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4 CANCER PATIENT QUALITY OF LIFE 

Abstract 

Background and Significance: There are an estimated 16.9 million cancer survivors living 

within the United States. It’s imperative that providers continue to monitor patients physical and 

psychological functioning throughout their disease process, as this can greatly impact quality of 

life (QOL). 

Purpose and Objectives: To evaluate QOL measures in patients with chronic cancer pain, 

identify common themes regarding patients’ perception of QOL, and evaluate how providers 

perceived and discussed QOL with their patients. 

Theoretical Framework: The conceptual model of health-related quality of life was utilized as 

the theoretical framework for this DNP project. 

Methods and Design: A mixed-methods approach for data collection was utilized via 

retrospective chart review of current patients Chronic Pain Acceptance Questionnaire (CPAQ) 

forms, individual patient interviews, and an email questionnaire was sent to providers within the 

pain clinic. 

Results: A significant effect was noted between life support activity, age, and type of pain. 

Additionally, significance was noted between type of pain, mood, and relationships with others.  

Patients described feelings of change with a diagnosis of cancer as well learning to live with 

pain. Pain providers believed their team effectively discussed QOL and functioning with each 

patient. 

Conclusion: Patients and providers reported that pain affected QOL, pain regimens were 

effective in improving QOL, and overall patients expressed satisfaction with their care. 



     
 

  

    

      

 

 

 

 

 

 

 

 

 

 

 

 

 

 

5 CANCER PATIENT QUALITY OF LIFE 

Future Implications: As cancer survivorship continues to lengthen, management of chronic 

pain within this population may transition to primary care, making it essential for providers to 

understand the impact chronic cancer pain may have one’s QOL. 

Keywords: Cancer, Chronic Pain, Quality of Life, Patient Satisfaction 



     
 

  

  

 

   

  

  

     

 

 

 

    

  

 

   

 

 

 

 

   

     

   

6 CANCER PATIENT QUALITY OF LIFE 

Enhancing Clinician Interpretation of Patients Quality of Life: Experiences in a 

Comprehensive Cancer Center Pain Clinic 

Chronic pain affects approximately 116 million adults in the United States and is 

estimated to affect 20% of the population worldwide (Institute of Medicine [IOM], 2011; Treede 

et al., 2015). It is more prevalent than diabetes, cancer, and heart disease combined, and 

accounts for 15-20% of healthcare visits (IOM, 2011; Treede et al., 2015). The effects of chronic 

pain are far reaching and can impact numerous facets of one’s life. Pain can cause debilitating 

effects to a patients quality of life (QOL), interferes with daily functioning, hinders fulfillment of 

family, social, and vocational roles, and may produce psychological distress which may manifest 

as anxiety and/or depression (IOM, 2011; Katz, 2002; Van den Beuken-van Everdingen, 

Hochstenbach, Joosten, Tjan-Heijnen, & Janssen, 2016). 

With an estimated 16.9 million cancer survivors living within the United States, and this 

number projected to increase to 22.1 million in 2030, it’s imperative that healthcare providers 

continue to assess and monitor cancer patients physical and psychological functioning 

throughout their disease process, as this can greatly impact their QOL (American Cancer Society 

[ACS], 2019; Van den Beuken-van Everdingen et al., 2016). For individuals living with cancer, 

pain is a common symptom throughout the course of disease (Hamieh et al., 2018; Van den 

Beuken-van Everdingen et al., 2016). Cancer pain can result from the primary cancer site, 

metastatic disease, manifest during treatment (i.e. surgery, radiation, chemotherapy), and persist 

after completion of therapy (Hamieh et al., 2018; Van den Beuken-van Everdingen et al., 2016). 

Disruptions in QOL which include functional status changes as well as social changes may occur 

throughout an individual’s cancer diagnosis (Jim & Andersen, 2007; Kurtin & Fuoto, 2019; 



     
 

  

 

  

  

  

  

 

  

  

   

  

   

  

 

 

 

 

 

7 CANCER PATIENT QUALITY OF LIFE 

Topcu, 2018). This contributes to psychological distress, which can challenge one’s beliefs and 

threaten their overall well-being (Jim & Andersen, 2007; Topcu, 2018). 

Background & Significance 

Chronic pain is defined as “persistent or recurrent pain lasting longer than 3 months” 

(Treede et al., 2015, p.1004). Chronic pain can be the result of: co-morbidities (i.e. cancer, 

arthritis, diabetes, etc.), lesions and/or diseases of the nervous system, postoperative procedures, 

and may occur after treatment interventions such as radiation or chemotherapy (IOM, 2011; 

Treede et al., 2015). Chronic pain affects millions of individuals and is prevalent in those living 

with cancer (Hamieh et al., 2018; IOM, 2011; Van den Beuken-van Everdingen et al., 2016). In 

the study conducted by Van den Beuken-van Everdingen, Hochstenbach, Joosten, Tjan-Heijnen, 

and Janssen (2016), the authors concluded that pain prevalence rates in patients with cancer were 

50.7% in all stages, 39.3% after curative treatment, 55% during anti-cancer treatment, and 66.4% 

in advanced, metastatic, or terminal disease. Within this systematic review and meta-analysis, 

38% of patients reported moderate to severe pain as indicated by a numerical rating score of 

greater than or equal to five (Van den Beuken-van Everdingen et al., 2016). Additionally, 67% of 

cancer survivors that are alive today were diagnosed 5 or more years ago (ACS, 2019). With an 

increasing prevalence of chronic cancer pain and cancer survivorship on the rise, it’s essential for 

healthcare providers to evaluate the impact of chronic cancer pain on the patient’s perception of 

QOL. 

While pain is only one symptom experienced by individuals living with cancer it can 

greatly affect their perception of QOL. Pain may interfere with activities of daily living such as 

eating, bathing, and getting dressed, it may disrupt sleep, and cause difficultly maintaining 

familial, social, and occupational roles (Jim & Andersen, 2007; Katz, 2002; Topcu, 2018; Van 



     
 

  

 

  

  

 

 

 

 

   

   

 

  

   

 

 

   

  

  

 

  

  

8 CANCER PATIENT QUALITY OF LIFE 

den Beuken-van Everdingen et al., 2016). Additionally, the fear of recurrence or progression of 

cancer, coupled with the perception of its negative consequences, may lead to increased 

psychological distress in cancer survivors (Jim & Andersen, 2007; Kurtin & Fuoto, 2019).With 

increasing psychological distress, survivors may begin to lose meaning in their lives as they 

begin to re-evaluate their thoughts, feelings, and their purpose (Jim & Andersen, 2007). As a 

result of disease remission or progression, perception of QOL changes over the course of time. 

The literature has demonstrated that QOL may be diminished during the treatment phase, but 

begins to gradually improve over time in the absence of cancer progression or recurrence 

(Jansen, Koch, Brenner, & Arndt, 2010). Therefore, healthcare providers are at the forefront to 

assess and monitor QOL in cancer survivors. 

By assessing and monitoring patients’ beliefs surrounding pain, its effects on their 

psychological well-being, and ultimately its impact on QOL, healthcare providers begin to 

develop a better understanding of the patients’ perception of QOL (Janse et al., 2004; Topcu, 

2018). Traditionally, laboratory or clinical tests have been used to stage treatment responses, and 

were regarded as the gold-standard for determining a patients’ QOL (Janse et al., 2004). 

Unfortunately, these laboratory and clinical tests do not take into account the patients perception 

of QOL, and may lead to ineffective treatment modalities (Janse et al., 2004). In the meta-

analysis conducted by Janse et al. (2004) it was found that emotions, feelings, and social 

functioning had the least amount of agreement between patients and providers, while pain, 

overall health, role, and daily activities had the highest agreement between patients and 

providers. Due to discrepancies between providers and patients’ perception of QOL, as well as 

its fluctuating nature throughout the disease course, it’s imperative that healthcare providers 

routinely assess a patient’s perception of QOL. By doing so it can aide in facilitating patient-



     
 

  

  

 

 

  

   

     

  

 

     

    

   

 

    

    

    

   

   

 

 

 

9 CANCER PATIENT QUALITY OF LIFE 

provider communication, identify problems, monitor responses to treatment and track changes 

over time, as well as evaluate treatment options (Janse et al., 2004). 

Purpose 

The purpose of this Doctor of Nursing Practice (DNP) project was threefold in nature. 

Firstly it aimed to retrospectively analyze QOL measures in patients with chronic cancer pain at 

a local comprehensive cancer center. This portion of the DNP project aimed to determine if there 

were differences and/or similarities in QOL measures amongst various demographic variables 

such as: age, gender, tumor type, time since cancer diagnosis, date of last cancer treatment, 

origin of pain, and type of pain. Secondly, semi-structured interviews were utilized to 

qualitatively evaluate patients’ perception of QOL as well as determined if patients were 

satisfied with their pain management regimen after implementation of open-ended evaluation of 

QOL versus the traditional CPAQ QOL measures. This portion of the DNP project aimed to 

extract common themes which emerged amongst chronic cancer pain survivors regarding their 

QOL and satisfaction with their pain regimen and clinic providers. 

Lastly, this study employed email questionnaires to providers within the pain clinic to 

qualitatively evaluate provider’s perceptions and discussions of QOL with patients. This project 

strived to enhance patient reporting of QOL throughout the course of disease and augmented 

provider understanding of patient-reported QOL. This DNP project attempted to answer the 

following questions: (a) How do QOL measures recorded during routine follow-up visits in 

cancer patients with chronic pain affect patient outcomes?, and (b) Does incorporating an open-

ended evaluation of the patients’ perception of QOL on the CPAQ enhance patient satisfaction 

and provider interpretation of QOL? 



