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ABSTRACT 

SHARYN CARRASCO 
 

EXPERIENCES OF SELF-REPORTING SYMPTOMS BY ADULTS RECEIVING 
CANCER TREATMENT: A PHENOMENOLOGICAL STUDY 

 
MAY 2019 

This qualitative study was proposed to investigate the experience of adults 

receiving cancer treatment self-reporting their symptoms. This phenomenological study 

used Edmund Husserl’s descriptive phenomenology. The researcher recruited throughout 

the United States. Thirteen participants with advanced or metastatic cancer undergoing 

systemic cancer treatment were enrolled. Researcher asked participants to describe their 

experiences self-reporting their symptoms. Interviews were audio-taped and used as the 

data collection method. Open-ended questions and probes were used during the 

interview. Audiotaped interviews were transcribed and analyzed according to Colaizzi's 

method. The findings from the categorized interview data revealed four main themes. 

Real-time reporting for bothersome symptoms and communicating directly to the 

member of their health-care team who will be deciding the symptom management plan, 

were consistent subthemes in all the interviews. This qualitative study uncovered and 

improved understanding of the participants’ experience self-reporting their symptoms 

with the ability to capture the totality of their experience. A better understanding of these 

experiences could lead to improved communication methods for patients to report their 

symptoms that ultimately reduces patient burden and enhances patient engagement. 
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Ensuring that patient’s preferences for reporting their symptoms are met may influence 

the likelihood and timeliness of symptom self-reporting. Finding or developing new and 

improved ways for nurses to manage symptoms is vital to improving patients’ quality of 

life. Communication of symptoms with nurses is key to symptom management. 
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CHAPTER I 

INTRODUCTION 

Focus of Inquiry 

In 2018, there was an estimated 1.7 million new cases of cancer diagnosed in the 

United States and about 600,000 people died from the disease. The most common cancers 

(listed in descending order according to estimated new cases in 2018) were breast cancer, 

lung cancer, prostate cancer, colorectal cancer, skin melanoma, bladder cancer, non-

Hodgkin lymphoma, kidney and renal cancer, endometrial cancer, leukemia, pancreatic 

cancer, thyroid cancer, and liver cancer. Approximately 38.4% will be diagnosed with 

cancer at some point during their lifetimes (National Cancer Institute, 2018).  

In 2016, there were an estimated 15.5 million cancer survivors in the United 

States. By 2026, the number of cancer survivors is projected to increase to 20.3 million 

(National Cancer Institute, 2018). Survivorship includes a variety of cancer experiences 

and trajectories, including intermittent periods of disease requiring treatment or living 

with cancer, with or without treatment and without being free of disease. Treatment can 

include surgery, radiation therapy, and/or systemic therapy (e.g., chemotherapy, 

hormonal therapy, immune therapy, and targeted therapy). Treatments may be used alone 

or in combination (American Cancer Society, 2016). 

Patients with cancer experience symptoms from their disease and treatment. 

Clinicians are unaware of 50-80% of their patients’ symptoms (Farrell, Beaver, Heaven, 

& Maguire, 2001; Ryan et al., 2005; Epstein & Street, 2007). 
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Symptoms are poorly documented, and their impact underestimated and undertreated 

(McIntyre, 2015) leading to increased symptom distress and decreased quality of life 

(Cella, 1997; Lee, 2008). Clinicians’ assessment findings and symptoms reported by 

patients are discordant (Basch et al., 2006; Petersen, Larsen, Pedersen, Sonne, & 

Groenvold, 2006) leading to unmanaged symptoms. Inadequate management of 

treatment-related toxicities may increase symptom distress and negatively impacting 

quality of life (Cella, 1997; Lee, 2008). Worsening symptoms may lead to emergency 

department visits and may have a negative impact on survival (Barbera et al., 2013; 

Efficace et al., 2012).  Finding or developing new ways for patients to self-report 

symptoms and nurses to manage patient symptoms will help to improve patients’ quality 

of life (National Institute of Nursing Research, 2016a). 

Communication of these symptoms to nurses is key to symptom management. A 

vast array of electronic methods is being utilized by patients to self-report their symptoms 

(Basch et al., 2007; Berry et al., 2004; Blum et al., 2014; Cella et al., 2014; Fromme, 

Eilers, Mori, Hsieh, & Beer, 2004). Some electronic methods feature an interactive 

component that allow for patient–clinician communication. Approaches for patients to 

report their symptoms as they are experienced so assessment and management can occur 

in real time is crucial. Understanding the ways in which patients prefer to report their 

symptoms may influence the likelihood that patients will report those symptoms and 

report them in a timely manner. 



3 
 

Statement of Purpose 

The purpose of this descriptive phenomenological study was to gain an in-depth 

understanding of the patients’ experience and their perspective to self-report their 

symptoms.  The results of the pilot study led the researcher to gain an improved 

understanding of the patients’ experiences of self-reporting their symptoms.  

Research Question 

 What is the experience of adults receiving cancer treatment self-reporting their 

symptoms? 

Rationale for the Study 

Routine collection of patient symptoms improves symptom detection and 

management, promotes quality of care, enhances patient satisfaction (Basch, 2014), and 

improves overall survival (Basch et al., 2017).  Improving the reporting of patient 

symptoms is vital in managing symptoms and improving quality of life. A literature 

review that was conducted included studies where patients used an electronic method to 

report their symptoms (Carrasco & Symes, 2018). Many studies found that routinely 

collecting symptoms electronically is feasible and acceptable to patients (Abernethy et 

al., 2008; Andikyan et al., 2012; Basch et al., 2007; Blum et al., 2014; Chan et al., 2011; 

Wolpin et al., 2008). This literature review uncovered the lack of understanding of the 

patients’ experiences of self-reporting their symptoms and their preferences to report 

their symptoms. A further understanding of patients’ experiences of self-reporting their 

symptoms and what is conducive to the individual patient can foster improved clinical 

outcomes as well as support the notion of patient-centered care promoting engagement 
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between patients and their healthcare team. Ensuring that patient’s preferences for 

reporting their symptoms are met may influence the likelihood and timeliness of 

symptom self-reporting and impact symptom management. 

Nursing Practice 

Reporting the prevalence, severity, and impact of symptoms is essential in 

oncology symptom management (White, McMullan, & Doyle, 2009).   Reilly et al. 

(2013) concluded that any clinical study evaluating the impact of treatment on patients 

should consider including patient self-reporting of symptoms, also referred to as patient-

reported outcomes (PROs). PROs improve symptom detection and management, enhance 

quality of care, and enhance patient satisfaction (Basch, 2014).  Finding or developing 

new and improved ways for nurses to manage symptoms is vital to improving patients’ 

quality of life (QOL) (National Institute of Nursing Research, 2016b).  

Theoretical Model 

 The Symptom Management Model was developed by researchers from the 

University of California, San Francisco resulting in the development of a deductive, 

process-focused model (see Figure 1), which addresses three interactive components of 

symptom management including symptom experience, symptom management strategies, 

and outcomes. The underlying principle of the model was that it was essential to consider 

all three components for effective symptom management (Dodd et al., 2001).   
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Figure 1. Symptom Management Model (Permission to use Model as shown).  

The bidirectional arrows shown within the model of symptom management theory (SMT) 

indicate a simultaneous interaction among all three concepts. The bidirectional arrows 

shown within the model of SMT indicate a simultaneous interaction among all three 

concepts. The symptom experience is conceptualized as influencing and being influenced 

by both management and outcomes (Humphreys et al., 2014). The following interaction 

occurs: individuals become aware of symptoms, initiate strategies, assess symptom 

outcomes, their symptom perception is affected and continues until symptoms are 

resolved (Humphreys et al., 2014). This interaction can take place in a matter of a short 

time period as is often the case in common symptom self-care management (e.g., virus 

causing a cold, rash, upset stomach). However, when symptoms are more complex and/or 

distressing such as in advanced cancer patients receiving treatment, understanding the 
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best method to symptom reporting is vital so that other sources of symptom management 

strategies are pursued, and symptom status outcomes are assessed in a more formal 

approach.  

Researcher’s Relationship to the Study 

This research study took a descriptive phenomenological approach to include the 

process of “bracketing”. Bracketing involves recognizing and temporarily sustaining the 

preconceived notions of the phenomenon being studied (Polit & Beck, 2012). A method 

to assist in the researcher’s bracketing was using reflexive journaling throughout the 

study. The researcher’s relationship to this field of study is as an oncology nurse. One 

preconceived notion was found that there was data on how patients with cancer wanted to 

report their symptoms and this notion was dismissed after conducting the literature 

review and was identified as a research gap.  The researcher used reflexive journaling 

throughout the dissertation process to preserve the patients’ essence of experiences in the 

report of the findings. 

Study Assumptions 

The following assumptions were applied to the study: 

• The participants articulated their experiences of self-reporting their symptoms 

to their health care professionals. 

• The participants responded to the questions in the semi-structured interview 

guide in an open and honest manner.  

• The researcher removed her personal bias during data collection and analysis. 
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Definition of Terms 

 Systemic therapy is defined as chemotherapy, immunotherapy, monoclonal 

antibody therapy, and/or targeted therapy with small molecules for the cancer. 

 Advanced cancer is defined as unresectable or metastatic disease. 

Philosophical Underpinnings 

Qualitative studies allow participants to thoroughly express their experiences, and 

perspectives, and increase understanding of the subjective nature of patient self-reporting 

their symptoms. Qualitative methods more adequately capture the totality of the patients’ 

experience than one measure alone. The qualitative method used in this study was 

Husserl’s descriptive phenomenology.  

Phenomenology is a method of inquiry with the objective of exploring the 

phenomenon from the perspective of those who experience it first-hand to uncover the 

essential meaning of the lived experience of the phenomenon (Polit & Beck, 2012; 

Grbich, 2012). Phenomenology is also a science that describes textures and structures of 

things in people’s mind (Streubert & Carpenter, 2011). The phenomenological method 

allows the researcher to critically examine these experiences to reveal their hidden 

meanings instead of taking them for granted.  

Phenomenology includes the interrelationship between the context or environment 

and individuals, which constitutes an experience (Moustakas, 1994). Moustakas (1994) 

believed that scientific investigation is valid when the information obtained comes from 

rich description that allows an understanding of the meaning and essences of the 

experience. For this study, patients will be asked to reflect on their experience of 
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symptoms they recently have reported and to provide a detailed description of how they 

reported their symptoms to their health care professionals. 

Edmund Husserl's (1960) descriptive phenomenology is the theoretical 

perspective utilized in this qualitative study to describe the experiences of the patients 

self-reporting their symptoms. This existential philosophical school of thought is 

congruent with the purpose of the study as it seeks to understand the human condition as 

it experienced by the participants. The main methodological consideration is the 

requirement to explore, analyze, and describe the phenomenon while maintaining a near-

real picture of the lived experience (Streubert & Carpenter, 2011). This requires the 

researcher to review the content devoid of any preconceived notions, that is, 

preconceptions by bracketing (Giorgi, 2008). There should be initial and continual 

bracketing of assumptions and interests. Bracketing helps the researcher to identify and 

examine his/her perspective.  Bracketing allows the phenomena to be uncovered without 

distortion by the researcher's preconceptions (Husserl, 1965). The phenomena, as they are 

experienced by the participants, will be described in this study without theories related to 

causes and without bias and presuppositions by the researcher. 

