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Numerous Internet-based peer support groups exist to support the informational needs of patients with 

chronic illnesses. By analyzing the discussions available in the forum of a major ovarian cancer support 

group, the Ovarian Cancer National Alliance (OCNA), this study investigates the type of information that 

newly diagnosed ovarian cancer patients and their supporters seek. Using content analysis, 206 publicly 

available discussion posts exchanged on OCNA were analyzed by two researchers. Each discussion point 

was classified into one of the three broad themes that emerged: ovarian cancer-specific, treatment-related, 

or coping information. The discussion points were further analyzed using a multinomial logit model to 

predict the type of the desired information based on the role of the person looking for the information, the 

disease phase in which the information was sought, the emotional status of the information seeker, and the 

stage of the cancer. The results suggest that there is a wide variety of information seekers with divergent 

goals. Treatment-related material was the most sought-after information by patients, while coping 

information was most sought by supporters. When forum posts were negative in tone, the information 

seekers were more likely to be looking for ovarian cancer-specific information than either treatment-related 

information or coping information. This suggests that the presentation of ovarian cancer-specific 

information should be particularly sensitive to the negative emotional state of the people seeking this 

information.  

 

INTRODUCTION 

 

Ovarian cancer, the ninth most common cancer among 

women, begins in the ovaries (U.S. Cancer Statistics Working 

Group, 2013). It is the fifth leading cause of cancer-related 

death among women, with recent statistics suggesting that 1 in 

71 women will develop ovarian cancer (U.S. Cancer Statistics 

Working Group, 2013). Typically, this cancer begins on the 

surface of the ovary or in the egg cells. Women with ovarian 

cancer may gather information and empower each other to 

cope with the challenges they face by participating in peer 

support groups. With the emergence of the Internet, such 

groups acquired the ability to facilitate information seeking 

and dissemination electronically.   

A recent Health Information National Trends Survey 

(HINTS) suggested a substantial increase in the use of the 

Internet for retrieving health information, with the majority of 

respondents accessing information online before talking to 

their doctors (Hesse et al., 2005; Rutten, Squiers, & Hesse, 

2006). These results are supported by surveys conducted by 

Fox et al. (2009), which determined that healthcare consumers 

increasingly resort to the Internet for information on managing 

chronic conditions. Past studies (Rutten et al., 2006) have 

suggested that  consumers use search engines to obtain such 

information  from sources such as research literature published 

in the media, reports provided by governmental agencies, 

resources provided by entities such as the Mayo Clinic and the 

National Institutes of Health (NIH), online  peer support 

groups where consumers actively exchange healthcare-related 

information, and websites and blogs run by lay individuals and 

doctors.  

Recent years have witnessed the development of Internet-

dependent peer support systems such as PatientsLikeMe.com 

and KnowCancer.com, which provide patients with a way to 

share information about their health condition. Internet-based 

peer support groups, one form of online social media that 

enables healthcare consumers to share their concerns and 

experiences, encompass forums, discussion groups, chat 

rooms, and listservs. Most peer support groups are forums, 

where users can create accounts and post discussion threads to 

which other users can reply.  These support groups feature 

both active and passive participation: healthcare consumers 

can post questions, provide answers to questions posted by 

others, or read through the discussions without actively adding 

to them. Recent studies have reported that users of such peer 

support groups share personal experiences, encourage one 

another, and exchange advice (Hoch & Ferguson, 2005).  

Online communities and discussion forums provide a 

gateway for healthcare consumers to share opinions, insights, 

perspectives, and experiences with one another (Eysenbach, 

2008). One of the key features of these portals is that they 

promote disease awareness and provide information on 

acceptable ways of staying healthy while coping with disease 

(Wicks et al., 2010).  Specifically for consumers experiencing 

chronic conditions, such peer support groups act as a lifeline 

that helps them to understand how to deal with specific issues 

in their daily lives (Wicks et al., 2010). Many of these online 

networks provide ways for ailing patients to collaborate 

privately with people experiencing similar conditions.  