     
 

 

  

  

 

 

 

 

 

 

 

  

 

 

  

 

 

 

  

 

     

10 CANCER PATIENT QUALITY OF LIFE 

Theoretical Framework 

The conceptual model of health-related quality of life was utilized as the theoretical 

framework for this DNP project. The conceptual model of health-related quality of life was 

originally developed by Wilson and Cleary in 1995, and later updated in 2005 (Ferrans, Zerwic, 

Wilbur & Larson, 2005). The model was developed in order to define health-related factors both 

from the individual and the environment which overall affect QOL (Ferrans et al., 2005). As 

illustrated in Figure 1, the model consists of seven major concepts which include: characteristics 

of the individual, characteristics of the environment, biological function, symptoms, functional 

status, general health perceptions, and overall quality of life (Ferrans et al., 2005). 

Characteristics of the individual are defined as biological factors, demographics, 

developmental stage, and psychological function which influence health outcomes (Ferrans et al., 

2005). Characteristics of the environment can be defined as social or physical factors that 

influence health outcomes, such as social networks, healthcare providers, the workplace, home, 

or neighborhood setting (Ferrans et al., 2005). Biological function is identified on a continuum 

from the cellular level to the entire body system as a whole (Ferrans et al., 2005). Symptoms are 

described as the patients’ perception of abnormal physical and psychological stimuli (Ferrans et 

al., 2005). Functional status is defined as the ability to perform tasks and activities on a daily 

basis (Ferrans et al., 2005). General health perceptions are classified as how an individual rates 

their health, while QOL is described as an individual’s overall satisfaction with life (Ferrans et 

al., 2005). 

The conceptual model of health-related quality of life was well suited for this DNP 

project. This DNP project aimed to assess QOL measures in cancer patients with chronic pain as 

well as evaluated the patient’s perception of QOL and how it compared with their healthcare 



     
 

 

  

      

 

 

    

  

  

  

   

 

  

  

 

  

  

 

    

11 CANCER PATIENT QUALITY OF LIFE 

providers’ perception. In order to assess QOL, numerous factors must be taken into account. 

Within this project, all seven major concepts of the model were utilized within data collection 

and analysis. Characteristics of individuals included demographic characteristics (i.e. age, 

gender, cancer diagnosis, etc.) and were collected during the retrospective chart review. 

Psychological factors affecting QOL were assessed within individual semi-structured interviews 

and provider questionnaires. 

Characteristics of the environment, such as social support, home life, and work 

environment were considered when performing patient interviews and how they affected 

participants overall QOL. Biological function was inherently included for each participant within 

this study as this concept includes an individuals’ genetic composition, which in cancer is 

disrupted, and is one reason why patients are seeking treatment related to cancer pain. The 

remaining concepts of symptoms, functional status, and general health perceptions were assessed 

for patients utilizing the CPAQ form currently in use at the Roswell Park Comprehensive Cancer 

Center Pain Clinic (RPCCC), while providers were asked similar questions within the provider 

survey. Lastly, QOL was explored with both patients and providers through either semi-

structured interviews or questionnaires. 

Review of the Literature 

A review of the nursing and health related literature was conducted exploring QOL in 

chronic cancer patients. The following keywords were searched both singularly and in multiple 

combinations: neoplasms, carcinoma, cancer, oncology, chronic pain, pain management, QOL, 

well-being, health-related quality of life (HRQoL), patient satisfaction, patient outcomes, patient 

experience, health care professionals’, clinicians’ perceptions, and providers’ perceptions. The 

literature search was conducted using the databases PubMed, MEDLINE, CINAHL, PsycINFO, 



     
 

  

 

 

  

  

  

  

  

    

 

  

  

 

 

  

 

 

   

  

   

12 CANCER PATIENT QUALITY OF LIFE 

and the Cochrane Database of Systematic Reviews. The search was limited to adults ages ≥18 

years old, articles written in the English language, and limited to the years 2014-2019 in order to 

ensure that the current evidence based literature was reviewed and summarized for the purpose 

of this DNP project. After abstract and full-text review, 15 relevant articles remained and are 

presented below for discussion. 

After completion of the literature review and upon synthetization of the 15 relevant 

articles, eight common topics emerged. The common themes identified were as follows: types of 

cancer pain and disease status, symptoms and their impact on QOL, psychological function and 

coping, treatment type, time elapsed since cancer diagnosis, age, patient satisfaction, and 

clinician perception of QOL(Brant et al., 2016; Decoster et al., 2019; Huang, Hudson, Robison, 

& Krull, 2017; James et al., 2018; Kent et al., 2015; Kurtin & Fuoto, 2019; Neufeld, Elnahal, & 

Alvarez, 2017; Paice et al., 2016; Pergolizzi, Gharibo, & Ho, 2014; Rau et al., 2015; Riquelme et 

al., 2018; Stanton, Rowland, & Ganz, 2015; Steel et al., 2016; van Leeuwen et al., 2018; Wu & 

Harden, 2015). 

Types of Cancer Pain & Disease Status 

Cancer pain is complex as it can evolve over time and patients living with chronic cancer 

pain often suffer from multiple types of pain (i.e. neuropathic, nociceptive, breakthrough, etc.) 

simultaneously (Kurtin & Fuoto, 2019; Neufeld et al., 2017; Pergolizzi et al., 2014). 

Approximately 40 % of cancer patients suffer from neuropathic pain as a result of oncological 

treatment or the disease process itself (Kurtin & Fuoto, 2019; Neufeld et al., 2017; Pergolizzi et 

al., 2014). Chemotherapy-induced peripheral neuropathy (CIPN) is one of the leading complaints 

of pain amongst cancer survivors and if left unmanaged can lead to progressively inferior reports 

of pain, depression, and overall decreased QOL (Kurtin & Fuoto, 2019; Neufeld et al., 2017; 



     
 

   

  

 

 

 

    

 

 

  

 

 

  

    

 

     

 

  

  

13 CANCER PATIENT QUALITY OF LIFE 

Pergolizzi et al., 2014). In the studies completed by Rau et al. (2015) and Decoster et al. (2019) 

the findings revealed that pain was increased in patients with deteriorating disease status, higher 

stage of disease, and type of cancer( i.e. increased pain in head/neck cancer vs. cancers of the 

skin). In addition to pain, QOL was diminished in patients with increased pain levels, 

deteriorating disease status, higher stage of disease, and certain cancer types (i.e. gastrointestinal 

tumors, gynecological tumors, and thorax tumors) (Decoster et al., 2019; Rau et al., 2019). 

Symptoms 

Long-term physical and psychological symptoms often accompany a cancer diagnosis 

and can have a substantial impact on an individual’s QOL. Symptom clusters are common in all 

types of cancer and can consist of pain, fatigue, depression, anxiety, and sleep disturbances 

(Kurtin & Fuoto, 2019; Neufeld et al., 2017; Pergolizzi et al., 2014; Steel et al., 2016; van 

Leeuwen, et al., 2018; Wu & Harden, 2015). In the studies completed by Huang, Hudson, 

Robison, and Krull (2017) and Wu and Harden (2015) the authors discovered that increased pain, 

fatigue, and worsening depression have been shown to be associated with diminished patient 

reports of physical QOL. Individuals living with cancer have been shown to have similar 

psychological QOL when compared to those without cancer (Huang et al., 2017; Kent et al., 

2015; Wu & Harden, 2015). In addition to pain, fatigue, and depression, the presence of co-

morbidities has been linked to poorer physical functioning as well decreased QOL (Brant et al., 

2016; Decoster et al., 2019; Huang et al., 2017; Wu & Harden, 2015). 

When pain is poorly controlled, a decline in physical function occurs, and psychological 

distress increases, contributing to lower reports of QOL (Kurtin & Fuoto, 2019; Neufeld et al., 

2017; Pergolizzi et al, 2014; Rau et al., 2015). The study conducted by Steel et al. (2016) 

demonstrated that a reduction in depression, pain, and fatigue symptoms were noted to improve 
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QOL scores after implementation of a web-based care intervention.  Additionally, regular 

participation in physical activity, exercise, and/or physical therapy have all been demonstrated to 

improve pain outcomes and enhance physical function, leading to an increased QOL (Kurtin & 

Fuoto, 2019; Paice et al., 2016). 

Psychological Function & Coping 

Psychological function and coping are significant contributors to QOL in patients living 

with a cancer diagnosis. In the study by Brant et al. (2016) the findings revealed that anxiety and 

depression tended to improve during the treatment phase and shortly after completion of 

treatment, but fear of cancer recurrence and lack of adequate coping after treatment completion 

were contributors to worsening QOL. Similar findings were identified within the literature 

review conducted by Stanton, Rowland, and Ganz (2015). Stanton et al. (2015) concluded that 

avoidance of cancer related thoughts, loneliness, fatigue, pain, and lack of social support were 

linked to higher rates of fear recurrence in cancer survivors and overall poorer QOL. In the study 

conducted by Rau et al. (2015) the authors demonstrated that higher levels of patient reported 

pain were associated with increased psychological distress. In contrast, Huang et al. (2017) and 

Kent et al. (2015) reported that the prevalence of symptoms such as pain, fatigue, and/or 

depression, rather than a diagnosis of cancer alone, independently impacted QOL. The presence 

of depressive symptoms was highly correlated with decreased psychological QOL, whereas a 

lack of depressive symptoms demonstrated similar psychological QOL when compared to 

individuals without cancer (Huang et al., 2017; Kent et al., 2015). 

Treatment Type & Time Elapsed Since Cancer Diagnosis 

Patients undergoing cancer treatment may undergo surgery, radiation, chemotherapy, or a 

combination of these treatments. These treatments carry the potential for life-long side effects 
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such as neuropathy, pain, lymphedema, skin changes, and decreased range of motion (Kurtin & 

Fuoto, 2019; van Leeuwen et al., 2018).While different types of treatment and their effect on 

QOL have not received much attention in the literature, studies have demonstrated that the 

presence of symptoms such as pain, decreased physical functioning, and fatigue all contribute to 

a decreased QOL (Huang et al., 2017; Wu & Harden, 2015). Only one study reviewed discussed 

QOL and treatment type. In the study conducted by Steel et al. (2016) the authors reported that 

there was no significant difference in QOL in patients undergoing chemotherapy, radiation, 

and/or surgery. 