Summary 

There is a lack of understanding regarding the patients’ experiences of reporting 

their symptoms and their preferences to report their symptoms. The study’s data 

collection was done through interviews that were audio-recorded and transcribed 

verbatim. This method allowed for a description of the participants’ experiences of self-

reporting their symptoms. Edmund Husserl's (1960) descriptive phenomenology is the 
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theoretical perspective that was utilized in this qualitative study to describe the 

experiences of the patients self-reporting their symptoms to their health-care professional. 
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CHAPTER II 

A Paper Published in the 

Oncology Nursing Forum Journal 

Sharyn Carrasco, RN, MSN, Lene Symes, PhD, RN 

Background 

Patients with cancer experience acute and chronic symptoms caused by their 

disease and the treatment (Portenoy, et al., 1994).  However, clinicians are often unaware 

of patients’ symptoms (Newell, Sanson-Fisher, & Girgis, 1998; Bruera, Sweeney, Calder, 

Palmer, & Benisch-Tolley, 2001; Chang, Hwang, Feueurman, & Kasimis, 2000; Butow, 

Brown, Cogar, Tattersall, & Dunn, 2002) and fail to recognize 50%–80% of these 

symptoms (Epstein & Street, 2007; Farrell, Beaver, Heaven, & Maguire, 2001; Ryan et 

al., 2005). Even when symptoms are recognized, they may be under documented and 

undertreated, with their impact underestimated (McIntyre, 2015). Discordance exists 

between clinicians’ findings during assessment and patients’ reported symptoms (Basch 

et al., 2006; Petersen, Larsen, Pedersen, Sonne, & Groenvold, 2006), which leads to 

unmanaged symptoms. Inadequate management of treatment-related toxicities may 

increase symptom distress and negatively affect quality of life (Cella, 1997; Lee, 2008). 

Worsening symptoms may lead to emergency department visits and have a negative 

impact on patient outcomes, including survival (Barbera et al., 2013; Efficace et al., 

2012). A vast array of instruments is being used to
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capture and measure symptoms, as well as to examine the complexity of caring for 

patients and treating and managing their symptoms (Basch et al., 2007; Berry et al., 2014; 

Blum et al., 2014; Cella et al., 2014; Fromme, Eilers, Mori, Hsieh, & Beer, 

2004).Reporting the prevalence, severity, and impact of symptoms is essential in 

oncology symptom management (White, McMullan, & Doyle, 2009). Reilly et al. (2013) 

concluded that any clinical study evaluating the impact of treatment on patients should 

consider including patient self-reporting of symptoms, which is also referred to as 

patient-reported outcomes. 

The U.S. Food and Drug Administration and the National Cancer Institute have 

stated that a patient’s own description of symptoms should be considered as the accepted 

benchmark (Dueck & Sloan, 2007). Increasing interest surrounds the use of electronic 

methods for patients to self-report their symptoms (Johansen, Henriksen, Berntsen, & 

Horsch, 2011).  

Since the American Recovery and Reinvestment Act of 2009, which allocated 

significant funding to the implementation of electronic health records (EHRs), their use 

has spread widely. The integration of an electronic version of a validated symptom 

assessment into the EHR can enhance oncology practices and permit real-time patient 

assessment and management. Evidence supports the idea that the routine collection of 

patient symptoms, including the provision of timely feedback, enhances patient–clinician 

communication (Chen, Ou, & Hollis, 2013). The collection of patients’ self-reported 

symptoms via electronic symptom assessment measures has been shown to be equivalent 
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to paper-and-pencil measures (Gwaltney, Shields, & Shiffman, 2008). However, 

electronic assessment may offer other benefits. Bennett, Jensen, and Basch (2012) 

reviewed five electronic assessment systems commonly used in oncology, finding that 

they support clinical activities, including symptom and toxicity assessment and symptom 

management. Because of growing interest in the electronic collection of symptoms, the 

number of studies about patients with cancer reporting their symptoms electronically has 

also increased. The purpose of this integrative review is to inform best practice by 

evaluating and synthesizing findings from studies about patients with cancer using an 

electronic method to self-report their symptoms. 

Methods 

An integrative review (Whittemore & Knafl, 2005) framework was followed. This 

method allows for the exploration of quantitative, qualitative, and mixed- method designs 

within one review, and it supports a comprehensive review of research. The sampling 

frame for this literature review consisted of research articles published in peer-reviewed 

journals from 2006–2016. 

Search Strategy 

PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) 

guidelines were followed for this review (Moher, Liberati, Telzlaff, Altman, & Group, 

2009) (see Figure 2). The first author of this article conducted a systematic literature 

search to identify studies in the PubMed, CINAHL®, and EMBASE electronic databases. 
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Bibliographic searching was also performed. The search terms were unique to each 

database. 

■ PubMed search terms were self reported patient 

AND neoplasm. 

■ CINAHL search terms were self report AND symptoms AND cancer patients. 

■ EMBASE search terms were self report OR self evaluation AND neoplasm AND 

patient. 

■ The term electronic was added to the search in titles or abstracts. Filters were adult, 

past 10 years, and English language. 

 

Figure 2 PRISMA flow diagram. 



 
 

14 
 

Inclusion and Exclusion Criteria 

Eligibility criteria included articles that described studies of adult patients who 

had access to a telephone or cell phone, were aged 18 years or older, had various types 

and stages of cancer, and were actively receiving treatment that included chemotherapy. 

The search was limited to studies reported in English. Literature reviews, articles 

unrelated to the oncology setting, pediatric studies, studies of cancer survivor- ship 

(related to long-term symptoms), and studies that focused only on a specific drug were 

excluded because their scope was too narrow for the purpose of this literature review. 

The search resulted in 64 articles retrieved from the databases and 9 articles 

identified by hand search. Of these, 31 articles were duplicates and were removed. An 

additional three articles were removed after further review of the title and abstract 

because two articles described a methodologic design and one was a self-report of 

adherence; all three were deter- mined to be irrelevant. The full text of the remaining 39 

articles was reviewed, and another 3 articles were removed because 2 were about 

methodologic design and 1 concerned cancer survivors who were not actively receiving 

treatment. The final sample consisted of 36 empirical reports: 32 quantitative and 4 

qualitative. 

Data Evaluation 

The strength of evidence among the studies varied and consisted of levels II, III, 

and VI based on the Melnyk levels of evidence (Melnyk & Fineout-Overholt, 2011).   
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• Level II is a well-designed randomized, controlled trial. 

• Level III is a well-designed nonrandomized, controlled trial or quasi-

experimental trial. 

• Level VI is a single descriptive or qualitative study. After the selection of the 

studies, the identified articles were again checked for inclusion criteria. All 

studies meeting the inclusion criteria were retained. 

Data Analysis 

The primary data analysis was conducted by the first author as part of the 

dissertation process and was guided by the method described by Whittemore and Knafl 

(2005). This method consists of data reduction, display, comparison, conclusion drawing, 

and verification. The data from the original sources were reviewed thoroughly, and the 

first author extracted data with consultation and collaboration provided by the second 

author. The extracted data were coded and then compared; similar data were categorized 

and grouped. 

Results 

General Characteristics 

The data extracted from the reviewed studies are displayed in a methodologic 

matrix (see Table 1). The researchers also evaluated different devices and electronic 

software applications used in the studies. Of the 36 studies, access to the electronic 

software applications was available to the patients in either the clinic (14 studies) or 

remotely (16 studies). Six studies allowed remote and clinic access. In addition, as 
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reported by Basch et al. (2007), 76% of patients had computers in their homes, but only 

15% self-reported from home. 

Nineteen of the 32 quantitative studies examined in this review were published 

from 2011–2016. In addition, 19 of these studies were conducted outside of the United 

States, with 16 of them performed in Europe. The studies looked at the acceptability or 

feasibility of electronically capturing patients’ self-report of symptoms, as well as the 

impact on communication between the patient and the healthcare provider and/ or the 

patient’s psychosocial well-being. 

The methodologic matrix of the primary source data was closely examined to 

identify themes. A critical analysis of the data in the matrix was conducted. Similar 

themes were categorized and grouped. For accuracy, the themes were verified by 

returning to the primary source and reconfirming the findings. 

Acceptability, Feasibility, and Usability of Electronic Collection of Symptoms 

Fourteen studies considered the patients and/or clinicians’ perspectives. 

Acceptability and feasibility of electronic assessment of symptoms directly by the 

patients was the focus of nine studies. 

Symptoms tracking and reporting for patients. Electronic patient self-reporting 

was shown to be feasible by Basch et al. (2007) and Andikyan et al. (2012) using the 

Symptoms Tracking and Reporting for Patients (STAR), an online platform that 

contained five items from the European Organisation for Research and Treatment of 

Cancer Quality of Life Questionnaire–Core 30 (EORTC QLQ-C30) and the patient 
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adaptation of the National Cancer Institute’s Common Terminology Criteria for Adverse 

Events. STAR also triggered alerts for grade 3 and 4 toxicities. Most of the patients from 

both studies found STAR to be useful and said they would recommend it to other patients 

(Andikyan et al., 2012; Basch et al., 2007). 

Electronic Self-Report Assessment Cancer.  Studies by Chan et al. (2011) and 

Wolpin et al. (2008) used the Electronic Self Report Assessment–Cancer (ESRA-C), 

which is made up of the following four measures: the EORTC QLQ-C30, the 13-item 

Symptom Distress Scale, the single-item Pain Intensity Numerical Scale, and the 9-item 

Patient Health Questionnaire– Depression. Moderate to high acceptability was reported 

for the ESRA-C (Chan et al., 2011; Wolpin et al., 2008). Women reported higher 

acceptability scores than men (p = 0.026), as did participants aged younger than 60 years 

compared to those aged older than 60 years (p = 0.048) (Wolpin et al., 2008). 

In two studies, patients’ symptoms were collected via assessments using paper 

and an electronic device (Abernethy et al., 2008; Blum et al., 2014). In both studies, no 

significant differences in symptoms were found. 

Wireless tablet computer. The study by Abernethy et al. (2008) reported that 

patients felt that wireless tablet computers were easy to read (94%) and easy to respond 

to (98%). 

PALM. In the Blum et al. (2014) study, 49% of the 84 participants preferred the 

PALM (handheld computer) to the paper-based assessment. Several studies reported high 

patient acceptability and feasibility regarding the electronic assessment of symptoms 
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(Abernethy et al., 2008; Andikyan et al., 2012; Basch et al., 2007; Blum et al., 2014; 

Chan et al., 2011; Falchook et al., 2016; Wintner et al., 2015; Wolpin et al., 2008; Wu et 

al., 2016). Three studies (Head et al., 2009; Mirkovic, Kaufman, & Ruland, 2014; 

Ruland, Maffei, et al., 2013) considered the usability and usefulness of a device from the 

patient’s perspective. 

Health Buddy. In the Head et al. (2009) study (N = 75), the telecommunications 

device Health Buddy was described as an easy-to-use telehealth messaging device. The 

print on the screen was large and easy to read, and only four buttons were used to register 

the responses. Compared to standard of care, the patients in the intervention group (n = 

42) reported that the device was either easy or very easy to use, with 65% reporting 

improved satisfaction concerning communication with their healthcare providers. 

Connect and WebChoice. The study by Mirkovic et al. (2014) involved usability 

testing of a high- fidelity prototype of the Connect mobile application, which was 

developed to allow patients access to the Internet platform Connect. Seven patients 

evaluated the look and feel of the application while using it to report their symptoms; 

overall, patients found that the application was useful and that they would use it again. 

Ruland, Maffei, et al. (2013) examined WebChoice, an interactive health 

communication application (IHCA) that is tailored to patients’ individual needs and 

includes various components (e.g., discussion forum, healthcare team messaging, diary). 

Patient- reported usefulness of WebChoice and its components differed with disease 

stage. Sixty-four percent of the participants actively used WebChoice (average of 60 
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times). The discussion forum and messages to the nurse components were used most, 

with large individual variations. The latter component was most valued by patients. 

WebChoice is a component of Connect. 

CHOICE. A study by Ruland (2006) evaluated the clinicians’ (65 nurses and 12 

physicians) perceived usefulness of a system called Creating better Health Outcomes by 

Improving Communication about Patients’ Experiences (CHOICE). CHOICE is an 

assessment tool for patients to report their cancer- specific symptoms; a summary report 

of these symptoms is then made available to clinicians to review and use for patient care 

planning. The clinicians highly rated all aspects of CHOICE’s usefulness (e.g., patient 

involvement, assessment summaries), but the nurses consistently provided higher 

usefulness ratings than the physicians. The nurses reported feeling as though CHOICE 

improved care planning and provided them with a better understanding of patients’ 

views. A strong significant correlation existed between pat- terns of use and perceived 

usefulness. 