Studies have suggested that information seekers use 

online peer support groups to identify patients with the 

relevant health condition and to discuss their situation with 

them before making a healthcare decision (Bender, Jimenez-

Marroquin, & Jadad, 2011; Greene, Choudhry, Kilabuk, & 

Shrank, 2011). These findings are supported by recent studies 

conducted by Chou et al. (2009), suggesting that the majority 

of healthcare consumers resort to Internet-based resources, 

including social media, to better understand their health-

related concerns.  Studies have found that 36% of healthcare 

consumers consider these perspectives and knowledge before 
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making important healthcare decisions (Keckley & Hoffmann, 

2010). Another key finding from these studies is that, while 

making a healthcare decision, patients attribute more weight to 

content generated by people experiencing their condition than 

information made available by governing agencies for public 

consumption (Keckley & Hoffmann, 2010).  

 Recent studies conducted by the Pew Research Center 

suggest that patients with chronic diseases and Internet access 

are increasingly embracing such web-based healthcare 

resources and social networking tools (Fox & Jones, 2009; 

Fox & Purcell, 2010). Information from such peer support 

groups, when used in conjunction with other Internet-based 

healthcare resources, has the potential to play a key role in 

making healthcare consumers more informed. As better 

informed consumers, they can take an active role in managing 

their conditions. However, it is becoming increasingly difficult 

to seek, filter, and integrate useful, trustworthy, and valid 

sources of Internet-based information. There is also a risk of 

dissemination of misleading information, as research has 

identified issues about the trustworthiness and veracity of this 

vast amount of data (Eysenbach et al., 2004). This suggests 

the need to develop interventions to help healthcare consumers 

to access, comprehend, and use information available on the 

Internet effectively. 

 The Ovarian Cancer National Alliance (OCNA) is the 

main advocacy organization of women with ovarian cancer. 

Hence, the OCNA support community was studied to better 

understand the characteristics of information healthcare 

consumers are searching for in peer support groups. The 

OCNA support community is an effort to connect ovarian 

cancer patients, families, friends, and caregivers. We used 

content analysis, a research technique that provides useful and 

pertinent information about conversations, to better understand 

the types of information searched for by ovarian cancer 

patients and their supporters.  

 

METHOD 

Study sample and data collection 

 We collected publicly available information from 

September 2007 to September 2010 on the characteristics of 

the discussion occurring in the OCNA support community.  

This ovarian cancer discussion group features threads started 

by individual members asking specific questions. The group 

permits other community members to contribute information 

as comments. We used discussion points with an informational 

intent under the category “Newly Diagnosed” and available 

for public use in this study, as we were interested in 

understanding the informational needs of people recently 

diagnosed with ovarian cancer. 

 The study sample included 206 individual posts in 

discussion threads written by members of the support 

community. Two researchers evaluated all of the discussion 

posts using content analysis to develop coding themes based 

on broad themes in the data. The information classification 

created by Rutten et al. (2006) guided the development of 

themes. The researchers read the discussion threads and 

assigned each discussion post a code based on the themes. 

Table 1 shows a few examples. There was a high level of 

agreement in the initial classifications. Any discrepancies 

were discussed by the two researchers until a consensus was 

met. Since this study was exploratory in nature, no formal 

hypotheses were formulated for this study. 
 

Table 1. Examples of categorized discussion points 

Category Discussion point 

Ovarian cancer-

specific 

“My sister just found out that she has a tumor the size of a 

small watermelon her OBGYN strongly suspects ovarian 

cancer. But I know someone else in almost the exact same 
situation as my sister and it turned out NOT to be OVCA. 

I'm hoping to hear from some of you to see if your tumor 

or tumors were large like this?” 
Treatment-

related 

“Scheduled for surgery 9/2….. My diabetes has been out 

of control prior to diagnosis. It is now in control. How 

will diabetes affect and treatment?” [sic] 
Coping 

information 

“I have had some people including family members avoid 

me since my diagnosis. My sister-in-law will not talk to 

me but gives me messages through my brother. I've had 
other people who would call or drop by disappear, has 

anyone had this happen?” 