Additionally, time elapsed since initial cancer diagnosis, treatment phase, and post-

treatment phase all contribute to how an individual perceives their QOL. Individuals who are 

within the post-treatment phase often report positive changes and physical/psychological QOL 

begin to stabilize (Stanton et al., 2015; van Leeuwen et al., 2018). This can be attributed to the 

increase in physical health, role function, and social functioning, as well as decreased fatigue 

post-treatment (van Leeuwen et al., 2018). In contrast to the studies completed by Stanton et al. 

(2015) and van Leeuwen et al. (2018), Huang et al. (2017) found that cancer survivors 10 years 

post-diagnosis reported symptoms of fatigue, pain, sleep disturbances, and difficulty 

concentrating above the severe threshold, associated with decreased QOL. Differences in cancer 

type, survival rates, age at diagnosis, treatments, and side-effects all play a role in an individual’s 

perception of physical and psychological QOL (van Leeuwen et al., 2018).  

Age 

Older age has been shown to be associated with a higher QOL (Decoster et al., 2019; van 

Leeuwen et al., 2018; Wu & Harden, 2015). This is in part thought to be due to greater life 

experience, adaptation, and better coping strategies when compared to their younger counterparts 
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(Decoster et al., 2019; van Leeuwen et al., 2018; Wu & Harden, 2015). Younger patients living 

with cancer often report lower QOL and higher symptom distress (van Leeuwen et al., 2018; Wu 

& Harden, 2015). This is thought to be a result of cancer’s interference with work, family 

activities, social opportunities, financial stress, disruption of future plans, and lack of support 

(van Leeuwen et al., 2018; Wu & Harden, 2015). Conversely, older patients living with cancer 

have less work-related and social demands, and have amassed more life experiences, all of which 

can contribute to effective coping strategies and increased QOL (Decoster et al., 2019; van 

Leeuwen et al., 2018; Wu & Harden, 2015). 

Patient Satisfaction 

There have been few studies performed on the relationship between cancer-related pain 

and patient satisfaction (Neufeld et al., 2017). Most studies to date have only focused on medical 

or surgical populations (Neufeld et al., 2017). One study within this literature review discussed 

cancer patients’ satisfaction with their pain regimen. In the study completed by Rau et al. (2015), 

80% of patients were either satisfied or very satisfied with their level of pain control. Rau et al. 

(2015) determined that patient satisfaction was related to three factors: disease status, pain 

intensity, and current pain regimen. Patients with more advanced disease, severe pain, or 

insufficient analgesic regimen reported lower satisfaction with their pain control (Rau et al., 

2015). In the study by Rau et al. (2015), patients who reported pain within the last week were 

eligible for participation within the study and therefore its focus was not solely on chronic pain. 

Further research on cancer-patients with chronic pain and patient satisfaction needs to be 

conducted. 



     
 

  

    

   

  

   

  

 

 

  

 

 

  

 

  

 

 

 

17 CANCER PATIENT QUALITY OF LIFE 

Clinician Perception of QOL 

Two studies within this literature review examined clinician’s perceptions of cancer 

patients QOL. In the study conducted by James et al. (2018) the authors discovered that there 

was no statistical difference between physician-rated and patient-reported QOL. However, it was 

noted that physicians over-reported QOL in the spiritual well-being category, and under-rated the 

prevalence of physical symptoms in thyroid cancer survivors (James et al., 2018). In the study 

conducted by Riquelme et al. (2018) the authors determined that patients being treated by pain 

physicians had worse pain relief, lower satisfaction, and decreased QOL when compared to 

patients treated by primary care physicians or other specialty physicians. The authors believed 

that this was due to the fact that patients with chronic pain who are treated in pain clinics are 

often more challenging to treat than patients in other specialty clinics such as rheumatology or 

primary care (Riquelme et al., 2018). Nevertheless, further research on chronic cancer pain 

patients perceptions of QOL compared with their providers needs to be conducted. 

Cancer pain is complex and effects both psychological and physical components of QOL. 

Various factors such as cancer type, treatment type, age, and symptoms experienced all 

contribute to how a patient views their QOL. This literature review has helped to demonstrate 

that current literature supports pain management and its overall effects on aiding in the 

improvement in QOL. Additionally, this literature review also demonstrated that there is 

currently very little evidence on how cancer patients with chronic pain are satisfied with their 

QOL and pain management regimen, as well as how perceptions of QOL between patients and 

providers compare. This reinforces the importance of this DNP project to analyze QOL measures 

in patients with chronic cancer pain, as well as utilize semi-structured interviews to qualitatively 
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evaluate patients’ perception of QOL to determine if this enhances patient satisfaction and 

provider interpretation of QOL. 

Methodology 

Design 

This DNP project was a pilot study which utilized a mixed-methods approach. Both 

quantitative and qualitative methods were implemented to analyze similarities and/or differences 

in QOL measures amongst a variety of demographic variables utilizing the CPAQ. Common 

themes were extracted amongst chronic cancer pain survivors regarding QOL via exploratory 

semi-structured individual interviews. Provider’s perceptions of their patients QOL were 

evaluated via open-ended survey questionnaires. 

Setting 

The DNP project took place within the pain clinic at RPCCC. 

Participants 

The quantitative portion of this study retrospectively examined 40 current patient charts 

for collection of CPAQ scores and demographic data. For the qualitative portion of this study, 

six patients participated in semi-structured interviews, while one pain clinic provider responded 

to the SurveyMonkey® questionnaire. 

Recruitment Strategy 

Patients who attended a routine follow-up exam at the RPCCC pain clinic were informed 

of the research study by their provider at the conclusion of their visit. Patients who were 

interested in the study were then screened individually within their private exam room by the 

principal investigator (PI) for participation within the study. Once patients were explained the 

purpose of the study they either consented to be interviewed or declined to participate. Signed 



     
 

  

   

 

 

    

  

 

 

  

   

    

 

 

             

 

   

 

 

19 CANCER PATIENT QUALITY OF LIFE 

consent was then obtained from individuals willing to participate and all questions regarding the 

research study were answered. Provider surveys were created in SurveyMonkey® and sent to the 

NP liaison at the RPCCC pain clinic. The surveys were then forwarded to all providers within 

the RPCCC pain clinic for completion.   

Inclusion/Exclusion Criteria 

Inclusion criteria for participants within the study were as follows: ≥ 18 years of age, a 

diagnosis of cancer (i.e. active or in remission), must be a current patient within the RPCCC pain 

clinic, follows-up with oncologist at least annually at RPCCC, able to fluently understand, read, 

and speak English, and must be able to provide informed consent. Inclusion for providers was as 

follows: ≥ 18 years of age, must be a RPCCC pain clinic provider, able to fluently understand, 

read, and speak English, and must be able to provide informed consent. Exclusion criteria for 

participants within the study consisted of: < 18 years of age, a non-cancer diagnosis, sickle cell 

and/or aplastic anemia, non-English speaking or inability to understand, read, or speak English 

fluently, and the inability to provide informed consent. Exclusion criteria for providers consisted 

of: < 18 years of age, not a provider within the RPCCC pain clinic, non-English speaking or 

inability to understand, read, or speak English fluently, and the inability to provide informed 

consent. 

Data Collection 

This DNP project was designed based on an extensive review of the literature and 

assessed QOL measures in cancer patients with chronic pain, as well as evaluated patient’s 

perceptions of QOL compared to their providers perceptions of their QOL. After approval was 

obtained from both the University at Buffalo’s Institutional Review Board (IRB) and RPCCC’s 

IRB (see Appendices A and B respectively), the information technology (IT) help desk at 
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RPCCC was contacted to create a combined list of all active patients that had been seen within 

the last 12 months at the pain clinic. This active list aided the PI in eliminating patients that were 

no longer being seen at the clinic for a variety of reasons (i.e. transitioned to palliative care, 

deceased, discharged from the pain clinic, etc.). After a comprehensive active patient list was 

established all patients were assigned a number. Then 40 numbers were randomly determined by 

a random number generator (“Research Randomizer,” 2020). These randomly chosen numbers 

were then correlated with patients’ assigned numbers. Those 40 patients whose number matched 

the randomly determined numbers were utilized to collect quantitative data via a retrospective 

electronic medical record chart review. Patient confidentiality was maintained by utilizing these 

random numbers on each CPAQ data collection form and demographic form. 

These patient charts were then reviewed to collect each patients CPAQ scores. The 

CPAQ form contained 10 QOL domains: family/home responsibilities, recreation, social activity, 

occupation, sexual behavior, self-care, life support activity, mood, relations with others, and 

sleep, which assessed how pain has interfered with life within the past week. Each domain is 

rated on a Likert scale from zero, “no interference at all” to 10 “worst pain possible.” Scores in 

each domain were recorded on the CPAQ data collection form (Appendix C). Additionally, 

demographic data such as age, gender, tumor type (liquid vs. solid), time since primary cancer 

diagnosis, date of last cancer treatment, origin of pain, and type of pain were recorded for each of 

the 40 patients on a separate demographic form (Appendix D). 

Qualitative data was collected simultaneously via an exploratory design using semi-

structured interview questions with individual participants. A total of six patient interviews were 

completed and ranged from eight minutes to 45 minutes in length. Patients were asked a total of 

seven open-ended, semi-structured interview questions which were developed based on the study 
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purpose, regarding satisfaction or dissatisfaction with overall pain control/regimen, how they 

defined and perceived QOL, and what constituted QOL for them personally (Appendix E). Each 

interview was audio recorded and then transcribed via Maestrasuite® an online, free of charge, 

transcriptionist service. Each transcription was then re-read for accuracy. Each patient was again 

assigned a random number in order to de-identify the audio and transcribed data. 