Analysis 

Berry et al. (2011) and Blum et al. (2014) reported that clinicians found the 

summary reports generated by the patient self-assessment systems (ESRA-C and E-

MOSAIC, or electronic monitoring of symptoms and syndromes associated with 

advanced cancer, respectively) to be useful. Having a longitudinal and quantitative 

overview of patients’ symptoms was viewed as being beneficial to clinicians (Blum et al., 

2014). Most clinicians noted that the summary report was useful for identifying 
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symptoms and quality-of-life issues, promoting patient–clinician communication, and 

identifying areas for referral (Berry et al., 2011; Blum et al., 2014). 

Ruland, Maffei, et al. (2013) and Varsi, Gammon, Wibe, and Ruland (2013) 

looked at patients’ frequency and patterns of use of the components of the WebChoice 

system. The patients in this study were part of a larger study (Ruland, Andersen, et al., 

2013). Ruland, Maffei, et al. (2013) reported that patients with breast cancer logged in to 

the WebChoice system twice as often as patients with prostate cancer and that they also 

posted significantly more to the discussion forum. Patients visited the forum more often 

than they contributed messages to it, and the patients with prostate cancer preferred to 

send personal messages to the nurses rather than post to the discussion forum. The 

patients with breast cancer and the patients with prostate cancer sent a similar number of 

messages to the nurses. In addition, patients who had been diagnosed more than one year 

prior to entering the study wrote considerably more notes in the diary (which is part of 

the WebChoice system), sent more messages to the nurses, and visited the assessment 

section (which allows patients to self-monitor symptoms, problems, and priorities) more 

often than the patients who had been diagnosed more recently; however, the differences 

were not statistically significant. 

Varsi et al. (2013) determined that patients appreciated the availability of the 

Internet-based patient–provider communication services (IPPCs) and the possibility of 

using such healthcare team messaging as needed, even if they did not actually use it. 

Their reasons for not using the IPPCs included the following: 
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■ Had sufficient access elsewhere 

■ Preferred other types of communication (e.g., telephone, in person) 

■ Hindered in IPPC use (e.g., login problems) 

Despite the variety of devices and symptom assessment tools used in the 

aforementioned studies, the participating patients and clinicians found electronic self-

report of patient symptoms to be acceptable, feasible, and useful. Electronic collection of 

symptoms allowed for the generation of alerts to clinicians for grade 3 and 4 toxicities. 

Such alerts and summary reports may have led to increased acceptability, feasibility, and 

usability of the electronic method of symptom reporting by the patients. The summary 

reports were viewed as a benefit by clinicians and should be considered when 

implementing an electronic method of self-reporting symptoms. Understanding that 

patient use of the system may be dependent on various factors, including cancer type and 

time from diagnosis, is important. 

Communication 

Thirteen studies considered the effect of electronic patient self-report of 

symptoms on communication. Of those 13 studies, 6 considered the discussion between 

the patient and the clinician regarding symptoms, 1 examined the clinician’s 

documentation of the symptoms, and 6 looked at the management of the self-reported 

symptoms. The type and capabilities of the electronic methods varied; several web-based 

patient assessment systems, including automated telephone systems set up to send alerts 

to the health-care team, were examined. 
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Symptom self-report. In a study by Wagner et al. (2015) (N = 636), Patient-

Reported Outcomes Measurement Information System computer adaptive tests (CATs) 

were completed by most of the patients at home (90%). They were then scored and 

reported via the Epic MyChart portal, with immediate integration into the EHR system. 

This real-time integration of patient-reported symptoms into the EHR permitted 

identification of the need for and implementation of psychosocial and supportive care 

strategies. 

Symptom discussion. When patients in a study by Heyn, Finset, and Ruland 

(2013) used CHOICE inter- active tailored patient assessment (ITPA) prior to their 

consultation, they expressed more cues (utterances with an underlying emotional 

meaning) and concerns (P < 0.01) than did patients in the control group who did not use 

CHOICE ITPA. In addition, patients reporting to nurses expressed significantly more 

cues (P < 0.001) than did patients reporting to physicians (Heyn, Ruland, & Finset, 

2012). More cues and concerns were expressed by patients early in clinician 

consultations (Heyn, Finset, & Ruland, 2013). The most frequent cue indicated 

expression of uncertainty and hope (Grimsbø, Ruland, & Finset, 2012; Heyn et al., 2012). 

The symptom assessment summary report generated was provided to the clinician 

during the patient’s visit; it prompted significantly more discussion of the patient’s 

symptoms (Berry et al., 2011; Heyn, Finset, Eide, & Ruland, 2013). Among those in the 

intervention group, where patients had access to the healthcare messaging component and 

assessment summary, patients asked more questions, and clinicians provided more 
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information during the visit (Heyn, Finset, Eide, & Ruland, 2013). On the whole, patient–

clinician communication improved (Basch, et al., 2007; Berry et al., 2011; Blum et al., 

2014; Heyn, Finset, Eide, & Ruland, 2013). These findings are consistent with those in a 

study by Detmar, Muller, Schornagel, Wever, and Aaronson (2002), who determined that 

the summary report provided a useful overview of patients’ symptoms and facilitated 

communication between the patient and the physician. The summary report may have 

increased clinicians’ acknowledgement of patients’ socio-emotional concerns, as well as 

clinicians’ overall responsiveness to patients’ cues; however, the summary report did not 

increase clinicians’ exploration of socio-emotional concerns, even when a prompt was 

provided (Kennedy Sheldon, Hilaire, & Berry, 2011). Exploration of concerns is 

necessary for complete assessment of patients’ socio-emotional status (Maguire, 

Faulkner, Booth, Elliott, & Hillier, 1996). Patients who perceive their providers as 

acknowledging and exploring their socio-emotional status may have better emotional 

adjustment and decreased psychological distress com- pared to patients who do not 

perceive their providers as responding to these concerns (de Haes & Bensing, 2009). 

Documentation.  Patients with breast cancer in the Bock et al. (2012) study (N =  

106) reported significantly more symptoms using a secure online questionnaire than were 

documented in the clinic notes by the clinician (P < 0.001); however, less than 40% of 

symptoms were managed. Exercise and alcohol consumption were reported 100% of the 

time in the online questionnaire but were documented in only 28% of the patients’ charts. 
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In 25% of the charts where alcohol consumption was documented, there was significant 

discordance between patient and clinician reporting. 

Symptom management. An automated telephone system was used in the 

Cleeland et al. (2011) study in a postoperative setting to enable patients to rate their 

symptoms twice weekly for four weeks. An email alert was sent to a patient’s clinical 

team when the symptom reached a predetermined severity thresh- old, and clinicians 

responded to 84% of those alerts. Among the alert group, a greater reduction was seen in 

the number of symptom threshold events, as well as a more rapid decline in these events, 

compared to the control group. 

In a study by Kearney et al. (2009), a mobile telephone–based advanced symptom 

management system (ASyMS) allowed patients to remotely report symptoms and 

supported the management of symptoms in patients receiving chemotherapy. The 

preliminary findings suggest that the real-time reporting of symptoms facilitates a more 

accurate reflection of chemotherapy side effects, as well as better monitoring and 

management of them. 

In a longitudinal study by LeBlanc et al. (2015), the Patient Care Monitor (PCM) 

was used by patients with advanced lung cancer to self-report their symptoms over time; 

the authors found that these patients experienced a substantial symptom burden that 

increased with proximity to death. Concerns related to physical movement or functioning 

were the most frequently reported moderate to severe issues. Collecting this detailed 
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symptom assessment information and tracking symptoms in real time promoted an 

individualized supportive care approach. 

Two qualitative studies (Ekstedt, Børøsund, Svenningsen, & Ruland, 2014; 

(Grimsbo, Engelsrud, Ruland, & Finsetn, 2012) and one quantitative study (Grimsbø, 

Finset, & Ruland, 2011) explored the healthcare team messaging component of 

WebChoice that allowed direct communication between a patient and the healthcare 

team. The patients in these three studies were part of a larger trial (Ruland, Andersen, et 

al., 2013). 

The study by Ekstedt et al. (2014) looked at how the healthcare team messaging 

component of WebChoice contributed to improving patient safety and continuity of care 

between treatment cycles. The messages allowed patients to communicate with the 

healthcare team and alert them to their symptoms and concerns, as well as ensure that 

quality information was being provided to the patients by confirming the information and 

sometimes providing further explanation (Ekstedt et al., 2014). 

The study by Grimsbø et al. (2011) reviewed the content of the patients’ 

electronic messages, and four main themes were identified: living with symptoms and 

side effects, living with fear of relapse, everyday life concerns, and the healthcare 

clinicians not meeting their needs for information. Nurses responded to most of the 

patients’ cues and concerns in the electronic messages, and more than half of their 

responses provided information and empathy (Grimsbo, Engelsrud, Ruland, & Finsetn, 

2012). 
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Use of system components, including the electronic messaging component, 

differed by patient subgroup. For example, many patients with breast cancer used the 

WebChoice system for health-related information, and a number of patients with prostate 

cancer used features that helped them talk to their healthcare team. More active 

communication practices and information-seeking behaviors were observed in patients 

with a history of long-term illness than in those with a first-time diagnosis (Grimsbø, 

Engelsrud, Ruland, & Finset, 2012; Ruland, Maffei, et al., 2013). Patients with little 

social support and high levels of symptom distress and depression used the messaging 

and symptom self-management support components. Patient communication preferences 

and patterns are dependent on many factors and should be taken into consideration when 

identifying electronic methods that allow for patient–patient and patient–clinician 

communication. 

Psychosocial Impact 

The following studies examined the use of the web-based ESRA-C by patients to 

report symptoms and quality of life. Berry et al. (2011) found that when clinicians were 

provided with summary reports of patients’ self-reported cancer symptoms and quality of 

life, there was a positive impact on patient– clinician communication. In a study by Berry 

et al. (2014), clinicians were given summary reports for all patients enrolled. The 

intervention group received education and coaching regarding their symptoms in addition 

to clinician provision of the summary report and reported lower distress than the patients 
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who did not receive education and coaching. In addition, the intervention group reported 

lower distress compared to the control group (P = 0.02). 

Basch et al. (2016) reported that health-related quality of life improved by 34% 

among patients who were reporting their symptoms via tablet and home computer versus 

an improvement of 18% among patients who were receiving usual care (symptom 

monitoring at the discretion of the clinician). 

In a study by Hong, Bosco, Bush, and Berry (2013), the ESRA-C was used by 

patients (N = 627) to report their symptoms at two different time points within a 109-day 

period. Changes were found in quality of life during patients’ treatment, with more than 

half of the patients undergoing stem cell transplantation (n = 191) reporting deteriorating 

quality of life. For the patients undergoing medical or radiation treatment (n 436), equal 

proportions perceived improvement (25%) and deterioration (26%) of quality of life. 

Berry, Blonquist, Patel, Halpenny, and McReynolds (2015) conducted a study to 

evaluate the fully automated ESRA-C. Patients in the intervention group had access to the 

teaching tips component of ESRA-C. For any symptom or quality-of-life issue that was 

rated as moderate or severe, the patient would receive teaching tips. Participants who 

were undergoing radiation treatment were more likely than those who were undergoing 

medical treatment or transplantation to use the tips. Symptom distress was reduced (P = 

0.01) for those who used the teaching tips. 

The intervention group in a study by Ruland et al. (2010) involved the sending of 

a summary report to clinicians after patients rated and prioritized their self-reported 
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symptoms; the control group did not include provision of this report. In the intervention 

group, more symptoms were addressed by physicians and nurses, leading to decreased 

symptom distress over time in 10 of 19 symptom/problem categories versus two 

categories in the control group. 