 

Independent variables 

The independent variables were the primary role of the 

information seeker, information seeking phase, emotional tone 

of the person looking for information, and the stage of cancer. 

Information seekers were classified as patients or supporters. 

Information seeking phase was broadly divided into the phases 

of before diagnosis, after diagnosis and waiting for treatment, 

during treatment, and after treatment/remission, based on the 

characteristics of the discussion point. Though the category 

analyzed in this study was the section titled “Newly 

Diagnosed”, 34.5% and 11.7% of the discussions in this 

category, respectively, were categorized under the phases 

“during treatment” and “after treatment/remission”.  

The emotional tone of the discussion point was analyzed 

and classified as negative or neutral. Phrases such as “Please 

help me” and “I am losing my mind” were classified as 

negative. Table 2 shows a few examples.   
 

Table 2. Examples of discussion points with negative and neutral tones 

Category Discussion point 

Comment with 
negative tone 

“I received the devastating news from my doctor that my 
results are back and I have stage II OC. I was advised to 

do chemotherapy as soon as possible...  How should I 

prepare myself? Can I work while undergoing chemo? 
Fellow sufferers, Please help !!”   

Comment with 

neutral tone 

“Has anyone dyed their hair during Gemzar/Carbo? Does 

anyone know about great natural hair dye products? My 
gray roots with my brown hair are looking bad.” 

 

Perhaps because the discussion points analyzed were in the 

“Newly Diagnosed” category, no questions were found with a 

positive emotional tone. 

The stage of cancer was coded based on the International 

Federation of Gynecology and Obstetrics (FIGO) staging 

system, a classification mechanism for gynecologic cancer 

that conveys how far the cancer has spread. The FIGO system 

ranges from 1 to 4, with 1 being cancer inside the ovaries and 

4 being cancer that has spread to other body organs such as the 

lungs. 
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Dependent variable 

The type of information sought was divided into three 

broad categories based on the primary themes that emerged in 

this analysis. Ovarian cancer-specific, treatment-related, and 

coping information represented 30.6%, 41.3%, and 28.2% of 

the total discussion respectively. These themes were used as 

categories of the dependent variable for further analysis.  

 A total of 206 discussion points were analyzed. Due to the 

discrete nature of the dependent variable, a multinomial 

logistic regression model was used. Such a model allows 

prediction of multiple unordered categories based on the same 

combination of categorical predictor variables. 

 

RESULTS 
 

A multinomial logistic regression analysis was performed 

using SPSS 19.0 to predict membership of a discussion point 

in one of the three categories of information being sought: 

ovarian cancer-specific, treatment-related, and coping 

information. The characteristics of the outcome and predictor 

variables are shown in Table 3.  Outcomes of this model were 

used to predict the odds that a discussion point would be in 

one category as opposed to another. Thus, for this analysis, 

there were three group contrasts: (1) treatment-related 

information vs. ovarian cancer-specific information; (2) 

coping information vs. ovarian cancer-specific information; 

and (3) coping information vs. treatment-related information. 

All three relationship contrasts are shown in the multinomial 

logit model presented in Table 4.   

 A Chi-squared test was conducted to test the reduction in 

unexplained variance from the baseline model (242.076) to the 

final model (183.755) with all the predictors included. This 

yielded χ
2
(16) = 58.321, p < 0.001, R2L = 0.240, suggesting 

that the final model explained a significant amount of the 

original variability. An omnibus test was conducted to identify 

the predictors that were significantly predictive of the 

informational needs of the ovarian cancer patients and their 

supporters. The results suggested that there was a significant 

main effect of the role of the person looking for information, 

χ
2
(2) = 11.790, p = 0.003, the phase in which information was 

sought, χ
2
(6) = 27.070, p < 0.001, and the emotional tone of 

the person posting information, χ
2
(2) = 10.290, p = 0.006.  