Lastly, provider surveys contained three open-ended, semi-structured questions to assess 

how they perceive their patients QOL and if they routinely evaluate QOL with their patients at 

each office visit (Appendix F). The provider consent and each question was then placed within a 

SurveyMonkey® template and was emailed to NP liaison at the RPCCC pain clinic for 

distribution to all of the pain team providers. Only one provider within the pain clinic completed 

the survey. 

Data Analysis 

Quantitative data was analyzed utilizing IBM SPSS® version 26. The mean domain 

scores, mean differences, and standard deviations were calculated for each of the 10 domains 

within the CPAQ for all 40 participants. The mean of each domain was determined as it accounts 

for all scores and provides the most reliable estimate of central tendency (Polit, 2010). 

Additionally, standard deviations were calculated for each domain which determined how the 

domain scores were different from one another (Polit, 2010).  Mean differences were also 

analyzed utilizing independent t-tests (Polit, 2010). Independent t-tests were used to compare 

group means (Polit, 2010). In order for the t-test to be implemented, several assumptions had to 

first be met (see Table 1). Additionally, frequency tables were also developed to categorize the 

number of participants that fell within each numerical value (0-10) on the CPAQ form. A 
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significance value of p=0.05 was utilized within this study to determine if there were any real 

differences between the CPAQ scores and demographic variables. 

Each of the demographic variables (i.e. age, gender, tumor type, time since cancer 

diagnosis, date of last cancer treatment, origin of pain, and type of pain) for all 40 participants 

were also analyzed using IBM SPSS® version 26 to determine the frequency, valid percent, and 

cumulative percent of each variable. The non-parametric chi-square test was employed to make 

inferences regarding the existence of a relationship between the various demographic variables. 

The chi-square test was implemented as it does not require normal distributions within groups 

nor does it require homogeneity of variances (Polit, 2010). However, there were certain 

assumptions that the chi-square test had to meet prior to being implemented (see Table 1). A 

significance value of p=0.05 was utilized within this study to determine if there were any real 

differences between selected demographic variables. 

An analysis of variance (ANOVA) was then utilized to analyze and sort out differences 

between CPAQ domain scores and demographic variables amongst the participants in the sample 

and determined if there was variability within participant groups (Polit, 2010). An ANOVA is 

utilized when the means of three or more groups are compared in order to draw inferences 

regarding the differences between groups and within groups (Polit, 2010). In this study the one-

way ANOVA was utilized to test the effect of a single independent variable (i.e. age) on the 

dependent variable (CPAQ scores). In order to utilize the one-way ANOVA there were several 

statistical assumptions that had to be met (see Table 1). The non-parametric test known as the 

Kruskal-Wallis test was utilized to analyze the CPAQ domains when compared to the type of 

pain experienced by patients as the assumptions of the one-way ANOVA were not met (See 
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Table 1). A significance value of p=0.05 was utilized within this study to determine if there were 

any real differences between CPAQ scores and demographic variables. 

Qualitative data utilized Braun and Clark’s (2006) six step thematic analyses to extract 

emerging themes from the semi-structured interviews and provider questionnaires. The patient 

interviews were transcribed via Maestrasuite® an online, free of charge, transcriptionist service. 

During Phase 1, the PI became familiar with the data by reading and re-reading the transcriptions 

of the semi-structured interviews to ensure accuracy as well as to begin to look for patterns 

and/or common thoughts amongst participants (Braun & Clark, 2006). Once the transcriptions 

were deemed accurate, the audio recordings were deleted from the recording device. In phase 2, 

the researcher began to code data which helped to represent themes in a meaningful way (Braun 

& Clark, 2006). Phase 3 consisted of organizing codes into overarching themes, while phase 4 

reviewed these themes and combined similar themes while separating opposing themes (Braun & 

Clark, 2006). In phase 5, the themes were defined, given names, and a visual thematic map was 

created (Braun & Clark, 2006). During phase 6, the themes were integrated from the visual map 

into a table where each theme and subtheme was expressed with supporting quotes (Braun & 

Clark, 2006). As there was only one provider that responded to the survey, their responses were 

read and re-read for understanding, and the results are illustrated within the discussion section of 

this report. 

Reliability and validity of qualitative data was ensured by utilizing the following 

strategies. Methodological coherence allowed for congruency between the research questions 

and methodology to ensure that the data collected was what the researcher intended to obtain in 

order to meet analytical goals (Morse, Barrett, Mayan, Olson, & Spiers, 2002). Selection of an 

adequate and appropriate sample size ensured participants were knowledgeable of the topic area 
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of interest and certified that enough participants were selected to attain saturation of the 

phenomenon being studied (Morse et al., 2002). Member checking provided researchers with 

participants’ feedback regarding emerging themes and allowed for their input (Polit & Beck, 

2012). This aided in establishing credibility of the data collected (Polit & Beck, 2012). Lastly, 

investigator triangulation, the use of two or more researchers to code data and develop themes, 

was utilized to reduce single investigator bias (Polit & Beck, 2012). The thematic data analysis 

was guided by a University at Buffalo School of Nursing faculty member who had with expertise 

in qualitative data analysis. 

Protection of Human Rights/Ethical Considerations 

IRB approval was obtained from both the University at Buffalo and RPCCC prior to the 

initiation of this DNP project. To promote participant confidentiality all data for both the 

quantitative and qualitative portions of the study were de-identified via random number 

assignment. Demographic and audio recorded data was kept in a locked filing cabinet within the 

PI’s home and to which only the PI had access to throughout the course of this study. The 

transcribed data was kept on a laptop secured with a password only the PI knew. After 

transcription of audio-recorded data was completed, the audio-recording was deleted from the 

recording device. 

Transcribed data was then deleted from PI’s personal laptop after printing out a hard 

paper copy and submitting to the co-investigator. At the conclusion of this project, only the co-

investigator will have access to CPAQ data collection forms, the demographic data forms, 

printed copies of provider questionnaires, and printed copies of the transcribed data as it will be 

stored in a locked cabinet within her office for three years. Lastly, during a semi-structured 

interview, there was the potential that a patient may become emotionally distraught due to the 



     
 

     

  

 

 

     

       

 

     

   

  

 

  

 

   

  

    

 

 

  

  

 

25 CANCER PATIENT QUALITY OF LIFE 

QOL topics discussed. RPCCC had in-house social workers that were available to participants to 

speak with if needed during their interviews. 

Results 

CPAQ Variables 

Each of the 10 domains within the CPAQ for all 40 participants were analyzed using 

IBM SPSS® version 26 to determine the frequency of each score, to ascertain the mean score in 

each domain, and to calculate the standard deviation for each domain. Results are illustrated in 

Table 2. Based on the results in Table 2, the mean for most domains fell between three and four 

with a standard deviation of approximately three for each of the 10 domains. Frequency tables 

were then developed to categorize the number of participants that fell within each numerical 

value (0-10) on the CPAQ form (see Table 3). A score of zero within each domain indicated that 

pain did not interfere at all, while a score of 10 indicated the worst pain possible. 

Within the family/home responsibilities domain 15.8% of participants rated that pain did 

not interfere with these activities (i.e. household chores, errands, care of family members), while 

18.4% and 15.8% rated the interference of pain as a seven or eight respectively. In the recreation 

domain, 27% of participants rated their pain as an eight, when considering how it affected their 

participation in recreational activities (i.e. hobbies, sports, leisure activities). Social activity (i.e. 

participation with friends and acquaintances) was relatively equally distributed amongst the 

scores of zero, one, two, three, four, five, seven and nine. Within the occupation domain, 24.2% 

of participants rated that pain did not interfere with their job while the remaining 75.8% of 

participants rated pain interfered with their work to varying extents. Sexual behavior was 

relatively evenly split with 45.8% of participants rating that pain did not interfere and 54.2% of 

participants rating that pain did interfere. 
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In the self-care domain, 20.5% of participants rated that pain did not interfere with 

activities of self-care (i.e. getting dressed, showering, driving, etc.), while 25.6% rated their pain 

as a 5/10 for pain interference affecting how well they perform these activities. Within the life 

support activity domain, 25.6% of participants rated that pain did not interfere with life support 

activities (i.e. eating, sleeping, and breathing), while 17.9 % and 12.8% rated their pain as a five 

or seven respectively in regards to its effect on life support activities. 20% of participants rated 

that their pain had no effect on mood while the remaining 80% rated that pain interfered with 

their mood to varying degrees. Similarly, in the relations with other people domain, 28.6% of 

participants rated that their pain did not interfere with their relationships, while the remaining 

71.4% rated that pain did interfere with their relationships. Lastly, 91.2% of participants rated 

that pain affected their sleep. 

Demographic variables 

Each of the demographic variables (i.e. age, gender, tumor type, time since cancer 

diagnosis, date of last cancer treatment, origin of pain, and type of pain) for all 40 participants 

were also analyzed using IBM SPSS® version 26 to determine the frequency, valid percent, and 

cumulative percent of each variable. Results are illustrated in Table 4. Based on the results in 

Table 4, 87.5% of the population was greater than 50 years of age with 52.5% of the sample 

population aged between 62-72 years old. Gender was relatively equally distributed within the 

study population as 52.5% of participants were male and 47.5% were female. In regards to tumor 

type, 22.5% of participants had a tumor type that was classified as that of a liquid tumor (i.e. 

Leukemia, Lymphoma, or Myeloma), while 77.5% had a tumor type that was classified as solid 

(i.e. lung, breast, colon, etc.). A total of seven patients had more than one tumor type and for the 
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purposes of this study only the current tumor type they were seeking treatment for at RPCCC 

was utilized in the analysis process. 

The demographic variable of time since cancer diagnosis illustrated that 62.5% of 

participants had a diagnosis less than 5 years ago, while 37.5% had a diagnosis greater than 5 

years. Date of last cancer treatment was equally distributed with 50% of participants currently 

receiving treatment and the remaining 50% receiving treatment in the past (past refers to a 

completed treatment regimen ranging anywhere from one month ago to 10 years ago). Within the 

origin of pain variable, 62.5% of participants had multiple sites of pain, while 37.5% had single 

pain sites. Lastly, within the type of pain variable, 25% of patients had complaints of neuropathic 

pain, 27.5% reported both neuropathic and nociceptive pain, 15% reported both neuropathic and 

myofascial pain, and 17.5% had all three types of pain. 