In a study by Boyes, Newell, Girgis, McElduff, and Sanson-Fisher (2006), a 

summary report was provided to clinicians after patients completed a computerized 

survey of their physical symptoms, as well as the 14-item Hospital Anxiety and 

Depression Scale and a shortened version of the Supportive Care Needs Survey. The 

intervention group received a report with clinician feedback. The patients in the 

intervention group who had reported a debilitating physical symptom at their second visit 

were significantly less likely to report this at their third visit versus control group 

participants (P = 0.04). 

Patients with access to WebChoice or the healthcare team messaging component 

reported lower symptom distress over time (P = 0.001), including less depression and 

anxiety (P 0.03), compared to the group who did not have access to electronic self-

reporting or messaging (Børøsund, Cvancarova, Moore, Ekstedt, & Ruland, 2014). Even 

in the group with access to only the messaging component, the patients reported lower 

depression scores than those in the standard care group (Børøsund et al., 2014). 

The study by Ruland, Andersen, et al. (2013) randomized patients to use 

WebChoice and any of its components, including the messaging component, for one year. 

The control group received only an information sheet listing publicly available cancer-
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related Internet sites. Symptom distress was significantly less, as measured by the 

Memorial Symptom Assessment Scale–Short Form (Børøsund et al., 2014; Ruland, 

Andersen, et al., 2013). Scores improved in the intervention group compared to the 

control group for depression, self-efficacy, quality of life, and social support (Ruland, 

Andersen, et al., 2013). 

Patients’ experiences with WebChoice varied (Grimsbø, Engelsrud, Ruland, & 

Finset, 2012). Ten patients were interviewed about their interactions with WebChoice; 

some described WebChoice as feeling like either a trusted friend or a remote stranger, 

and a range of emotions (including feeling calmed down, upset, or like their normal 

selves) were reported. 

Discussion 

A variety of electronic devices and software were evaluated in the studies. 

Applications for tablet computers with touch screens, mobile telephones, personal digital 

assistants, and the web represent the primary technologies considered. Growing evidence 

exists to support the idea that routinely collecting patient-reported outcomes 

electronically is feasible and acceptable to the patient. For instance, a high percentage of 

patients used the various components of WebChoice, such as the discussion forum, and 

appreciated the availability of the IPPC, even if they did not use it (Varsi et al., 2013). 

Such findings are consistent with a Cochrane database review on the effects of IHCAs; 

users were more knowledgeable than non-users, and they also felt socially supported and 

may have experienced improved behavioral and clinical outcomes (Murray, Burns, Tai, 
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Lai, & Nazareth, 2005). Clinicians discussing the summary report findings directly with 

their patients led to increased communication and the early addressing of symptoms and 

problems (Berry et al., 2011). Real- time review of symptoms by clinicians who provide 

timely feedback (including interventions to manage symptoms) enhances patient–

clinician communication and decreases distress (Boyes et al., 2006). 

Qualitative methods should be considered when the researcher is interested in 

capturing patients’ experiences. Additional qualitative studies with patients undergoing 

cancer treatment could enhance understanding concerning different types of electronic 

self-report of symptoms and their impact on symptom management. 

Limitations 

Challenges existed in identifying and retrieving all relevant research on patient-

reported symptoms in oncology. As a result, different terms were used to search 

individual databases. The search was limited to studies published from 2006–2016 and to 

English- language articles; gray literature and unpublished studies were excluded. Studies 

published prior to 2006 may contain important findings. The studies selected for 

inclusion used different data collection methods, as well as varied in the devices and 

assessment tools considered and in the sampling methods used. Some of the studies used 

the same data set, and many studies were single-institution experiences specific to a 

certain type of cancer diagnosis, which may limit the generalizability of the results. 
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Implications for Nursing Practice and Research 

Patient-reported outcomes improve symptom detection and management, enhance 

quality of care, and promote patient satisfaction (Basch, 2014). Electronic methods are 

being used by patients to self-report these outcomes, and most patients find electronic 

methods to be acceptable and feasible for reporting symptoms. Real- time self-reporting 

via an interactive patient–clinician communication component improved patient–clinician 

communication and decreased symptom distress. This should be considered when 

evaluating tools for patients to self-report their symptoms. Other features that increase the 

usefulness of an electronic method for collecting patient symptoms include the following: 

■ Has mechanisms for real-time self-reporting of symptoms 

■ Generates alerts for selective grade 3 or 4 side effects 

■ Has a patient–clinician communication portal 

■ Has the capability to produce symptom summary reports 

■ Tracks symptoms over time 

■ Has a patient information portal with the capability to access the patient 

blog 

In addition, oncology nurses were found to be central in receiving, reviewing, and 

reporting changes to the provider, as well as in responding to patients and providing them 

with quality information and expressing empathy. They were also significant in care 

coordination. Patients expressed themselves more when consulting with nurses versus 

physicians (Heyn, Finset, & Ruland, 2013). 
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Finding or developing new ways for nurses to manage patient symptoms is vital 

to improving patients’ quality of life (National Institute of Nursing Research, 2016b). 

Communication of patient-reported outcomes to nurses is key to symptom management. 

Electronic methods featuring interactive components that permit patient–clinician 

communication are becoming important tools for nurses to support patients with cancer. 

Nurses should consider making available an approach where patients can report their 

symptoms as they are experienced so assessment and management can occur in real time. 

This literature review uncovered the lack of information that exists regarding 

patients’ experiences of reporting their symptoms and their preferences related to 

symptom-reporting method; consequently, this is an area for future research. 

Understanding the ways in which patients prefer to report their symptoms may influence 

the likelihood that patients will report those symptoms and report them in a timely 

manner. 

The 2013 Oncology Nursing Society Research Priorities Survey identified the use 

of interventions that employ technology to address symptoms, self-management to 

improve symptom control, and symptom management interventions as top priorities for 

oncology nurses (LoBiondo-Wood et al., 2014). Studies with larger and more diverse 

samples are needed to explore the use of various technologies to assess patient-re- ported 

symptoms and to improve the understanding behind the use of these technologies for 

symptom management and self-management. Future studies exploring the electronic 

capture of symptoms should consider a platform that includes interactive components, 
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allowing for patient–clinician communication and real-time symptom assessment and 

management. Using qualitative methods to uncover what it means to electronically report 

symptoms would adequately capture patients’ experiences. This understanding will then 

need to be incorporated into future research, with the aim of improving symptom 

reporting and patient interventions, including self-management of symptoms. 

Conclusion 

The studies included in this integrative review employed a variety of symptom 

assessment measures and electronic methods for patient self-report of symptoms. 

Electronic assessment of patient-re- ported symptoms was considered acceptable and 

feasible in most of the studies. In the studies that evaluated the usefulness and usability of 

electronic or telephonic methods, patients reported that the systems were easy to use, and 

the clinicians found the information reported by patients to be useful. Considerations 

should be made based on how usage of the patient communication components of 

electronic systems varied according to cancer type, disease stage, illness burden, and 

length of illness. Patients with recurrent or metastatic disease tended to communicate 

more often and sent more messages to nurses, demonstrating varied needs for patient sup- 

port. Incorporating patient symptom reporting into clinical practice improves symptom 

detection and management, enhances quality of care, and improves patient satisfaction. 

Clinicians reported better communication when using the software systems that 

generated summary reports. EHR integration of patient-reported symptoms may help to 

improve patient–clinician communication, thanks to real-time delivery of 
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communications and assessment by the healthcare team, including automated triage for 

supportive care. Using web-based systems with an integrated patient– clinician 

communication service led to less patient distress because the healthcare team was able to 

focus on addressing symptoms of concern and then tracking those symptoms over time. 

Knowledge Translation 

■ Most patients find electronic methods to be acceptable and feasible to self-report 

their symptoms. 

■ Real-time symptom assessment and management positively affects patient-reported 

quality of life. 

■ Oncology nurses are vital to receiving, reviewing, and reporting changes in patient 

status, as well as responding to patients with quality information and with empathy 

and coordinating care. 

Table 1. Review of Literature About Electronic Methods for Symptom Self-Report, 

Categorized by Theme 
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CHAPTER III  

PROCEDURE FOR COLLECTION AND TREATMENT OF DATA 

Introduction 

Patients with cancer deal with a variety of treatment and post-surgery related 

symptoms such as fatigue, nausea, dehydration, pain, among just to name a few. In many 

cases, the symptoms can be managed effectively at home while other symptoms may 

require more immediate medical care. Management of symptoms relies on patients 

reporting the prevalence, severity, and impact of symptoms (White et al., 2009) in a 

timely manner.  

Over the past decade, many studies have been conducted looking at patients with 

cancer self-reporting their symptoms electronically using different electronic methods. 

An integrated literature review was conducted by Carrasco & Symes (2018) and 36 

studies were identified and analyzed. The level strength of evidence among the studies 

varied and consisted of levels II (well-designed randomized, controlled trial), III (well-

designed nonrandomized, controlled trial or quasi-experimental trial), and VI (single 

descriptive or qualitative study) based on the Melnyk levels of evidence (Melnyk & 

Fineout-Overholt, 2011). It was found that the use of electronic methods to self-report 

their symptoms to be feasible and the devices were usable. Electronic symptom reporting 

may improve patient–clinician communication, leading to improved physical and 

decreased symptom distress. The studies used a vast array of symptom measures and 
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devices yet none of the studies were conducted to understand the patients’ experience of 

self-reporting their symptoms. This literature review uncovered the lack of understanding 

patients’ experiences of reporting their symptoms and preferences to self-report their 

symptoms. Thus, the purpose of this qualitative study was to understand the patient’s 

perspective of self-reporting their symptoms and what works best for them to report their 

symptoms to their health care team. A further understanding can foster improved clinical 

outcomes promoting patient-centered care and engagement between patients and their 

healthcare team. 

The qualitative method used in this study was Edmund Husserl’s (1960) 

descriptive phenomenology. Husserl's (1960) descriptive phenomenology is the 

theoretical perspective utilized in this qualitative study to describe the experiences of the 

patients self-reporting their symptoms. This existential philosophical school of thought is 

congruent with the purpose of the study as it seeks to understand the human condition as 

it is experienced by the participants. The main methodological consideration is the 

requirement to explore, analyze, and describe the phenomenon while maintaining a near-

real picture of the lived experience (Streubert & Carpenter, 2011). This requires the 

researcher to review the content devoid of any preconceived notions, that is, 

preconceptions by bracketing (Giorgi, 2008). There should be initial and continual 

bracketing of assumptions and interests. Bracketing helps the researcher to identify and 

examine his or her perspective.  Bracketing allows the phenomena to be uncovered 

without distortion by the researcher's preconceptions (Husserl, 1965). The phenomena, as 
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they are experienced by the participants, was described in this study without theories 

related to causes and without bias and presuppositions by the researcher. 

Setting 

Participants for the study were recruited from the researcher’s network sending 

the IRB-approved study flyer and advertisement (see Appendices A and B) to others 

throughout the country to help identify a participant with cancer receiving treatment and 

experiencing symptoms. The researcher also notified several blog administrators of all 

types of cancer (lung, testicular, colorectal, breast, prostate, and ovarian cancers) and 

some of them agreed to post the information about the study on their social media 

page(s). Snowball sampling strategies were used, and participants notified other 

individuals about the study.  

Participants 

The individuals for this study had cancer and direct, first-hand experience of 

reporting their symptoms. The participants met the following eligibility criteria:  English-

speaking, female and male adults, 18 years and older, residing in the United States, 

preferably in Houston, ability to meet in person, via FaceTime, Skype, or Google 

hangouts for the interview (approximately one hour) as well as follow-up when 

clarification was needed and to validate the findings, intact mental status to current time, 

day and location, and receiving cancer treatment for unresectable or metastatic disease, 

newly diagnosed or recurrent. Participants were excluded if they were receiving palliative 

treatment and patients under hospice care. The study setting was the United States and 
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the researcher notified her social network about the study using Institutional Review 

Board (IRB)-approved advertisements (see Appendices A and B). A total of 13 

participants were enrolled including three participants from the pilot study. 