Individual parameter estimates were further analyzed to 

better understand these effects. The ovarian cancer-specific 

information category was taken as the initial reference 

category, meaning the treatment-related and coping 

information categories were compared to the cancer-specific 

information category. Then treatment-related information was 

taken as the reference category, and coping information was 

compared to it. 

 The role of the person looking for information approached 

significance, when comparing looking for ovarian cancer- 

specific and treatment-related information, b = -0.830, Wald’s 

χ
2
(1) = 3.410, p = 0.065. A supporter is 0.44 times as likely as 

a patient to look for treatment-related information versus 

ovarian cancer-specific information. Supporters are 3.87 times 

more likely than patients to look for coping related 

information versus treatment-related information, b = 1.35, 

Wald’s χ
2
(1) = 10.930, p = 0.001. 

 The phase of the treatment process is also associated with 

differences in the type of information that people sought, as 

shown in Figure 1. 

 

 
 

Figure 1. Information sought categorized by information seeking phase 

 

 A person looking for information during the after 

diagnosis and waiting for treatment phase is 3.01 times more 

likely than a person in the before diagnosis phase to look for 

treatment-related information versus ovarian cancer–specific 

information, b = 1.100, Wald’s χ
2
(1) = 5.600, p = 0.001. A 

person in the during treatment phase is 8.35 times more likely 

than a person in the before diagnosis phase to look for 

treatment-related information versus ovarian cancer-specific 

information, b = 2.120, Wald’s χ
2
(1) = 16.600, p < 0.001. 

Finally, a person in the during treatment phase is 8.65 times 

more likely than a person in the before diagnosis phase to look 

for coping information versus ovarian cancer-specific 

information, b = 2.160, Wald’s χ
2
(1) = 14.840, p < 0.001. 

 When a person’s forum post had a negative tone the 

person was 0.31 times as likely as a person making an 

Table 3.  Characteristics of discussions (N = 206) 

Variable % 

Category of information   

Ovarian cancer-specific information  30.6 

Treatment-related information  41.3 

Coping information  28.2 

Role of person looking for information   

Patient 68.9 

Supporter 31.1 

Phase  

Before diagnosis 27.2 

After diagnosis and waiting for treatment 26.7 

During treatment 34.5 

Treatment completed 11.7 

Emotional tone  

Negative  48.1 

Neutral 51.9 

Stage of cancer  

Stage 1 36.4 

Stage 2 11.2 

Stage 3 45.6 

Stage 4 6.8 
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Table 4. Likelihood of information sought based on the role of information seeker, information seeking phase, emotional level, and stage of cancer (parameter estimates and odds ratios from a 

multinomial logit model) 

Variable 

Treatment-related information
 
vs.  ovarian 

cancer-specific information
 a
 

Coping information vs. ovarian cancer-

specific information
 a
  

Coping information vs. treatment-related 

information
 a
  

Contrast 

estimate 
S.E. 

Adjusted 

odds ratio 
p 

Contrast 

estimate 
S.E. 

Adjusted 

odds ratio 
p 

Contrast 

estimate 
S.E. 

Adjusted 

odds ratio 
p 

Intercept 0.33 0.49  0.496 -0.77 0.57  0.180 -1.11 0.55  0.043 

Role of person looking for 

information  
            

Supporter -0.83 0.45 0.44 0.065 0.53 0.45 1.69 0.243 1.35 0.41 3.87 0.001* 

Patient
 a
 0a    0a    0a    

Phase             

After treatment  0.39 0.62 1.47 0.535 0.99 0.66 2.70 0.133 0.61 0.67 1.84 0.367 

During treatment 2.12 0.52 8.35 <.001* 2.16 0.56 8.65 <.001* 0.04 0.49 1.04 0.943 

After diagnosis and 

waiting for treatment 
1.10 0.47 3.01 0.018* 0.61 0.54 1.85 0.255 -0.49 0.55 0.62 0.375 