Analysis 

Independent t-tests were then utilized using IBM SPSS® version 26 to determine whether 

differences between individual patient scores in each CPAQ domain (i.e. family/home 

responsibilities, recreation, social activity, occupation, sexual behavior, self-care, life-support 

activity, mood, relations with others, and sleep) existed and if they differed amongst the various 

demographic variables. There were no significant results within each CPAQ domain when 

compared to the demographic variables of gender, tumor type, time since cancer diagnosis, date 

of last cancer treatment, and origin of pain. A one-way ANOVA was completed between age and 

each of the variables on the CPAQ form. There was a significant effect noted between life 

support activity and age [F(4,34)= 3.48, p= 0.017]. A non-parametric test known as the Kruskal-

Wallis test was utilized to analyze the CPAQ domains when compared to the type of pain 

experienced by patients. A one-way ANOVA was not utilized as its assumptions were not met. 
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The population was not normally distributed as the majority of the population was greater than 

50 years old. In addition to this, the number of cases within each pain type grouping was less 

than 20. This test found that life support activity [χ2 (5) =11.26, p=0.05], mood [χ2 (5) =11.45, 

p=0.04], and relations with other people [χ2 (5) =12.65, p=0.03] were statistically significant. 

A cross tabulation chart was then completed between the variables of tumor type and 

origin of pain. Patients with leukemia, lymphoma, myeloma, trachea/lung, colon/rectal, and 

breast cancer had a greater tendency to report multiple pain sites when compared to patients with 

skin cancers and sarcomas.  A Chi-square test was performed, but 96.2% of cells had a cell count 

less than five and as a result there was no significance noted. The nonparametric Chi-square test 

was also utilized for the demographic variables of age and gender vs. tumor type. There was no 

significance noted as 100% of the cells had a cell count less than five and therefore were too 

small to properly calculate. Lastly, a cross tabulation chart was created to analyze the 

demographic variables of gender and age vs. type of pain. Neuropathic pain appears to have 

affected men more often than women (7 vs. 3) within this sample and more frequently in the 62-

72 age grouping. The second most common type of pain was a combination of neuropathic and 

nociceptive pain which again most commonly affected those in the 62-72 age range but affected 

males and females almost equally (5 vs. 6). 

Semi-structured patient interviews 

Six patients agreed to participate in patient interviews which utilized seven semi-

structured interview questions as illustrated in Appendix E. Data analysis was conducted using 

Braun and Clark’s (2006) six step thematic analyses method to determine emerging themes. The 

analysis of the transcribed interviews generated one overarching theme, My life changed a lot 

since I had the cancer, and three key themes, It [pain] prevents me from doing the things I 
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normally do, It [pain] got me physically and mentally, and Quality of life is what you make of it. 

The following presents a detailed discussion of the overarching theme, three key themes, and the 

multitude of subthemes that emerged. 

Overarching Theme: My life changed a lot since I had the cancer 

My life changed a lot since I had the cancer was the overarching theme that captured the 

central meaning embedded across the entire dataset and within the three key themes. Patient 3 

expressed, “So, but yeah, it, my life changed a lot since, ah, I had the cancer…” Supporting this 

overarching theme, Patient 6 verbalized, “…this isn’t what I wanted.” Additionally Patient 2 

stated, “…it’s a horrible thing [cancer] to happen…to anybody.” 

Theme 1: It [pain] prevents me from doing the things I normally do 

Patient 1 articulated, “…it [pain] prevents me from doing the things I normally do.” This 

key theme encompassed how pain interferes with activities of daily living and was divided into 

the following subthemes: work, taking care of family, household chores, activities take longer, 

getting out and socializing with friends, and traveling. See Table 5, Themes and Subthemes, for 

subtheme supporting quotes.  

Theme 2: It [pain] got me physically and mentally 

Patient 2 communicated, “It [pain] got me physically and mentally.” This key theme 

incorporated how pain interferes with both physical functioning and the toll it has taken on 

mental health. The subtheme physical affects included decreased mobility, need to pace self, 

limiting activity, need to rest, can’t sit or stand for long, and side effects of medication. The 

subtheme mental and emotional affects was described by patients as not wanting to participate, 

depression, sleepiness, not wanting family to worry, feeling burdensome, feeling regimented, and 

prideful. See Table 5, Themes and Subthemes, for subtheme supporting quotes.  
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Theme 3: Quality of life is what you make of it 

Patient 2 expressed “Quality of life is what you make of it.” This key theme described 

how both pain and cancer have altered participants QOL. The subtheme, learning to live with 

pain (pain is always present), supported this theme and was described by patients as having 

excellent pain clinic providers, having willpower and strength, having no regrets, being 

thankful/grateful to be alive, accepting change, finding purpose again in life, having motivation, 

and having access to weekend medication refills. See Table 5, Themes and Subthemes, for 

subtheme supporting quotes.  

Provider Questionnaires 

Provider Questionnaires consisted of three open-ended questions (Appendix F) that were 

placed within a SurveyMonkey® and were emailed to the RPCCC pain clinic NP for distribution 

to all members of the pain team. Analysis of responses indicated that only one provider 

completed the questionnaire despite the survey being forwarded to other members of the pain 

team. The low response rate may be in part due to the Coronavirus-19 pandemic, as providers 

within the pain clinic may have not been practicing on site as often and as a result may not have 

been checking their email as frequently. 

The provider that completed the survey believed that the pain team providers overall did 

a proficient job when evaluating patients QOL by assessing both functioning in terms of their 

pain as well as  assessing for psychosocial components. This provider also discussed that they 

asked their patients to describe a typical day in their life to not only evaluate how their pain 

regimen is working but to also open up conversation regarding functioning and QOL. Lastly, the 

provider reported that they felt the CPAQ provided a relatively thorough assessment of a 

patients’ functioning which impacts QOL. 
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Discussion 

Pain is a common symptom experienced by those living with cancer and can remain long 

after treatment. Pain can lead to disruptions in QOL and diminish psychological functioning and 

coping (Kurtin & Fuoto, 2019; Neufeld et al., 2017). This DNP project has demonstrated that 

pain does indeed impact QOL (both physically and mentally), and age impacted life support 

activities (i.e. sleeping, eating, breathing). As demonstrated by the aforementioned literature 

review there is minimal evidence to support if patients with chronic cancer pain are satisfied with 

their care. Additionally, there is minimal evidence to support how well clinicians perceive their 

patients perceptions of QOL. 

This DNP project further enhances the literature as it has demonstrated that patients 

within the RPCCC pain clinic are not only satisfied with their care but reported that their 

providers routinely assess their QOL and genuinely understood their perception of QOL. While 

gaps in the literature remain surrounding pain types and their impact on QOL as well the 

potential impact of demographics on sleep and its role within QOL, this study has demonstrated 

that despite various demographics, cancer patients continually suffer  from the physical and 

psychological effects of pain. RPCCC pain clinic and providers continue to serve its patients 

with the most up to date treatments to provide patient satisfaction and improve QOL. 

These project findings are supported by Wilson and Cleary’s revised conceptual model of 

health-related quality of life. The conceptual model of health-related quality of life has 

demonstrated that characteristics of the individual and environment, biological function, 

symptoms, functional status, and general health perception all influence an individual’s QOL. 

This theory provided the framework for this project as it helped to tie in the multitude of 

domains that can affect one’s life and was well supported by questions on the CPAQ form. 



     
 

  

 

 

 

 

    

  

 

  

     

   

 

  

  

 

 

32 CANCER PATIENT QUALITY OF LIFE 

Additionally, each of the seven concepts of the conceptual model of health-related quality of life 

were addressed during patient interviews and provider questionnaires in order to extract both 

patients and providers perceptions of QOL. 

Types of Cancer Pain 

Within the literature review it was found that nearly 40% of pain in patients with cancer 

had a neuropathic component as a result of oncological treatment or tumor burden (Neufeld et 

al., 2017; Pergolizzi et al., 2014). Within this study, neuropathic pain affected men more often 

than women (7 vs. 3) and most commonly affected individuals in the 62-72 age grouping. The 

second most common type of pain was a combination of neuropathic and nociceptive pain which 

again most commonly affected those in the 62-72 age range, but affected males and females 

almost equally (5 vs. 6). The results of this project support the literature, as neuropathic pain and 

mixed pain with a neuropathic component were the most prevalent within the study population. 

Due to the aged population within this study, the Kruskal-Wallis test was utilized to 

analyze each CPAQ domain when compared to the type of pain experienced by patients. It was 

determined that life support activity [χ2 (5) =11.26, p=0.05], mood [χ2 (5) =11.45, p=0.04], and 

relations with other people [χ2 (5) =12.65, p=0.03] were statistically significant when compared 

to type of pain. While it is known that cancer related pain adversely affects patient’s abilities to 

care for oneself, it can also lead to withdrawal from social and familial interactions, as well as 

depression and loneliness, further impairing QOL(Kurtin & Fuoto, 2019; Neufeld et al. 2017).  It 

remains unclear the impact that specific pain types (i.e. neuropathic, nociceptive, myofascial) 

have individually on QOL and further research needs to be conducted in this area as a gap exists 

within the literature. 
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Tumor Type 

In the studies conducted by Decoster et al. (2019) and Rau et al. (2015) tumor type not 

only affected pain but QOL as well. Patients with malignant tumors of the skin reported a higher 

QOL than did individuals with lung, breast, head/neck, and gynecological cancers (Decoster et 

al., 2019; Rau et al., 2015). This effect was not witnessed within this study as there was no 

significance noted between each CPAQ domain and tumor type, indicating that tumor type did 

not play a significant role in QOL. There was also no significance noted between age, gender, 

time since diagnosis, date of last treatment, site of pain, and type of pain when compared to 

tumor type. These effects may be in part due to the small sample size of the study population. 