Sample size for qualitative studies should follow the concept of saturation (Morse, 

1994) therefore participants were enrolled until data saturation is reached. Data saturation 

is achieved when there is redundancy of information or when no new data emerges with 

further data collection efforts (Polit & Beck, 2017). Enrollment took place from October 

2017-January 2019 and a total of 13 participants including the three participants from the 

pilot study were enrolled and are part of this final data analysis. Data saturation 

was reached when there was no new information that emerged in the interviews with the 

last few participants. Also, qualitative studies that were published in the past five years 

enrolled from seven to fifteen participants with one study enrolling 26 participants. 

Protection of Human Subjects 

The IRB at Texas Woman's University granted approval of the study. This 

process provided confirmation that the study protocol protected human participants' 

privacy, safety, and rights. Once the participant verbalized willingness to participate in 

the study, he or she was allowed time to read and sign the informed consent and ask 

questions. A written informed consent (see Appendix C) was obtained from participants 

before conducting the interviews. The researcher utilized the semi-structured interview 

guide (see Appendix D) and participants were instructed to immediately inform the 

researcher if there were any concerns during the interview. No issues or concerns were 
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raised during the interview. All relevant guidelines were followed to protect the rights of 

study participants. Participants were assured that their participation was voluntary, and 

that they could have withdrawn from the study at any time without any consequences.  

The study posed minimal risks to the participants. Participants may have 

experienced some inconvenience due to the time involved in being interviewed. There 

was a potential for loss of confidentiality. Measures taken to prevent loss of 

confidentiality and protect the participants’ identities included the use of code numbers 

on all data forms and pseudonyms in the reporting of the findings. Other identifying 

information was altered. Only the researcher had access to the digital audio recordings. A 

professional transcription service was used, and the audio-recorded interviews were 

transcribed and coded with pseudonyms. All data was stored in a locked file in the 

researcher’s home office. Only the researcher had access to the data. 

Data Collection 

After signed consent was obtained, the study investigator conducted the 

participant interviews. Participants completed the demographic form (see Appendix E) 

prior to the interview.  Three interviews occurred face to face and the other ten interviews 

were conducted by Skype, FaceTime, or Google Hangouts. Interviews ranged from 20 – 

60 minutes and were digitally recorded and transcribed verbatim by professional 

transcriptionist after obtaining nondisclosure agreement (see Appendix F).  

The interviewer asked participants to describe their experiences with self-

reporting their symptoms. Initially, a broad question was asked: “Let’s start by talking 
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about a time when you reported your symptoms. Tell me a story about how you reported 

your symptoms?” Specific prompts were given that led to elaboration about specific 

experiences reporting symptoms, feelings while reporting, use of electronic methods to 

report and individual preferences of reporting symptoms. Three transcripts were 

randomly selected and compared to the tapes for accuracy. 

Data Analysis 

 Using Colaizzi’s method of analyzing qualitative data, the transcribed interviews 

were read and reread by the researcher. The researcher reviewed and extracted significant 

statements and meanings derived from each individual transcript and organized the 

statements and meanings into clusters of similar themes to identify commonalities.  The 

cluster of themes were organized and synthesized into an exhaustive description of the 

phenomenon. The exhaustive description was then reduced into a descriptive 

identification of the participant’s experience of self-reporting their symptoms. Six 

participants agreed to review the findings from their respective interview that took place 

via video conferencing and were digitally recorded and transcribed. Validation of study 

findings with these six participants verified the accuracy of interpretation (Colaizzi, 

1978). 

Trustworthiness of Data Collection & Analysis 

Guba and Lincoln’s (1989) criteria (credibility, fittingness, dependability, and 

confirmability) were used to maximize the quality of the study.  Guba & Lincoln (1989) 

suggest that data credibility is the criterion against which the truth value of qualitative 
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research is evaluated.  During the interview, the information was restated by the 

researcher and the researcher enquired about the accuracy of the information with each 

participant. Receipt of the participants’ affirmation that the information captured was 

accurate and complete enhanced the credibility of the study (Creswell, 2013; Lincoln & 

Guba, 1985).  The participants’ original narratives are included in the findings of the 

study (Chapter IV) to illustrate themes to further enhance credibility of the findings, as 

suggested by Benner (1994). Sandelowski (1986) suggested that fittingness can be 

established if findings are credible.  The results of a study can be described as having 

fittingness if the findings fit contexts outside the current research situation.  Lincoln and 

Guba (1985) noted that fittingness is more the responsibility of the person wanting to 

apply the conclusions to other people, times, settings, or situations.  In this study, 

fittingness was enhanced by including participants with different demographic 

backgrounds and disease characteristics while providing enough descriptive data to allow 

comparison. Guba and Lincoln (1989) propose that auditability be the measure of 

consistency in qualitative research.  A study is auditable and thus reliable when the reader 

can follow the audit trail of the research process.  Data collection and analysis were 

conducted in a complete and thorough manner. The interviews were audiotaped and 

transcribed verbatim, which allowed for repetitive review of the transcriptions to ensure 

consistency. Proposed by Guba & Lincoln (1989), confirmability would be the criterion 

of neutrality in qualitative research that is achieved by establishing auditability, 

applicability, and truth value. Techniques for establishing confirmability in this study 
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were to foster reflexivity and thus, a reflexive journal was developed and maintained. A 

brief report was written of the researcher’s preconceptions, beliefs, values, assumptions, 

and position that may have impacted the research process.  Finally, the author discussed 

and confirmed the coding, categorization, and results with another oncology nurse and 

dissertation chair. 

Theoretical Model 

One of the holistic frameworks for symptom management in advanced nursing 

practice has been the symptom management model (see Figure 3).  The goal of the SMT, 

developed by the University of San Francisco, is to advance the knowledge in the field of 

symptom management and, thereby, improve health care providers’ practice and 

individuals’ symptom outcomes. The model addresses three interactive components of 

symptom management including symptom experience, symptom management strategies, 

and outcomes. The underlying principle of the model was that it was essential to consider 

all three components for effective symptom management (Dodd et al., 2001).   
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Figure 3. Symptom management model (Permission to use Model as shown).  

The bidirectional arrows shown within the model of Symptom Management 

Theory (SMT) indicate a simultaneous interaction among all three concepts. The 

symptom experience is conceptualized as influencing and being influenced by both 

management and outcomes (Humphreys et al., 2014). The following interaction occurs: 

individuals become aware of symptoms, initiate strategies, assess symptom outcomes, 

their symptom perception is affected and continues until symptoms are resolved 

(Humphreys et al., 2014). This interaction can take place in a matter of a short time 

period as is often the case in common symptom self-care management (e.g., virus causing 

a cold, rash, upset stomach). However, when symptoms are more complex and/or 

distressing such as in advanced cancer patients receiving treatment, understanding the 
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best method to symptom reporting is vital so that other sources of symptom management 

strategies are pursued, and symptom status outcomes are assessed in a more formal 

approach.  
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CHAPTER IV 

ANALYSIS OF DATA 

Description of Sample 

The study’s participants (N 13) ranged in age from 34–85 years. All participants 

were Caucasian. Four of the participants were male and nine were female. Ten of the 

participants had >17 years of education while three participants had 13-16 years of 

education. All participants were currently undergoing systemic treatment for advanced or 

unresectable cancer at the time of the interview. The descriptive statistics of the 

participants are presented in demographic data table (see Appendix G). 

Findings 

All the participants appeared to recall their experiences of self-reporting 

symptoms as they were all currently dealing with symptoms from their cancer and/or 

treatment. The findings from the categorized interview data of the thirteen participants 

revealed four main themes: inability to recall symptoms, communication expectations, 

self-advocacy, and emotional relief with communication. The detailed findings are in 

Table 3 including the participants’ pseudonyms to maintain confidentiality. 

Inability to Recall Symptoms 

The theme of inability to recall symptoms makes the management of symptoms 

and to prevention of the symptoms from occurring again with future treatment more 

difficult. The participants experienced a wide range of symptoms that included shortness 
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of breath, fatigue, nausea, sleep disturbances, and some described changes in cognitive 

and emotional functioning. Timing and frequency of patients self-reporting their 

symptoms are key issues and frequency can greatly influence the information received 

from the patient. The SMT model does not specifically address recall or recall bias. 

Recall bias may limit accurate reporting of their symptoms when it is retrieved from 

memory and occurs when people are asked to recall experiences that have occurred in the 

past, especially in those experiencing multiple symptoms (Yarbro, Wujcik, & Gobel, 

2011). Experiences that have recently occurred can be recalled more clearly so providing 

a method for patients to record their symptoms as they occur is important to accurately 

capture their symptoms. 

 The participants that had difficulty in recalling their symptoms during the weekly 

visit with the health-care practitioner mentioned the recall became more difficult when 

they were switched to a clinic visit every three weeks with their practitioner. They could 

not recall the symptoms that occurred two to seven days after their treatment and could 

only recall their symptoms over the past one or two days.  So, they started to routinely 

log their symptoms and used their notes reviewing them with the practitioner during their 

clinic visit.  According to Chloe, she never could remember her symptoms and so then, 

when she was switched to a clinic visit every three weeks, she got a notebook and said,  

Now, I'm going to write down. 

Another point to keep in mind is that the inability to recall symptoms could be 

related to the cancer treatment as it is well established that chemotherapy can induce 
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cognitive impairment (Moore, 2014). The incidence of measurable cognitive impairment 

has been estimated from 13 to 70 percent of patients receiving chemotherapy (Wefel, 

Vardy, Ahles, & Schagen, 2011; Wefel, Saleeba, Buzdar, & Meyers, 2010; Ahles, et al., 

2010). This wide range relates to the variety of definitions and tests that are used describe 

and measure cognitive impairment.  

Communication Expectations 

Another theme that was common to all the participants related to their 

expectations around communication with three subthemes: timeliness, direct 

communication with provider and accuracy of symptoms reported. The SMT model does 

not include communication as part of the model. Newcomb (2010) realized this to be an 

important part of symptom management and suggested a modification to the SMT model 

where communication and feedback were explicitly described as conceptual links among 

the components. Communication links symptom experience and symptom management 

strategies in the SMT model. There is an exchange of information regarding the patients’ 

experience of symptoms and the attempts to obtain relief of the symptoms, i.e., symptom 

management, from their health care provider. This is emphasized by the bidirectional 

arrows in the modified SMT model (Newcomb, 2010). Humphreys et al. (2014) agreed 

that the providers should establish and maintain good patient-provider communication to 

understand their patient’s symptom perception, symptom experience, including 

implementation of management strategies for symptoms. 
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 Timeliness: Real-time reporting and response. The participants verbalized that 

when symptoms were bothersome and/or interfered with activities of daily living, they 

always reported their symptoms. These participants did not want to wait until their next 

follow-up clinic visit unless it was the next day. They all felt better with real-time 

reporting especially when they were provided management of their symptoms and 

prevented an extra trip to the clinic, and more importantly, they did not have to utilize 

emergency services to seek relief of symptoms. According to Amy,   

Well, I'm pretty strong peasant stock, if you will. I have to wait until they're 

bothering or interfering with my lifestyle. That's usually at that point then I'll 

report it. 

Eva asks these two questions first,  

Is this something that I can’t really explain? The second is, is it interfering with 

my activities of daily living? 

If she answers both questions in the affirmative, then she will contact her practitioner. Per 

Gary, when the symptoms were new or bothersome, he wanted to report the symptoms 

and stated that  

Even if the doctor may not do anything about the symptom, I would want to be 

able to report the symptom when I am dealing with it to make sure nothing 

needed to be done. 

The other concept Newcomb (2010) introduced to the original SMT model is 

feedback. Feedback is the patient’s response to evaluate the efficacy of the 
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management strategies. This information can help the patient make the connection 

between the symptom experience and the outcomes. Participants talked about additional 

time waiting for the feedback, specifically, the response and management of the symptom 

by their health care team. It was important to all the participants to get a response and 

symptom management in a timely manner (within 24 hours). Amy’s experience when 

communicating by email, telephone, or the portal that it the response was not very timely. 

