraising initiatives and campaigns was found to be a major 

theme among the tweets analysed in our study. Similar to the theme of raising awareness, 

we found tweets related to promoting fundraisers for childhood cancer related causes, as well 

as other campaigns that were not directly related to childhood cancer. A majority of the posts 

that were grouped within this theme were re-tweets, and included a link to an external 

website (i.e. a Facebook page, website dedicated for fundraising, etc.).  

Table 5. Theme: Promoting fundraisers and campaigns (Sample Tweets) 

Code Example 
Raising funds for childhood cancer or 
promoting a childhood cancer related 
campaign 

RT	@ChldhdCancerCan:	#GivingTuesday	Make	a	
donation	to	fund	#childhoodcancer	research	by	
helping	our	Canadian	@[parent	user	name]	
reach	their	goal		

Raising funds or promoting campaigns related 
to other cause 

RT	@[user	name]:	Power	of	Play	is	in	19th	place	
with	over	3506	votes	in	the	Aviva	Community	
Fund	Contest!	Please	vote	every	day!	<link>	

Sharing a link for a fundraiser or campaign @[user	name]	Pls	RT:	'Wear	Festive	Red	for	
[child	name]’	‐	Fri	14th	Dec	‐	our	festive	
fundraising	event	for	[child	name]'s	Appeal	?	
<link>	

 



 
 

Theme 6: Being Supportive 

The social connection among parents who participated in this study was demonstrated vividly in 

tweets and re-tweets that relayed updates from each other’s children. The updates shared included 

positive response to treatment, child’s achievements, as well as when the child was not doing too 

well, or when a child passed away. Support and prayers were offered through kind words and 

condolences for parents when their child was not doing well or had passed away.  

 We observed that individuals were largely involved in supporting each other’s hopes through 

encouraging tweets that expressed positivity, support, and inspiration to remain strong and focused 

throughout a child’s cancer journey. Others shared their happiness and memories to inspire and 

spread positivity despite the inherent presence of cancer.  

Table 6. Theme: Being supportive (Sample tweets) 

Code Example 
Retweeting positive updates and news of 
progress from other children 

RT	@[parent]:	[child]	started	chemo	on	Monday	
&	is	doing	well.	Keep	fighting	Little	Warrior,	we	
are	all	behind	you.	Beat	#neuroblastoma 

Asking for prayers for child RT	@[user	name]:	[child]'s	not	very	well	today,	
getting	weaker	by	the	day	but	she	is	fighting	as	
hard	as	she	can.	Please	#prayfor[child]. 

Asking for prayers for someone else’s child Praying	for	teen	#cancer	patient	in	ICU	at	UNC	
fighting	for	his	life,	and	for	his	fam.	
#pray4[child]	#fb 

Supportive messages for other parents when 
child is not doing well 

RT	@[parent]:	Please	everyone	#prayfor[child]	
as	she	goes	into	the	hospice	shortly.	We	need	
you	to	#KeepFighting[child]	love	you	so	much 

Offering condolences when child passes away @[parent]	so	sorry	to	hear	your	news..	you	are	
in	our	thoughts.	xx	god	bless	you	all	xx 

Sharing quotes about positivity and hope 
through text and images 

Hope	is	Powerful:	We	are	beginning	to	
remember	?One	year	ago?	details.	<link	to	blog	
post	from	one	year	ago>		#pray4[child]	

Sharing inspirational quotes about working 
together towards a cure  

"Alone	we	can	do	so	little;	Together	we	can	do	
so	much."~H	Keller		#MakeSomeNoise	4	kids	w/	
#cancer	



 
 

Theme 7: Talking about personal life and casual conversations 

Apart from tweeting about their experience of caring for a child with cancer or sharing information 

related to childhood cancer, some participants demonstrated a simultaneous lighter side of life. 

Personal interests, likes and dislikes, as well as individual personalities were present in some of 

the tweets.  Some posts shared humour and funny experiences within the realm of caring for a 

child with cancer. Others expressed personal opinions on current political events. Religious beliefs 

also featured fairly frequently within tweets shared by parents of children diagnosed with cancer.  