Physical Interference of Pain 

Pain that is poorly controlled detrimentally affects physical functioning and greatly 

reduces one’s ability to carry out daily activities (Kurtin & Fuoto, 2019; Neufeld et al. 2017; Rau 

et al., 2015). This was evidenced within each domain of the CPAQ form (i.e. family/home 

responsibilities, recreation, social activity, occupation, sexual behavior, self-care, life-support 

activity, mood, relations with others, and sleep) as a vast majority of participants reported the 

interference of pain within each domain of the CPAQ. For example, 75.8% of participants rated 

pain interfered with their occupation and the mean pain score within this domain was 4.73. 

Similarly, within patient interviews, participants discussed how pain altered their ability to 

travel, socialize with friends/family, work, sleep, and care for their family. Patient 2 described 

how pain has rendered him unemployed, “…[pain]stopped me completely from working. Uh, 

rendered me unemployed.” Patient 3 explained how pain has interfered with caring for her 

family, “…I was not able anymore to work outside the house, take care of the family, to carry, 

you know, doing everything I, like I used to…” 
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While participants reported that pain interfered with their daily lives they expanded on 

how they have learned to remain active despite the presence of pain to maintain their QOL. 

Patient 5 stated, “… I know not to do anything extra that could cause more pain, so that when he 

[grandson] comes Saturday we’re able to … maybe go bowling, which that will cause a lot of 

pain after...” Patient 3 verbalized the need to pace herself to complete chores around the house, 

“…even when the things around the, the, house, cleaning, cooking, I do have to pace myself. I 

cannot do too much all at once.” This finding supports the literature as remaining active and 

regularly participating in an exercise and/or physical therapy program have led to enhanced 

physical functioning and improved QOL (Kurtin & Fuoto, 2019; Paice et al., 2016). 

Lastly, while all participants discussed how pain interfered with their sleep it was not 

significant when compared with the various demographic variables. In the study by Wu and 

Harden (2015) sleep disturbances was one of the top five concerns expressed by cancer 

survivors. Perhaps a future study with a larger sample size could provide more insight into the 

significance of sleep on age, time since cancer diagnosis, and type of pain. 

Psychological Interference of Pain 

Psychological functioning and coping are influenced by the presence of symptoms (i.e. 

depression, pain, fatigue, and loneliness) as well as a diagnosis of cancer and are significant 

contributors to a patient’s QOL (Brant et al., 2016; Huang et al., 2017; Kent et al., 2015; Stanton 

et al., 2015). Pain and its effects on mood have been studied and have shown that poor 

management of pain leads to increased psychological distress and a deteriorated QOL (Kurtin & 

Fuoto, 2019; Neufeld et al., 2017). Within this DNP project 80% of participants rated that pain 

interfered with their mood to varying degrees. Similarly, in the relations with other people 
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domain, 71.4% of participants rated that pain interfered with their relationships. These effects 

were paralleled within patient interviews. 

Participants described how at times they felt depressed, like a burden to others, felt their 

life was dictated by their pain regimen limiting their ability to socialize, and at times did not feel 

like participating in activities at all. Patient 4 discussed how the presence of pain can become 

depressing: 

You know, it can get depressing sometimes, so you have to be careful with that you 

know? You don’t want to start feeling sorry for yourself, you start doing that 

then…that… it’s easy to get depression and depression sets in, but it can happen, you 

know? 

Patient 4 also expressed that at times he felt regimented by his pain medication routine: 

…you’re so regimented with your pain and with your pills. It [medication] does, I mean, 

you know, if you’re out you gotta “whoa what time is it?” I gotta take my pills. Ya know 

what I mean? I gotta take my meds ya know what I’m sayin’. So, yeah it can dictate your 

life a little bit, you know. 

While participants reported that pain impacted their psychological health they elaborated 

on how they have overcome these negative thoughts and re-evaluated their thoughts and feelings 

to re-establish their purpose in life and accept the changes pain has brought about  to maintain 

QOL. Patient 6 stated, “…it was just I had to reboot and find who I was, so my purpose now is 

my grandkids, children, my little bitty home, and, and doing as much as I can for others, you 

know.” Patient 5 reported, “…I’m better, I’ve learned to accept this is what it’s gonna be like for 

a while.” Patient 2 discussed how willpower and strength have aided him in obtaining a good 

QOL, “Ya know, you have to have the, the, strength and the willpower to do it, without any of 
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that you can’t have a good quality of life.” This finding supports the literature as a lack of 

depressive symptoms was correlated with improved QOL which was similar to that of an 

individual without cancer (Huang et al., 2017; Kent et al., 2015). 

Age 

In the study by Wu and Harden (2015) they found that breast cancer survivors aged 

greater than 75 when compared to age matched controls had better physical and mental function, 

those 65-74 had higher mental function but decreased physical function, and younger survivors 

aged 45-64 reported the worst mental function (Wu & Harden, 2015). Given the older age of the 

study population, it was not surprising that there was a significant affect noted between life 

support activity and age [F(4,34)= 3.48, p= 0.017]. This supports the literature that while pain 

affects life support activities (i.e. eating, sleeping, breathing), mental health (i.e. mood, relations 

with others) is preserved and was not affected by age. This in part may be due to the fact that 

older patients naturally experience a functional decline and have less work-related and social 

demands when compared to their younger counterparts (Decoster et al., 2019; van Leeuwen et 

al., 2018; Wu & Harden, 2015). In regards to patient interviews, participants did not specifically 

discuss that age exacerbated their life support activity.  

Patient Satisfaction 

There is minimal literature that studies the relationship between cancer-related pain and 

patient satisfaction. In the study conducted by Rau et al. (2015) it was found that more than 80% 

of patients were satisfied with their level of pain control. The results obtained from this DNP 

project further enhance the literature as all six patients interviewed expressed their satisfaction 

with both their pain regimens and the providers within the clinic. Patient 1 stated, “I have a very 

good pain team.” This response was echoed by patient 4 “Uh, they’re very good doctors here, the 
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pain management teams’ unbelievable.” Patient 3 discussed her satisfaction with her regimen, 

“But uh yes, I’m very satisfied with all the regimen, with the medication, pain pump, oral 

medication. I’m really, really, happy with that.” This sentiment was also reflected by patient 6, “I 

feel absolutely they have gone above and beyond, beyond.” This study further contributes to the 

literature as it focuses on chronic cancer patients and their satisfaction with their treatment and 

providers, while previous studies have mainly focused on medical or surgical patient populations 

(Neufeld et al., 2017). 

Clinician Perceptions of QOL 

The three studies within the literature review that focused on clinicians’ perceptions of 

patients QOL provided mixed results. It was found that at times providers either over or under 

estimated the symptoms that patients were experiencing leading to incongruences between 

providers and patients perceptions of QOL (James et al., 2018; Janse et al., 2004). The literature 

also suggested that patients seeking treatment within a pain clinic tended to report worse pain 

relief, decreased satisfaction, and decreased QOL (Riquelme et al., 2018). The results of the one 

provider that completed the survey indicated that clinicians with the RPCCC pain clinic are well 

versed in the effects that pain has on a patients QOL. The provider reported, “We know that pain 

impacts a patient's overall quality of life. Improved functioning generally improves a patient's 

overall quality of life and well-being, from my observation in clinic.” 

The provider also discussed how he/she assessed their patients QOL at each visit by 

asking patients what a typical day in their life was like, if they thought their pain medication was 

meeting their needs, and by assessing for psychosocial concerns. Unlike the results of the 

literature review, patients within the RPCCC pain clinic reported that their providers not only 

asked them about their QOL, but also believed that their providers understood their QOL. Patient 
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1 verbalized, “Sure they do. They’re concerned and they give me, umm, support and referrals to 

whatever my needs are…” Similarly patient 3 stated, “…I believe so that they, they do, you 

know think about it [QOL] and wanna they, they know that our quality of life its good, improves 

over time.” Lastly, both providers and patients believed that the CPAQ form did provide a 

relatively thorough assessment of capturing one’s QOL. Patient 2 reported, “… and that’s part of 

quality of life, those… answering those questions.” The provider did recommend potentially 

adding an overall QOL category on the CPAQ questionnaire given that an open-ended question 

would only contribute to lengthening the form. 

DNP Essentials 

This DNP project corresponded with the DNP essentials I and VII as described by the 

American Association of Colleges of Nursing (AACN, 2006). Essential I, Scientific 

Underpinnings for Practice, discussed the importance of incorporating evidence-based 

interventions which guide nursing practice (AACN, 2006). This DNP project has satisfied 

Essential I as it has integrated both nursing science and theory to describe how cancer patients 

suffering from chronic pain self-report QOL and discussed the impact of pain on their physical 

and psychological health. Essential VII, Clinical Prevention and Population Health for 

Improving the Nation’s Health, described the importance of health promotion and risk reduction 

in various socioeconomic, cultural, environmental, and/or health groups (AACN, 2006). This 

DNP project has fulfilled Essential VII as it synthesized common themes amongst chronic cancer 

pain patients regarding their QOL to further assist healthcare providers in their evaluation of 

patients’ pain and QOL. 
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APN Role 

As patients with cancer are living longer, cancer is now managed as a chronic disease and 

not just an acute illness (Kurtin & Fuoto, 2019). As a result, the Advanced Practice Nurse (APN) 

is well-suited to care for chronic cancer pain patients within the primary care setting. The 

primary care setting is not only a cost-effective means for providing chronic cancer pain 

management, but also serves to deliver consistent care to patients (Mills, Torrance, & Smith, 

2016). A lack of pain management providers and clinics has left patients with inconsistent care 

as demand exceeds supply (Mills et al., 2016). 