When calling the office with her symptom, Amy stated,  

So, I call, leave a message wait for a return call….so I would not get any response 

until the next day and then…trying to telephone tag back and forth. 

According to Kevin, 

I could email her but then there would have been that lag time. So, we had the 

doctor's personal cell phone and we could communicate with her immediately. 

Direct communication. Direct communication is defined as the participant 

communicating directly to the health care professional who had knowledge about them. 

Most participants discussed the importance of talking directly to the health care 

practitioner who is knowledgeable about them and their situation. They voiced concern 

about relying on someone else to communicate their symptoms on their behalf and being 

lost in translation if not able to talk directly to their practitioner. Hope stated,  

It's easy because I just pick up the phone and tell her [research nurse]. Hey, this is 

what's going on. And she knows the background so it's easier. I think talking to 



 
 

69 
 

somebody that knows you and knows your case is the best way to communicate 

that. 

According to Jim, when something was bothering him on the weekend, and he contacted 

the afterhours number and he found that 

The nurse that answered had to go talk to the oncologist on duty and then relay his 

answer back to me. I couldn't talk to them directly on the weekend. So that wasn't 

very satisfactory. 

Kevin stated,  

Oh, there's nothing that beats talking to her [oncologist] on the phone person to 

person. I mean we've emailed a couple of times back and forth as of late, but most 

of the time I will call her, and I mean there's nothing that can beat that as far as a 

personal phone call. 

Accuracy. Accuracy of symptoms being self-reported was crucial to some 

participants who had to leave a message with the receptionist or the medical assistant. 

They talked about the importance of the individual voice being heard and did not want to 

have their symptoms be lost in translation or to only have access to a checklist. 

According to Amy and Kate, it was important that their symptoms were accurately 

recorded. Kate preferred using the portal to self-report her symptoms.  

This way I know whatever my symptoms [are] put in there in my words, not in 

somebody else's words who tried to translate it. 



 
 

70 
 

In addition to talking directly to their practitioner, most of the participants talked 

about their expectations for a symptom management plan or at the very least, 

acknowledgement of their symptoms by their practitioners. Gary expressed needing  

Assurance that the symptom was expected or normal and if there was anything, I 

should do to control the symptom… 

Chloe stated the need  

That they hear me. They do something about it. So maybe you change some 

treatment. Maybe talk about changing the anti-nausea medication. 

Sue felt that nobody was listening to her about her symptoms and according to Sue,  

The doctor didn't bother to listen to me then, even when I told him that I can feel 

it.  

Increasingly, patients with cancer are being recognized as members of the care 

team. Building effective communication between the patient and the health care team can 

have positive effects during cancer treatments. The expectations regarding patient-

clinician communication are changing as patients and health care systems are focusing on 

the quality of communication between patients and clinicians. Becoming better at 

communicating, patients need easier access to information about their medical condition 

and their health care to deliver patient-centered care. Knowing the patients, what is 

important to them, and how they derive meaning in their lives is important in the care of 

the whole person. National cancer-related organizations have increasingly recognized 

communication as crucial and a component of the standard cancer care (American 
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Society of Clinical Oncology; Oncology Nursing Society, 2016; Institute of Medicine, 

2010; & Oncology Nursing Society, 2014). The American Society Clinical Oncology 

(ASCO) issued its first Patient-Clinician Communication guideline to help achieve this 

(Gilligan, Bohlke, & Baile, 2018).  

A systematic review of the literature was the basis of the ASCO guideline. The 

guideline includes nine key areas and provides specific recommendations within each of 

the categories. Of the nine categories, five specifically relate to communication and 

include core communication skills, effective communication when there are barriers, 

clinician training in communication skills, discussion of care goals and prognosis, and 

communication to enable family involvement (Gilligan, Bohlke, & Baile, 2018). Finding 

ways to enhance communication can empower patients to record/monitor their symptoms 

as well as provide them with immediate feedback can lead to more effective management 

of their symptoms. 

Self-Advocacy 

Self-advocacy was another theme that led patients to more effective symptom 

management and some participants discussed needing to be one’s own advocate. Sue 

stated,  

But he's [oncologist] not the one that's on top of it. I have to be, on everything. 

According to Kate,  

And so, if it's big enough, bad enough, I'm going to push until I figure out how to 

get some relief for whatever the problem is or until I get enough of an 
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understanding of what is this. So, if I'm not getting it right away from the nurses, 

I'm talking to people online, on my Facebook group, who are all metastatic too 

and who are all on these same drugs, to say give me some suggestions. 

Eva stated that  

Being someone that is both well informed and comfortable advocating for oneself 

are the biggest tools in developing any kind of a toolkit for living with cancer. 

One participant specifically talked about being persistent until there was 

acknowledgement by the health care professional. Kate learned,  

But I have also learned that it really, really is helpful to keep asking when you've 

got a symptom. Because there are often ways to mitigate, ameliorate, make it a 

little bit easier… So, it's that persistence, it's the trying to understand it, and it's 

not being afraid to ask multiple people until you kind of get to something that 

[makes the symptom] manageable. 

Self-advocacy is not specifically referenced as an aspect of the SMT model but 

could be covered within the feedback aspect that is in the modified version of the model 

(Newcomb, 2010). Considering self-advocacy as part of symptom management means 

that the patients would be equipped with the tools and skills necessary to assert oneself 

and clearly communicate ones needs during their cancer care. The patient takes on the 

responsibility and some control of his/her life circumstances with cancer. Those patients 

who are proactive and educated can positively impact their quality of life and health-care. 

Ellen Stovall and Elizabeth Johns Clark have identified important reasons for self-
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advocacy. One of the reasons is a commitment to shared responsibility with the medical 

team, which can lead to improved physical, emotional, and mental health (National 

Coalition for Cancer Survivorship, n.d.). 

Emotional Relief with Communication 

The fourth theme that participants discussed as part of effective symptom 

management related to the response from their health-care team, which led to relief of 

their stress. They mentioned that symptoms may not require any changes in their care but 

having the ability to communicate the symptoms when they were occurring was 

important to them.  The emotions they expressed prior to communicating their symptoms 

included increased anxiety, concern, or annoyance. Some participants talked about when 

they did not have the opportunity to talk to their health care team about their symptoms 

increased their stress. According to Kevin,  

So I've got to say that when I've spoken to her, I was probably a little more 

stressed about the situation, I felt a more dire sense of urgency, and I feel relieved 

having spoken to her afterward because right away she's able to address things 

and calm me and give me a sense of it's going to be okay. 

Amy stated, that  

Not being able to communicate, causes anxiety. With increased communication, 

decreases anxiety. 

Mary stated that  
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I'm very anxious before I talk to her [oncologist]. And I start to relax when I'm 

talking to her. And then I feel better once we have a plan. 

According to Kate, she worries  

And the doctor is like, well, let's see. Let's wait. I've got a pretty good confidence 

in his level of engagement when it comes to all of this. 

Kate was immediately relieved after talking to her oncologist. Eva expressed a lot of 

anxiety and she stated that  

I don't think that there is any sort of practice in place at this point that we know of 

or that's a common practice to relieve any of that anxiety because you're just 

waiting. And so, it's not like that-- unless you're getting someone on the line 

immediately, which has never once happened to me. 

Incorporating all components and aspects of the modified SMT model 

(Newcomb, 2010) in the management of patients’ symptoms leads to patient-centered 

care, which can lead to improved emotional well-being. Patient-centered care is defined 

as “care that is respectful of and responsive to individual patient preferences, needs, and 

values and ensuring that patient values guide all clinical decisions” (Institute of 

Medicine., 2001). Patient-centered care includes fostering good communication between 

patients and their cancer care team. Patient-centered communication is critical to good 

patient care (McCabe, 2004). Patient-centered communication drives treatment planning 

through the transmission of information and provides a therapeutic and supportive 
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environment for the patient (Moira, 2001; Jangland, Gunningberg, & Carlsson, 2009; 

Thorsteinsson, 2002). 

Study Limitations 

There are limitations to this study in that the information is dependent on the 

participants’ ability to recall their experiences.  Also, the sample was recruited from the 

researcher's community and social media websites for cancer patients and the sample 

lacks ethnic and racial diversity, which limits the generalizability of the findings. The use 

of snowball sampling is another limitation. Albeit, the advantage of snowball sampling 

allows studies to be conducted by identifying a hard-to-reach population, but the 

disadvantage is that snowball sampling does not select the sample based on random 

selection, unlike probability sampling techniques, therefore, it is impossible to determine 

the sampling error and make statistical inferences from the sample to the population. As 

such, snowball samples should not be considered representative of the population being 

studied (Faugier & Sargeant, 1997). 

Discussion 

The qualitative research method allowed for collection of data directly from the 

participants and analysis to uncover participants’ experiences self-reporting their 

symptoms to their health care team. It allows participants to thoroughly express their 

experiences, and perspectives, and increase understanding of the subjective nature of 

their experiences. Qualitative methods adequately capture the totality of the patients’ 

experience.  
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Understanding the patients experience, their perspectives, and preferences is vital 

to quality care. Two subthemes were brought up in all the interviews: real-time reporting 

for bothersome symptoms and communicating directly to the member of their health-care 

team who provides the symptom management plan. The health-care practitioners should 

continue the conversation with the patients to understand their preferences of 

communication. Considering approaches that allow for real-time reporting and 

communication directly with the practitioner would be beneficial and aid in the patients’ 

ability to recall their symptoms and accuracy of the symptoms reported.  

Most participants expected a management plan for the symptoms they were 

reporting even if it was just acknowledgement of the symptoms as then, they felt they 

were be heard. A participant specifically talked about being persistent regarding her 

symptoms and she found that when she discussed her symptom with multiple people, this 

would lead to a way that ameliorated the symptom. Many talked about being one’s own 

advocate to improve their understanding of the symptoms and management techniques.   

When discussing the participants preferred communication method, they talked 

about it being simple, easy, and accessible without fear of missing a phone call. Some 

mentioned they liked methods with video capabilities, such as Skype, FaceTime, or 

Google Hangouts.  Some of the participants mentioned the ability to send an image of the 

symptoms. Capturing and sending the symptoms via smart phone camera helps guide the 

doctor on management of the symptoms. Some participants discussed that the method to 

report their symptoms needs to be individualized. The prepopulated symptom checklist 
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may not contain the symptom they are experiencing. Some voiced support for the 

checklist for the initial visit only. 

  Addressing and managing symptoms takes a lot of time and effort by nurses. It 

may be helpful to know that all the participants had anxiety, fear or concern from the 

symptom(s) and after talking to someone on their health care time, every participant said 

this led to emotional relief. A participant reported that it did not even matter what the 

response was, that talking to the practitioner gave her a sense of relief. 

There is data that indicates in patients with cancer, routinely self-reporting 

symptoms improve detection of symptoms and management, improve quality of care, and 

enhance patient satisfaction (Basch, 2014). More recently, Basch et al. (2017) found a 5-

month improvement in overall survival in the patients who reported their symptoms 

routinely using the National Cancer Institute Common Terminology Criteria for Adverse 

Events (NCI-CTCAE) during cancer treatment. The NCI-CTCAE was filled out at each 

appointment and between appointments with the online, web-based version and patients’ 

symptoms were monitored.  

In 2015, the Center for Medicare and Medicaid Innovation launched the Oncology 

Care Model (OCM). The early iteration of the OCM required patient-reported outcome-

based quality metrics. In 2016, this requirement was removed. But in 2016, the 21st  

Century Cures Act was signed into law. The hope is that 21st Century Cures will help 

develop a structured way to collect information from patients about the burden of their 

disease and what matters to them (21ST Century Cures Act, H.R. 34, 114TH Congress, 
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2016). This will be a long-term plan and it begins with a better way of capturing patient 

outcomes that includes patient symptoms. 