Another common phenomenon we observed within the community of parents of children 

diagnosed with cancer is acknowledging new followers and maintaining frequent interaction with 

followers on Twitter by responding to tweets posted by other parents of children diagnosed with 

cancer and answering questions or simple exchanges of daily conversation.  

Despite the chaos, anxiety, and uncertainty brought about by childhood cancer that can have drastic 

effects on a family, participants in our study found time to maintain a sense of normalcy in daily 

life by sharing bits and pieces of their lives outside cancer.  

Table 7. Theme: Talking about personal life and casual conversations (Sample tweets) 

Code Example 
 Personal interest (sports, events, music, 
hobbies, etc) 

So	excited!		Just	found	out	#NKOTB	is	touring	
with	98'	and	Boyz	II	Men!		@JonathanRKnight	
please	tell	me	your	coming	to	Canada!!!!! 

 Sharing news articles Big	news	for	Kids	cancer	in	Switzerland!	<link	to	
news	article> 

 Tweeting about regular daily events Happy	12th	anniversary	to	my	wonderful	
hubby!! 

Personal opinions  Just	saw	the	effects	of	the	Obama	tax	increase	on	
my	(lower)	middle	class	family	of	five.	Thanks.	

Responding to other tweets   @[parent]	@[another	parent]	@[another	
parent]	@[another	parent]	thanks	to	you	all	xx	

Religious/faith based tweets RT	@paulocoelho:	Lord,	bless	our	week.	Let	our	
hearts	understand	that	the	fear	of	suffering	is	
worse	than	the	suffering	itself	

 



 
 

Discussion 

The tweets examined in this study provided glimpses from the stories of families travelling along 

on a child’s journey with cancer. Compared to continuous stories published on blogs (Heilferty, 

2009), posts on Twitter allowed larger discontinuities in the storyline and some room for 

imagination as a consequence of the limitation of a single tweet length. The key themes of tweets 

revealed in this study suggest that the parents are not only using Twitter to chronicle their child’s 

story of living with cancer, but also to share opinions, feelings, thoughts and perspectives that arise 

from their and the child’s experience. Some of the identified major themes were similar to those 

found in prior studies. The analysed tweets revealed that parents of children diagnosed with cancer 

share news articles and links to websites with information related to their particular illness 

experience. This finding aligns with a study on Alzheimer’s patients and family members 

(Robillard, et al., 2013). Similar to a study on patients diagnosed with esophaegal cancer, this 

analysis of tweets identified that parents of children diagnosed with cancer are using Twitter as a 

community to meet each other’s informational needs (Chretien et al., 2011; Kaplan, 2012).  

In this study, we situated the phenomenon of sharing information through tweets posted by parents 

of children diagnosed with cancer within the context of Everyday Life Information Seeking 

(Savolainen, 1995) and information sharing in non-work contexts, as described by Savolainen 

(2007). Each theme we identified aligned with at least one of Savolainen’s motives for information 

sharing (see Table 8). When aligning themes of tweets to Savolainen’s motives, we identified one 

additional motive for information sharing in the context of online health communication. The 

additional motive we propose is “endogenous needs”, an inherent reason for sharing information 

due to needs internal or personal to an individual. Of the seven themes identified within the tweets 

of our participants, five align under the “endogenous needs” motive.   



 
 

Sharing details about a child’s cancer experience may be a means for a parent to manage their own 

emotions and to feel connected to a supportive community (Chung & Kim, 2007; Rains & Keating, 

2011). In that sense, tweets that were grouped under the endogenous needs theme are ones that 

may not only be beneficial to others looking for families going through a similar experience; these 

tweets may also be fulfilling an inherently personal need of an individual seeking to connect to a 

larger community for support. Similarly, tweets grouped within the themes labelled sharing 

childhood cancer related facts, raising awareness for childhood cancer (or other causes), as well as 

promoting campaigns and fundraisers could be perceived as being shared for primarily personal 

reasons inspired by the deeply personal experience of caring for a child with cancer.   