Additionally, as the field of healthcare changes, patients with chronic cancer pain whose 

disease is in remission may no longer have health insurance that covers routine management by 

an oncology pain clinic. Patients may then be referred back to primary care where the APN will 

be responsible for maximizing treatment outcomes, minimizing adverse effects, and monitoring 

changes in pain and QOL over time (Kurtin & Fuoto, 2019). This DNP project contributed to the 

APN role by analyzing demographic and QOL measures amongst various cancer patients, 

allowed the APN to gain a further understanding of the patient’s perception of QOL via open-

ended interviews, and provided insight into the RPCCC pain providers’ perceptions and 

assessments of their patients QOL. 

Conclusion 

It is well known and discussed in the literature that pain is a prevalent symptom 

experienced by cancer survivors (Hamieh et al., 2018; Van den Beuken-van Everdingen et al., 

2016). Pain can have devastating effects on one’s mental and physical functioning and can alter 

one’s QOL (Kurtin & Fuoto, 2019; Neufeld et al., 2017). This DNP project has demonstrated 

that pain does indeed impact QOL (both physically and mentally), and age impacted life support 
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activities (i.e. sleeping, eating, breathing). Within this project both patients and providers 

reported that pain affected both physical and psychological functioning which contributed to 

their QOL. Patients discussed how their cancer diagnosis has impacted their lives by interfering 

with their daily activities to causing emotional distress. Participants then continued on to 

describe how over time they have learned to cope with these negative feelings and have adapted 

to live with pain in order to maintain a good QOL. Patients reported that the CPAQ form 

provided a relatively thorough assessment of their QOL. 

Providers discussed how they routinely utilized the CPAQ form in addition to open-

ended discussions with patients at their visits to evaluate how well or poorly their pain regimen 

was meeting their needs as well as to evaluate physical and psychological functioning. This 

project also brought to light that patients within the RPCCC pain clinic were not only satisfied 

with their care but reported that their providers routinely assessed their QOL and genuinely 

understood their perception of QOL. While gaps in the literature continue to remain surrounding 

different types of pain and their impact on QOL, as well the potential impact of demographics 

(i.e. age, gender, tumor type, etc.) on sleep and its role within QOL, this study has demonstrated 

that despite various demographics, cancer patients suffer  from the physical and psychological 

effects of pain all too often. 

Contributions to Clinical Practice 

The project findings have validated that patients within the pain clinic are not only 

satisfied with their pain regimen and providers but are thankful for their assistance in 

establishing a regimen that provided  improved activity levels and maintenance of QOL. This 

study has identified how patients with chronic cancer pain defined QOL, discussed what 

constituted QOL for each one of them individually, described how they perceived pain 
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management’s role within their QOL, and identified how well participants felt that their provider 

understood their QOL. It recognized the providers within the RPCCC pain clinic did an 

exceptional job of not only assessing their patients QOL but truly comprehending their patients 

QOL. Lastly, this study encourages the continued use of the CPAQ form in addition to patient 

self-report to assess for physical and psychological functioning. 

The initial plan for presentation of findings was to present research results in person to 

members of the pain team, but due to the Coronavirus-19 pandemic this was no longer feasible. 

The results of this study were sent via PowerPoint® presentation to the NP liaison within the 

RPCCC pain clinic for distribution to all members of the pain team. After reviewing the results 

of the study the providers should be pleased to learn that they are making a difference in their 

patients’ lives by helping to manage their pain and maintain QOL and should therefore continue 

their current form of patient evaluation. Consideration should be given to adding an overall QOL 

question within the CPAQ form, but is not deemed necessary as providers have been assessing 

this verbally with patients during their follow-up exam. 

Strengths & Limitations 

One of the strengths of this study was the utilization of a mixed-method design which 

employs both quantitative and qualitative data for data collection and analysis. The use of a 

mixed-methods design allowed for examination of both the qualitative and quantitative data 

independently and then together giving rise to more robust results than either dataset alone.  

Another strength that was evident within this study was the application of open-ended semi-

structured patient interviews. These interviews aided the researcher in gaining valuable firsthand 

accounts into patients’ experiences with pain and its effects on their QOL. Additionally, the 

utilization of open-ended semi-structured provider questionnaires allowed the principal 
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investigator to gain insight into providers’ perceptions of and their approach to assessing QOL 

with their patients. 

As with any research there are always bound to be limitations that accompany its 

strengths. Within this study, one limitation was that of the sample size. In the quantitative portion 

of the study 40 patient charts were reviewed while in the qualitative portion of the study only six 

patients consented to be interviewed and only one provider returned completed the provider 

questionnaire. Due to the small sample size, potentially significant results between the CPAQ 

domains and demographic variables may not have been witnessed when compared to a larger 

sample population. Additionally, due to the Coronavirus-19 pandemic there were a lesser number 

of patients that were able to be recruited as students were no longer to continue their clinical 

rotations or research studies within the hospital setting. The lack of provider responses to the 

provider questionnaire may also be attributed to the Coronavirus-19 pandemic, as providers 

within the pain clinic may have not been practicing on site as often and as a result may not have 

been checking their email as frequently.  

Another limitation of this study was that of participant time constraints. While a 

multitude of patients were asked if they were interested in learning about the research study most 

of them declined this opportunity. This may be attributed to the fact that patients’ visits to 

RPCCC are filled with visits to multiple specialists, obtaining lab work, imaging tests, and 

treatments, leaving them exhausted and not interested in staying longer than they need to within 

the hospital. Lastly, due to the specific patient population studied, cancer patients suffering from 

chronic pain, the results of this study may not be generalizable to the general population nor 

other oncology hospital sites. 
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Future Implications & Recommendations 

As cancer survivorship continues to be on the rise, management of chronic pain within 

this population may transition to primary care, making it essential for all providers to understand 

the impact chronic cancer pain may have on a patient’s QOL (Kurtin & Fuoto, 2019). This DNP 

project demonstrated that both patients and providers agree that pain affects multiple facets of 

QOL and does indeed change over the course of their diagnosis. Patients reported their 

satisfaction with the evaluation of the QOL by their pain providers and were overall extremely 

satisfied and grateful for the providers within the pain clinic who have helped them attain a 

functional lifestyle. Providers also felt that the CPAQ form questions accurately depicted 

patients QOL in addition to discussions of QOL with patients.  This DNP project helps to 

validate the importance of discussing QOL with patients as well as the necessity of continual 

assessment of pain and its impact of QOL. This project could be effective in other settings as 

well, including various oncology clinics as well as within the primary care setting to assess QOL 

throughout survivorship. 

Recommendations for future studies would include utilizing a larger sample size as well 

as potentially focusing on a particular cancer diagnosis or pain type as these variables contained 

numerous categories making it difficult to perform parametric data analysis. Additionally, it 

would be beneficial to further study the CPAQ domain of life support activity within a larger 

population size as well to evaluate if there would be significance between other demographic 

variables. Future research is suggested regarding the CPAQ domain of sleep, as all patients 

expressed in their interviews how pain has affected their sleep which at times caused emotional 

distress and decreased QOL. While sleep was not found to be significant within this study 

population, on a larger scale it may prove to be. Lastly, recruitment of patients was difficult due 
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to time constraints and the Coronavirus-19 pandemic. Patients at RPCCC typically have a full 

day of appointments and treatments and as a result may not be interested in spending additional 

time participating within a research study. Study incentives such as a gift card or informational 

fliers may aide in increased recruitment of participants in the future. 
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Figure 1 

Revised Wilson and Cleary Model for Health-Related Quality of Life 

Note. Adapted from “Conceptual Model of Health-Related Quality of Life,” by C.E. Ferrans, J.J. 

Zerwic, J.E. Wilbur, and J.L. Larson, 2005, Journal of Nursing Scholarship, 37(4), p.338. 

Copyright by Journal of the American Medical Association. Used with permission. 
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Table 1 

Statistical Tests and Their Assumptions 

Statistical Test 

Independent t-test 

An analysis of 

variance (ANOVA) 

Chi-square test 

Assumptions 

 The sample is assumed to be 

randomly sampled (Polit, 2010). 

 The sample and population 

should be normally distributed 

(Polit, 2010). 

 Each group should have 

approximately the same number 

of data points. 

 All data should be independent, 

it is not influenced by one 

another (Polit, 2010). 

 The sample is assumed to be 

randomly sampled (Polit, 2010). 

 The sample and population 

should be normally distributed 

(Polit, 2010). 

 Populations are assumed to have 

equal variances, which allow for 

variability from each group to be 

pooled into a single population 

variance (Polit, 2010). 

 Assumes that observations are 

both randomly and 

independently obtained from the 

population of interest (Polit, 

2010). 

 The expected frequency in each 

cell must be greater than zero. 

 80% of frequency values in each 

cell should contain a count of 

five or greater (Polit, 2010). 

 Does not require normal 

distributions within the group. 

 Does not require homogeneity of 

variances (Polit, 2010). 

Violation of Assumptions 

 The non-parametric, 

Mann-Whitney U test 

can be utilized when 

the data does not meet 

all assumptions for a t-

test, such as non-

normal distributions 

and small sample sizes 

(Polit, 2010) 

 The non-parametric test 

known as the Kruskal-

Wallis test can be 

utilized when the data 

does not meet all 

assumptions for 

ANOVA, such as non-

normal distributions, 

variances which violate 

the assumption of 

homogeneity, and small 

sample size (Polit, 

2010). 

 If the assumptions are 

violated, such as low 

cell counts or empty 

cells its recommended 

to combine or eliminate 

certain categories 

(Polit, 2010). 