There are continued efforts to improve patient self-reporting their symptoms. The 

initiative, known as the SIMPRO Research Center, is conducting a study that will 

integrate the use of patient-reported outcomes (PROs) into the routine practice of 

oncology providers with the goal of improvement of symptom management leading to 

decrease emergency room visits/hospital admissions. SIMPRO will allow patients real-

time using their smartphone or personal computers allowing for real-time reporting. The 

symptoms reported will be integrated in the patient’s electronic health record (EHR) 

allowing providers to easily access and reply to the patient. 

SIMPRO plans to develop, implement, and evaluate an application called eSyM, 

an ePRO reporting and management system. Patients’ smart devices will securely 

connect them to their cancer care team through their EHR to facilitate symptom tracking 

following cancer surgery and/or treatment. This study will test the monitoring of the 

patients’ symptoms experience as well as providing them coaching in the management of 

the symptoms will lead to decrease hospitalizations and emergency room visits. The plan, 

after development and pilot testing, is for eSyM to be fully integrated into the EHR, 

allowing for direct communication and real-time updates for clinicians who will have 

access to a dashboard of patients’ symptoms (SIMPRO Research Center, 2018). 
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Conclusion 

A better understanding of these experiences could lead to improved 

communication methods for patients to report their symptoms that ultimately reduces 

patient burden and enhances patient engagement. Ensuring that patient’s preferences for 

reporting their symptoms are met may influence the likelihood and timeliness of 

symptom self-reporting. The need will be to ensure this understanding is incorporated 

into future research with the aim to improve symptom reporting and patient interventions 

including approaches to self-management of symptoms. 

Implications for Nursing 

Finding or developing new and improved ways for nurses to manage symptoms is 

vital to improving patients’ quality of life (National Institute of Nursing Research, 

2016b). Communication of patient-reported outcomes including symptoms with nurses is 

key to symptom management. Implementing some of these approaches to improve 

communication could substantially improve the care of patients with cancer. 

Key Points… 
 The modified symptom management theory model is useful in managing 

symptoms in oncology patients and led to decreased stress with communication 

and continued feedback 

 Real-time reporting and direct communication to their health-care practitioner 

led to improved symptom management and return to normal activities of daily 

living 
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 Health-care team should continue to discuss and understand the patients 

preferred communication method of reporting their symptoms; this could lead 

to improved care for their patients 
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Table 3  

Findings 

THEMES SUBTHEMES QUOTES 
Inability to 
recall 
symptoms 

  Amy - "And I keep a little log and then I'll tell them what is going on, if 
it's something that I have experienced in the past and it just returned." 
Gary - “I continue to keep a log of my symptoms like I did when I was 
on a clinical trial and then review it when I meet with my doctor 
[otherwise] people are trying to recall what happened leading to 
inaccurate reporting..” 
Chloe - "How were you feeling last Monday or how you were you 
feeling last Tuesday?" I was like, "I really don't remember." I said, 
"Now, I'm going to write down." 
Kate - "I got into the habit of before I go to the doctor, the day before, 
two days before, I go through with my notes. Here's the symptoms I 
know he needs to be aware of." 

Communication 
Expectations 

Timeliness/
Real-Time 
Reporting 

Amy - " I have to wait until they're bothering or interfering with my 
lifestyle. That's usually at that point then I'll report it." 
Gary - "When they were new or bothering me. The doctor may not do 
anything about the symptom but I would want to be able to report the 
symptom to make sure nothing needed to be done." 
Hope - "...they usually are really good about getting back to me since 
I've been on the trial. That didn’t happen before. It wasn’t as quick." 
Chloe - "It would absolutely be better if the management could 
happen immediately or sooner rather than." 
Sue - "So this means I've got about three weeks where I've got to go 
through waiting to see if they want to do a rescan on me or what's 
going to happen.” 
Mary - "Communicate my symptoms when they are occurring. 
Sometimes she'll just say, "Just sit tight and wait and see what 
happens." Sometimes she'll order a test of some kind." 
Kate - "I showed up, walked into his office at 8 o'clock on Monday 
morning and said, okay, you can send me to urgent care if you want. 
But I think I got a UTI. And they said, oh, no, no, no. We'll get you in." 
Eva - "Is this something that I can really explain? The second prong is, 
is it interfering with my activities of daily living?" 
Kevin - "I could email her but then there would have been that lag 
time. So, we had the doctor's personal cell phone and we could 
communicate with her immediately." 
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Kari - "When I wouldn't get relief, then I would call. I wouldn't wait for 
my next appointment unless it was the next day or something like 
that." 
Beth - "There was one time the neuropathy was so bad I was 
twitching. My torso was twitching, and my legs were twitching so bad I 
couldn't sleep. And I had to call in, and they prescribed a drug..."  

Direct 
Communi-
cation 

Amy - "Dr. K., he has given me his cell number, so we text. And so, I 
will text symptoms or I will text pictures of what's going on with me."  
Hope - "It's easy because I just pick up the phone and tell her [research 
nurse]. Hey this is what's going on. And she knows the background so 
it's easier."  
Hope - "I think talking to somebody that knows you and knows your 
case is the best way to communicate that."  
Sue - "Otherwise, it's like "when you play Telephone. You feel like 
they're not getting all of the information that you're giving them and 
giving it to the doctor."  
Mary - "Rather than having something get lost in the translation."  
Eva - "I need access to a knowledgeable person who can triage my 
questions appropriately." "  
Kevin - "Oh, there's nothing that beats talking to her [oncologist] on 
the phone person to person."  
Kevin - "I'd much rather have a direct I don't know but we'll find out 
type approach as opposed to making up something or fabricating 
something or not giving you an answer that you feel can be 
substantiated."  
Kari - "I did have to call a few times. And I got in, was able to talk to my 
nurse, the nurse practitioner right away. There was never any problem 
with any of that."  
Beth - "You don't feel like there's a chance that something might get 
miscommunicated when you're talking right to the doctor."  
Jim - "I did most of the reporting by email [to my oncologist] since, at 
the time, our healthcare was in Salem, Oregon and that's about a 40-
mile drive.  

Accuracy Amy - “The point of being able to have your own individual voice to be 
heard, not just necessarily have a checkmark or none that apply.”  
Kate - "...make sure it's in the record accurately that's the other reason 
I really like to use the portal-- is this way I know whatever my 
symptoms were got put in there in my words, not in somebody else's 
words who tried to translate it." 

Self-Advocacy 
 

Kate - "But I have also learned that it really, really is helpful to keep 
asking when you've got a symptom. Because there are often ways to 
mitigate, ameliorate, make it a little bit easier..." 



 
 

83 
 

Kate - "I mean part of it is knowing that you're not alone is a helpful 
thing, but not giving up until I understand what's going on." 

Emotional 
relief with 
communication 

 
Amy - "Not being able to communicate, causes anxiety. With increased 
communication, decreases anxiety." 
Gary - “It is the unknown what is happening and if something should 
be done.” 
Hope - "Well, I mean there's a lot of times if it's a symptom that I'm 
calling about that I'm scared. This is a lot of stuff you're scared 
of."....But that waiting is the hardest part." 
Chloe- "And then I was scared because I noticed the pattern. 
Sue - "Doesn't matter what the response is, or what the information is, 
or the cause. It just gives you that sense of relief " 
Mary - "I'm very anxious before I talk to her. And I start to relax when 
I'm talking to her. And then I feel better once we have a plan." 
Kate - "And that's all obviously crazy worrying when you think about 
it....And the doctor is like, well, let's see." 
Eva - "I don't think that there is any sort of practice in place at this 
point that we know of or that's a common practice to relieve any of 
that anxiety because you're just waiting." 
Kevin - "So I've got to say that when I've spoken to her, I was probably 
a little more stressed about the situation, I felt a more dire sense of 
urgency, and I feel relieved having spoken to her afterward…” 
Kari - "I think I would say probably constipation was probably the 
biggest issue, probably more concerned...once I talked to them, it was 
a relief." 
Beth - "I guess maybe relief. Not that it was really good relief, but at 
least I knew that they were trying that they trying to take care of me." 
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CHAPTER V 

SUMMARY OF THE STUDY 

The purpose of this phenomenological study was to gain an in-depth 

understanding of the patients’ experience and their perspective to self-report symptoms. 

This chapter provides a summary of the conclusions of the study, implications to nursing 

practice, and recommendations for future research. 

Summary 

This phenomenological study used Edmund Husserl’s descriptive 

phenomenology. Husserl’s phenomenological philosophy was the underpinning of the 

study, aiding in the exploration of the participants lived experiences of self-reporting 

their symptoms. This methodology allowed the participants to thoroughly express their 

experiences, and perspectives. The data collected was analyzed using Colaizzi’s method 

of analyzing qualitative data and four themes emerged revealing what was important to 

the participants with cancer self-reporting their symptoms.  

The participants were eager to share their lived experiences and they had a wealth 

of experiences of dealing with symptoms and self-reporting them. They were all 

experiencing symptoms either from their advanced cancer and/or from cancer treatment. 

They had many stories to tell about when they had reported their symptoms to a member 

of their health care team, expressing what led to improved symptom management and 

what delayed the management of their symptoms.  
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Patients with cancer who routinely self-report their symptoms have improved 

quality of life and prolonged overall survival. Many studies have looked at patients self-

reporting symptoms utilizing electronic methods and were included in the integrative 

literature published by Carrasco and Symes (2018). There were two additional studies 

reported in 2017 and 2018. Basch et al. (2017) found a 5-month improvement in overall 

survival in the patients who reported their symptoms routinely using the electronic 

version of the NCI-CTCAE during cancer treatment. Tang et al. (2018) reported that the 

Electronic Self-Report Assessment-Cancer used by patients to self-report their symptoms 

had moderate acceptance as an assessment method. The patients found this approach as 

user-friendly and helpful in recognizing their symptoms.  

This study that explored the lived experiences of patients with cancer self-

reporting their symptoms may be the first one conducted. Since it is the patients that are 

self-reporting their symptoms, the patient should be considered central to self-reporting. 

It is important to understand from the patient their experiences and the method that is best 

for them to self-report their symptoms.   

Discussion of the Findings 

There were communication expectations verbalized by all the participants. It was 

important to the participants to self-report symptoms real-time when the symptoms were 

bothersome and to communicate the symptoms directly to the health-care professional. 

They also expected the symptoms they reported were accurately captured/communicated 

and, at minimum, that they received acknowledgement of the symptoms they reported. 
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Self-reporting symptoms electronically may help to overcome patient-clinician 

communication barriers wand allow for real-time symptom management. Electronic 

symptom reporting may also improve clinician and patient communication, resulting in 

improved physical and psychosocial outcomes. Electronic symptom reporting may have a 

beneficial psychosocial impact. Basch et al. (2017) reported that routinely collecting 

symptoms electronically prolonged overall survival.  

SMT depicts symptom management as a multidimensional process and requires 

attention of each of the three interactive components of symptom management to be 

considered effective (Dodd et al., 2001). The SMT comprises three components of 

symptom management: the symptom experience, symptom management strategies, and 

outcomes. The symptom experience component is depicted as the beginning of the 

symptom management process. Within this component, there is no reference to 

communication.  The symptom experience component is more than the individual’s 

perception, evaluation, and response to the symptom. Based on the findings of this study, 

the symptom experience component of the SMT should also include communication of 

the symptom, i.e., self-reporting of the symptom. Self-reporting is crucial in the symptom 

management process and should be considered as part of the symptom experience realm. 

All participants talked about the importance of communication and their expectations for 

real-time reporting, and direct communication with their practitioner who will help to 

manage the symptoms as this, they felt, improved the accuracy of the symptoms they 
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were reporting. The participants were consistent in wanting to report their symptoms real-

time when they were bothersome or interfering with activities of daily living.  

Emotional status is an aspect of the outcome’s component of the SMT and most 

of the participants described themselves emotionally as “anxious” prior to talking to their 

health care professional and they consistently described a sense of “relief” with 

communication to their health care professional. Participants experiencing emotional 

relief with communication was a crucial finding, hence, another reason that 

communication of symptom reporting should also be an aspect of the symptom 

experience component.  