Before diagnosis 
a
 0a    0a    0a    

Emotional tone             

Negative  -1.19 0.39 0.31 0.002* -0.97 0.43 0.38 0.023* 0.21 0.38 1.24 0.574 

Neutral
 a
 0a    0a    0a    

Stage of cancer             

Stage 4 1.52 1.16 4.58 0.190 1.77 1.18 5.87 0.133 0.25 0.68 1.28 0.713 

Stage 3 -0.16 0.41 0.85 0.696 0.23 0.45 1.26 0.609 0.38 0.39 1.47 0.331 

Stage 2 -0.90 0.60 0.41 0.134 -0.79 0.71 0.45 0.269 0.11 0.70 1.12 0.872 

Stage 1
a
 0a    0a    0a    

Number of observations 206            

 Note. a Reference group for each of the categorical variables   *Significantly different from the referenced categorical group  

-2 Log-likelihood 
(null model)

  
=  242.08;  -2 Log-likelihood 

(final model)
 
=  183.76; R2L =  0.24 
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emotionally neutral post to be looking for treatment-related 

information versus ovarian cancer-specific information, b =  

-1.190, Wald’s χ
2
(1) = 9.275, p = 0.002, as shown in Figure 2.  

 
 

Figure 2. Information sought categorized by the emotional tone of the post 

 

If the tone of the forum post was negative then the person was 

0.38 times as likely to be looking for coping information 

versus ovarian cancer-specific information, b = -0.973, Wald’s 

χ
2
(1) = 5.196, p = 0.023. 

 The stage of cancer did not predict the specific type of 

information sought. 

 

DISCUSSION 

Ninety-nine percent of the discussion threads evaluated 

received at least one response. Treatment-related information 

was the type of information most commonly sought by 

patients. This included information on side effects of 

procedures such as chemotherapy and oophorectomy. Patients 

were often concerned about the effect of a specific procedure 

on their daily life. Supporters primarily looked for coping 

information. Commonly sought coping information included 

the diet to be given to the patient during chemotherapy, how to 

deal with the emotional responses of patients, and how to 

provide emotional support. Only 2.42% of the posts were 

written by males, who looked primarily for coping 

information.   

When forum posts were negative in tone, information 

seekers were more likely to be looking for ovarian cancer-

specific information than either treatment-related information 

or coping information.  This may suggest that the negative 

tone is at least partly associated with a lack of knowledge 

regarding ovarian cancer and the progression of the condition. 

As knowledge of the condition increases and the individual 

focuses more on treatment-related or coping information, the 

tone of the post is less likely to be negative. This suggests that 

the presentation of ovarian cancer-specific information should 

be particularly sensitive to the negative emotional state of the 

people seeking this information. 

People focused on treatment-related information in the 

after diagnosis and waiting for treatment phase and treatment-

related and coping information in the during treatment phase. 

These findings are expected, since these information seekers 

have been diagnosed with the disease and are looking for 

specific information on issues related to disease management. 

This suggests the need for context-related information to 

support consumer decision making during these phases. For 

example, information on how the majority of OCNA support 

community members who used Gemzar chemotherapy 

mitigated a specific side effect could support an information 

seeker’s choice of coping strategy. In addition, this study 

suggests the need to develop interventions that relate a 

particular discussion to the information seeker’s health 

condition. Integrating discussion points into stories rather than 

lists could be one way to enhance assimilation of healthcare 

information. 

This study has limitations. Many of the discussions on the 

OCNA support community were marked as private and were 

not included in the study. Members also had the option to send 

each other private messages. These information exchanges 

were also not included in this study. Internet-based resources 

can provide novel ways for consumers to gain information and 

share their experiences of investigation, diagnosis, and 

treatment of disease. However, interventions need to be 

developed to assure that consumers are able to critically 

assimilate the anecdotal information posted in peer support 

groups with more authoritative information sources to make 

effective healthcare decisions. 
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