While all the parents recruited for the purpose of this study self-identified on their Twitter profile 

as a parent of a child diagnosed with cancer, the extent to which childhood cancer featured within 

their tweets varied considerably. Some parents intertwined topics of personal interest along with 

their child’s experience with cancer, while some parents chose to tweet only about childhood 

cancer advocacy and awareness. Two of the parents participating in this study maintained a 

personal Twitter account where the tweets posted included topics directly related to childhood 

cancer as well as unrelated topics of personal interest, and a separate Twitter account dedicated 

completely to the child’s cancer experience. The tweets grouped under the theme labelled personal 

interests and casual conversations therefore may be aligned with the proposed motive of meeting 

endogenous needs for information sharing as well. 

Savolainen’s ELIS framework provides conceptual definitions and categories to situate non-work 

information practice within boundaries of everyday life. Although the framework is specific for 

information seeking, in this study we applied the same definitions to contextualize the 

phenomenon of sharing information through tweets related to a child’s cancer experience within 



 
 

the boundaries of non-work related everyday life information practice. Savolainen (2007) provides 

examples of non-work contexts as “hobbies, consumer issues, and participation in the activities of 

civil society” (p. 1). The specific study he used to explore motives of information sharing is based 

on researching information behaviour of environmental activists. The social context of 

Savolainen’s extensive analysis of everyday life information practice is also largely characteristic 

of interactions that take place in an in-person face-to-face scenario rather than in online 

environments such as social media platforms. He discusses the internet in the context of 

information seeking specifically in analysing the perception of the internet as a source of 

information (Savolainen, 2008, p. 78), rather than viewing the internet as an all-encompassing 

social setting for interaction and information sharing among individuals. As such, our study of 

representing tweets posted by parents of children diagnosed with cancer through the lens of 

information sharing in an everyday context lends itself to filling a potential gap in Savolainen’s 

motives for non-work related information sharing.  

Table 8 shows the alignment of high level themes with Savolainen’s three original motives of 

sharing information, as well as the additional proposed motive. As demonstrated in this table, some 

of the high level themes were aligned with more than one motive.  

 

Conclusion 

Savolainen’s Everyday Life Information Seeking (ELIS) framework relates one’s way of life with 

mastery of life in combination with current situational factors and accommodates the process of 

seeking orienting and problem solving information specific to the problem or challenge at hand 

(Savolainen, 1995). We used this definition to situate the phenomenon of tweets posted and 

exchanged by parents of children diagnosed with cancer within the context of Everyday Life 



 
 

Information Seeking (ELIS) and extended these definitions to associate information sharing 

(giving and receiving) within everyday life non-work contexts. We focused on the three motives 

of information sharing in everyday life non-work situations described by Savolainen (2007) and 

aligned the themes of tweets posted by the parents of children diagnosed with cancer within those 

motives. We proposed a fourth motive (endogenous needs) for sharing information in an everyday 

life context, especially for sharing information related to an illness experience within the family 

as experienced by parents of children diagnosed with cancer. The results from our study therefore 

add new knowledge and supportive empirical evidence towards explorative studies in the area of 

everyday life information practice, specifically in the area of parents of children diagnosed with 

cancer sharing information about their personal experiences online through social media tools. 

Table 8. Aligning themes of tweets to motives of information sharing 

Serendipitous altruism Sharing information 
sought by others 

Duty driven sharing Endogenous needs 

Theme 1: Sharing details about child’s cancer experience 
 Theme 2: Providing 

updates about 
child’s treatment 

Theme 2: Providing 
updates about child’s 
treatment 

 

Theme 3: Sharing childhood cancer related facts 
Theme 4: Raising 
awareness 

 Theme 4: Raising 
awareness 

Theme 4: Raising 
awareness 

Theme 5: Promoting campaigns and fundraisers 
Theme 6: Being 
supportive 

 Theme 6: Being 
supportive 

 

Theme 7: Personal 
interests and casual 
conversations 

  Theme 7: Personal 
interests and 
casual 
conversations 
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