The following assumptions were applied to the study: 

• The participants articulated their experiences of self-reporting their symptoms 

to their health care professionals. 

• The participants responded to the questions in the semi-structured interview 

guide in an open and honest manner.  

• The researcher removed her personal bias during data collection and analysis. 

There were no new assumptions. 

Conclusions and Implications 

These findings improve the understanding of the patients’ perspective of self-

reporting their symptoms.  Implementing these findings into clinical practice could lead 

to an improvement in the method of patient self-reporting and could ultimately reduce 

symptom burden and improve patient engagement and symptom management. It could 
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also foster improved clinical outcomes and support the notion of patient-centered care 

promoting engagement between patients and their healthcare team. Ensuring that 

patient’s preferences for reporting their symptoms are met may influence the likelihood 

and timeliness of symptom self-reporting. 

Implications for Practice 

 Based on the findings of this study, the following considerations for patients to 

self-report their symptoms include: 

1. Find or develop new and improved ways for patients to self-report their 

symptoms that will aid in the symptom management. 

2. Implement some of these findings to improve communication to substantially 

improve the care of patients with cancer. 

a. Real-time reporting 

b. Direct communication to their health care practitioner  

3. Understand the patients preferred method of reporting their symptoms as this 

could lead to improved care for their patients and management of their 

symptoms. 

Recommendations for Further Studies 

Based on the findings of this study, the following additional studies should be considered: 

• A study to further enhance our understanding using different types of self-

reporting methods that are conducive to the individual patient. 
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• Replicating this study in a large-scale multi-site study to improve the 

generalizability of the findings. 

• Incorporate the findings, e.g., communication expectations, into a study on 

patients with cancer self-reporting their symptoms. 

• A theory analysis using the process described by Walker and Avant (2011) to 

further evaluate and refine the SMT.  
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ARE YOU A PATIENT WITH CANCER EXPERIENCING 

SYMPTOMS AND INTERESTED IN PARTIPICATING IN A 
RESEARCH STUDY? 

 
 

Looking for volunteers to take part in a study  
 

As a participant in this study, you would be asked to participate in 
conversation in person or via FaceTime/Skype with the oncology 

nurse researcher to discuss your experience reporting your 
symptoms to your health care professional(s). 

 
Your participation would involve ONE session, which will be 

approximately  
60 minutes, including follow-up questions.  If clarification is needed, 
one follow-up may occur to validate content, that will last up to 20 

minutes. 
 
 

For more information about this study or to sign up to participate in 
this study, 

 please contact: 
Researcher - Sharyn Carrasco, RN, MSN   

Texas Woman’s University College of Nursing 
at 

713-503-4261 
Email: scarrasco@twu.edu 

 
 
 

There is a potential risk of loss of confidentiality in all email, downloading, 
electronic meetings and internet transactions 
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ARE YOU A PATIENT WITH CANCER 

 
AND EXPERIENCING SYMPTOMS? 

 
Looking for volunteers to participate in this research study 

 
As a participant in this study, you will have a conversation in person or via 

FaceTime/Skype with the oncology nurse researcher to discuss your experience 
reporting your symptoms  

 
How much time - approximately 60 minutes and up to 20-minute follow-up may 

occur 
 

For more information about this study or to sign up to participate in this study, 
 please contact:  

Oncology Nurse Researcher - Sharyn Carrasco, RN, MSN  
from Texas Woman’s University College of Nursing  

at 713-503-4261 OR email: scarrasco@twu.edu 
 
 

There is a potential risk of loss of confidentiality in all email, downloading, electronic 
meetings and internet transactions 
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TEXAS WOMAN’S UNIVERSITY 

CONSENT TO PARTICIPATE IN RESEARCH 

Title:  Experiences of Self-Reporting Symptoms by Adults receiving Cancer Treatment: A 

Phenomenological Study  

Investigator: Sharyn Carrasco, MSN, RN .................. scarrasco@twu.edu  713/503-4261 
Advisor: Sandra Cesario, PhD, RN ....................... scesario@twu.edu  713/794-2110 
 

Explanation and Purpose of the Research 
You are being asked to participate in a research study for Ms. Carrasco’s dissertation at 
Texas Woman’s University. Ms. Carrasco is a PhD student at Texas Woman’s 
University. The purpose of this research study is to gain understanding of the 
participants’ experience and their perspective to self-report their symptoms. You have 
been asked to participate in this study because you are a patient with advanced cancer 
experiencing symptoms.  
 
Description of Procedures 
As a participant in this study you will be asked to spend approximately one hour of your 
time in person, via FaceTime or via Skype talking with the principal investigator (PI), 
Sharyn Carrasco. The PI will be ask you to talk about your experience reporting 
symptoms as well as other questions about reporting your symptoms. to your health care 
professional. You and Ms. Carrasco will decide together on a private location and time 
for the interview.  All interviews will be digitally recorded and then transcribed so that the 
PI has accurate information when reviewing what you have said. To be a participant in 
this study, you must be at least 18 years of age or older and be a patient with advanced 
cancer receiving systemic treatment experiencing symptoms from the cancer and/or 
treatment. 
 
After the initial interview, the PI may communicate with you via telephone or email to 
confirm or clarify your responses to the interview questions. This may take up to 20 
minutes. 
 
The PI will ask you questions about your experiences reporting symptoms to your health 
care professionals, when you would want to report your symptoms, your expectations of 
reporting your symptoms, your preferred method to report your symptoms, and your 
experience reporting your symptoms electronically (if applicable). 
 
Potential Risks 
The researcher will ask you questions about your cancer diagnosis and the symptoms 
you are experiencing. A possible risk in this study is discomfort with these questions you 
are asked. If you become tired or upset you may take breaks as needed.  You may also 
stop answering questions at any time and end the interview.    
   
A potential risk in this study is loss of confidentiality. Confidentiality will be protected to 
the extent that is allowed by law. The interview will be held at a private location that you 
and the PI have agreed upon.  Only the PI will know your full name. The digital recording 
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and the written interview will be stored in a locked cabinet in the PI’s office. All 
information that identifies you will be deleted from the transcript. The digital recordings 
will be deleted within 5 years after the study is finished. There is a potential risk of loss of 
confidentiality in all email, downloading, and internet transactions. The results of the 
study will be reported in scientific magazines or journals but your name or any other 
identifying information will not be included. 
Another potential risk in this study is loss of time.  The anticipated time commitment for 
the interview and potential follow-up activities is approximately one hour. If follow-up is 
needed with to clarify responses or validate interview content, that will last up to 20 
minutes. Please let the PI know if you are unable to accommodate this time 
commitment. 
 
Another potential risk in this study is fatigue. During the interview, you will be able to 
stop and take breaks at any point during the interview. You are free to stop study 
participation at any time without consequence. 
 
The PI will try to prevent any problem that could happen because of this research. You 
should let the PI know at once if there is a problem and they will help you. However, 
TWU does not provide medical services or financial assistance for injuries that might 
happen because you are taking part in this research. 
 
Participation and Benefits 
Your involvement in this study is completely voluntary and you may withdraw from the 
study at any time. There are no direct benefits for participating in this study. 
 
Questions Regarding the Study 
You will be given a copy of this signed and dated consent form to keep. If you have any 
questions about the research study you should ask the PIs; their phone numbers are at 
the top of this form. If you have questions about your rights as a participant in this 
research or the way this study has been conducted, you may contact the Texas 
Woman’s University Office of Research at 713-794-2480 or via e-mail at IRB@twu.edu. 
 
_______________________________________________________ ___________ 
Signature of Participant       Date 
 
 
If you would like to know the results of this study tell us where you want them to be sent: 
 
Email: __________________________ 
or 
Address: 
 
___________________________________ 
 
___________________________________ 
 
___________________________________ 
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Semi-structured Interview Guide 
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Title:  Experiences of Self-Reporting Symptoms by Adults receiving Cancer Treatment: A 

Phenomenological Study  

Date: _______________  Participant ID: _______________ 

Location: ____________  Interviewer: _________________ 

1. Let’s start by talking about a time when you reported your symptoms. Tell me a story about 
how you reported your symptoms.  
 

2. How do you decide when to tell someone about your symptoms? 
 

3. Who do you typically share your symptoms with? 
 

4. What is your experience reporting your symptoms to your nurse, nurse practitioner or doctor? 
 
5. How do you feel when you do not have a way to communicate to the clinician when your 

symptoms are occurring? 
 
6. When would you want to report your symptoms? 

• When they occur? 
• When they are bothersome? 
• At your next clinic appointment? 

 
7. Based on when you would want to report your symptoms, what method would you prefer to 

report your symptoms? 
• At the point in time of the occurrence – phone, email, fax… 
• At the point in time they become bothersome – phone, email, clinic visit 
• At your next clinic appointment – verbally, paper/pencil, electronic, such as a tablet 

 
8. When you report your symptoms, what is the person’s response and what are your 

expectations? 
• Just to inform your HCP? 
• So that they are documented in your health record? 
• Seeking relief of your symptoms? 

 
9. What if the symptom was new? Or if the symptom was bothersome   
  
10. What is your experience using a checklist to report your symptoms?  
 
11. Would there be a reason for you to maintain a copy of this report? 
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Questions 12-16 only for participants who have experience with reporting symptoms 
electronically. 
 
12. Tell me about your experience of using an electronic system to report your symptoms. 

• What method was it, clinic computer, personal computer/laptop, mobile device? 
• What was it like using that method? 
• Were you given enough information on how to use it? 
• If no experience reporting your symptoms this way, what are your thoughts about 

electronically reporting your symptoms? 
 
13. Did you have a time that you used a computerized system and had a different experience? 

• Better? Worse? 
 
14. What does it mean to you to communicate your symptoms using the computerized symptom 

assessment tool? 
a. What were the barriers? 
b. What was the result of that experience? 
c. Would you use it again? 

 
15. What is it like to report your symptoms using the computer when you are not feeling well? 
 
16. How is reporting your symptoms electronically compared to reporting the symptoms directly 

to the provider or the nurses? 
• Different? 
• Better? 

 
All participants: 
17. If resources were not an issue and you were in charge, what would your ideal approach for 

you to report your symptoms? 
 
18. Is there anything we have not talked about that you thought we were going to talk about? 
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APPENDIX E 
Demographic Data Form 
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Title:  Experiences of Self-Reporting Symptoms by Adults receiving Cancer Treatment: A 
Phenomenological Study  
Participant ID: _________ 
Name: _____________________________________________________________ 
Email address: _______________________________________________________  
Phone: ________________  
Gender:  ___________    
Date of Birth (MM/DD/YYY): _________________  
Race/ethnicity: 
 ____ American Indian or Alaska Native 

____ Asian 
____ African American 
____ Hispanic  
____ Native Hawaiian or Other Pacific Islander 
____ White 
Education level:  
 ___ 11-12 years 
 ___ 13-16 years 
 ___ 17 or greater years 
Job status:  
 ___ Full-time 
 ___ Part-time 
 ___ On leave 
 ___ Retired 
 ___ Unemployed 

Education level: _______________________ 
Income Level: 
 ___ $0 
 ___ $1 to $9,999 
 ___ $10,000 to $24,999 
 ___ $25,000 to $49,999 
 ___ $50,000 to $74,999 
 ___ $75,000 to 99,999 
 ___ $100,000 to 149,000 
 ___ $150,000 and greater 
 ___ Prefer not to answer 

Approximate hours of computer usage per week: personal use ______; during work _____ 
Date of cancer diagnosis (YYYY): _____________ 
Cancer type: __________________________ 
Date of initial chemotherapy (YYYY): __________________ 
Choose only one of the following: 
___ New diagnosis of unresectable or metastatic cancer OR  
___ Recurrent unresectable or metastatic cancer 
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APPENDIX G 
Demographic Data Table 
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