 Alternatively further 

data collection is 

recommended in order 

to increase the 

frequency in each cell 

(Polit, 2010). 
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Table 2 

Means and Standard Deviations of CPAQ Scores 

CPAQ Means & Standard Deviations 

Life 

Family/Home Social Sexual Self- Support Relations with 

Responsibilities Recreation Activity Occupation behavior care Activity Mood other people Sleep 

N Valid 38 37 38 33 24 39 39 35 35 34 

Missing 2 3 2 7 16 1 1 5 5 6 

Mean 4.95 5.11 4.55 4.73 2.83 3.79 3.56 3.74 3.14 4.44 

Median 6 6 4 5 1 4 3 3 2 4 

Mode 7 8 8 0 0 5 0 0 0 2 

Std. 3.093 3.187 2.947 3.556 3.667 2.783 3.016 3.100 2.942 2.852 

Deviation 

Minimum 0 0 0 0 0 0 0 0 0 0 

Maximum 10 10 9 10 10 10 10 9 9 10 
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Table 3 

Frequencies of each CPAQ domain 

Family/Home Responsibilities 

Valid Cumulative 

Frequency Percent Percent Percent 

Valid None at all 6 15.0 15.8 15.8 

1 2 5.0 5.3 21.1 

2 2 5.0 5.3 26.3 

3 2 5.0 5.3 31.6 

4 3 7.5 7.9 39.5 

5 3 7.5 7.9 47.4 

6 4 10.0 10.5 57.9 

7 7 17.5 18.4 76.3 

8 6 15.0 15.8 92.1 

9 2 5.0 5.3 97.4 

Worst pain possible 1 2.5 2.6 100.0 

Total 38 95.0 100.0 

Missing System 2 5.0 

Total 40 100.0 



     
 

 

 

Recreation 

Currdative 
Frequency Pen:enl Valid Percent Pen:enl 

Valid None at all 5 12.5 13.5 13.5 - 2.5 2 .7 162 

2 -4 10.0 10.8 27.0 

3 3 7.5 8.1 35.1 

4 3 7.5 8.1 43.2 

5 2 5.0 5.4 48.6 

6 2 5.0 5.4 54.1 

7 -4 10.0 10.8 64.9 

8 10 25.0 27.0 91.9 

g 2.5 2-7 94.6 

Worst pain possible 2 5.0 5.4 100.0 

Tolal 37 Q2.5 100..0 

Missng SY5lem 3 7.5 

Total 40 100.0 

Social Activity 

Ctndafive 
Fn!quency Peroent Vaid Pernl!flt Percent 

Valid None at all 4 10.0 10.5 10.5 

3 7.5 7.9 18.-4 

2 4 10.0 10.5 28.9 

3 4 10.0 10.5 39.5 

4 5 12.5 13-2 52.6 

5 4 10.0 10.5 63.2 

6 1 2.5 2.6 65.B -7 3 7.5 7.9 73.7 

8 7 17..5 18.4 Q2.1 

g 3 7.5 7.9 100.0 

Toul 38 95.0 100.0 

t.rrssng SY5lem 2 5.0 

Total 40 100.0 
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Occupation 

Cunuative 
Frequency Pen:enl VaTld Percent Pen:enl 

V;iJid None at al B 20.cO 24.2 24.2 

1 2 5.0 6.1 30.3 

2 2.5 3.0 33.3 

3 2 5.0 6.1 39.4 

4 1 2.5 3.0 42.4 

5 3 7.5 Q.1 51.5 

6 2 5.0 6.1 57.6 

7 3 7.5 Q.1 66.7 

8 6 15,0 18.2 84.8 

Q 4 urn 12.-1 07.0 

Worst pain possible 2 .5 3.0 uno 
Tola1 33 82.5 1111.0 

Missing System 1 17.5 

Total 40 100.D 

Sexual behavior 

Cunuative 
Frequency Pen:enl Valid Percent Pen:enl 

V;iJid NoneataD 11 27.5 45.8 45.8 

2 5 .0 B.3 54.2 

2 3 7 .5 12.5 66.7 

5 3 7 .5 12.5 79.2 

7 2.5 42 83.3 

8 2.5 42 87.5 

Worst pain possible 3 7.5 12.5 1111.:0 

Total 24 60.:0 1111.0 

Uissng System 16 40.cO 

Total 40 100.D 
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Self-care 

Cunuative 
Frequency Pen:enl VaTld Percent Pen:enl 

V;iJid None at al B 20.cO 20.5 20.5 

1 3 7.5 7 .7 28.2 

2 3 7.5 7 .7 35.9 

3 2 5.0 5.1 41.0 

4 4 10c0 10.3 51.3 

5 10 25,0 25.6 76.9 

6 2.5 2..6 7g_5 

7 5 12.5 12..8 112.3 

8 2 5.0 5.1 ll7.4 

Wam pan possible 2.5 2.6 100c0 

Tolal 39 97.5 100..0 

MisSflg System 1 2.5 

Total 40 100.0 

Ufe Support Activity 

Cunuative 
Frequency Peroenl VaTld Percent Pen:enl 

V;iJid None at all 10 25,0 25.6 25.6 

3 7.5 7.7 33.3 

2 5 12.5 12.8 46.2 

3 2 5 .0 5.1 51.3 

4 2.5 2.6 53.8 

5 7 17.5 17.9 71.8 

6 2 5.0 5.1 76.9 

7 5 12.5 12.8 89.7 

8 3 7.5 7.7 ll7.4 

Worst pail possible 2.5 2.6 100c0 

To&al 39 97a5 100..0 

MisSflg System 2.5 

Toliil 40 100.0 
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Mood 

Qnv.jflafive 

~ Pernent Vaid P.en:ent Pernent 

Valid NooeataD 7 17.5 20,0 29.0 

1 4 1D.O 11.4 31.4 

2 4 1D.O 11.4 42.Q -3 5 12.5 14sJ 57.1 

4 2.5 2.9 60.0 

5 1 2.5 2.9 62.Q 

6 5 12.5 14.3 n.1 

7 2.5 2.9 80.0 

8 5 12.5 14.3 94.3 

9 2 5.0 5.7 100.0 

Tolal 35 !17.5 100.0 

M~ Sys1Em 5 12.5 

Total 40 100.0 

Relations with other people 

Qnv.Jl\alive 

~ Pernent Vaid P.en:ent Pernent 

Valid None at an 10 25.0 28.:6 28.6 

4 1D.O 11.4 40.0 

2 5 12.5 14sJ 54.3 

3 2.5 2.D 57.1 

4 2 5.0 5.7 62.ll 

5 3 7.5 8.6 71.4 

6 4 11D.O 11.4 82.Q 

7 3 7.5 8.6 91.4 

8 2 5,0 5 .7 97.1 

9 2.5 2.9 100.0 -Tolal 35 !17.5 100.0 

M~ Sys1Em 5 12.5 

Total 40 100.D 
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Table 3 Con’t 

Sleep 

Valid Cumulative 

Frequency Percent Percent Percent 

3 7.5 8.8 8.8 

2 9 22.5 26.5 35.3 

3 3 7.5 8.8 44.1 

4 4 10.0 11.8 55.9 

5 3 7.5 8.8 64.7 

6 2 5.0 5.9 70.6 

7 3 7.5 8.8 79.4 

8 4 10.0 11.8 91.2 

9 2 5.0 5.9 97.1 

Worst pain Possible 1 2.5 2.9 100.0 

Total 34 85.0 100.0 

Missing System 6 15.0 

Total 40 100.0 

Valid None at all 
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Table 4 

Frequencies of Demographic Variables 

Valid 29-39 

40-50 

51-61 

62-72 

73-83 

Total 

Age 

Frequency 

1 

4 

9 

21 

5 

40 

Percent 

2.5 

10.0 

22.5 

52.5 

12.5 

100.0 

Valid 

Percent 

2.5 

10.0 

22.5 

52.5 

12.5 

100.0 

Cumulative 

Percent 

2.5 

12.5 

35.0 

87.5 

100.0 

female 

Total 

Gender 

Frequency 

21 

19 

40 

Percent 

52.5 

47.5 

100.0 

Valid 

Percent 

52.5 

47.5 

100.0 

Cumulative 

Percent 

52.5 

100.0 

Valid male 
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Table 4 Con’t 

Valid Naso/oropharynx, tongue, 

larynx, esophageal 

Thyroid 

Neck 

Trachea/Lung 

Colon/Rectal 

Renal 

Prostate 

Bladder 

Testicular/Penile/Scrotal 

Breast 

Skin 

Sarcoma 

Leukemia/Lymphoma/Myeloma 

Tumor Type 1 

Frequency 

6 

1 

1 

7 

4 

1 

1 

1 

1 

5 

1 

2 

9 

Percent 

15.0 

2.5 

2.5 

17.5 

10.0 

2.5 

2.5 

2.5 

2.5 

12.5 

2.5 

5.0 

22.5 

Valid 

Percent 

15.0 

2.5 

2.5 

17.5 

10.0 

2.5 

2.5 

2.5 

2.5 

12.5 

2.5 

5.0 

22.5 

Cumulative 

Percent 

15.0 

17.5 

20.0 

37.5 

47.5 

50.0 

52.5 

55.0 

57.5 

70.0 

72.5 

77.5 

100.0 

Total 40 100.0 100.0 
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Table 4 Con’t 

Time Since  Cancer Diagnosis for Tumor Type 1 

Valid Cumulative 

Frequency Percent Percent Percent 

Valid 0 to <5 years 25 62.5 62.5 62.5 

5 to <10 years 10 25.0 25.0 87.5 

10 to <15 years 2 5.0 5.0 92.5 

15 to <20 years 2 5.0 5.0 97.5 

25 to <30 years 1 2.5 2.5 100.0 

Total 40 100.0 100.0 

Date of Last Cancer Treatment 

Valid Cumulative 

Frequency Percent Percent Percent 

Valid Current 20 50.0 50.0 50.0 

0 to < 6 months 1 2.5 2.5 52.5 

6 months to < 1 year 4 10.0 10.0 62.5 

1 year to < 5 years 9 22.5 22.5 85.0 

5 years to < 10 years 5 12.5 12.5 97.5 

> 10 years 1 2.5 2.5 100.0 

Total 40 100.0 100.0 
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Table 4 Con’t 

Origin of Pain 

Valid Cumulative 

Frequency Percent Percent Percent 

1 2.5 6.7 6.7 

Neck 2 5.0 13.3 20.0 

Upper extremity ( 1 2.5 6.7 26.7 

Shoulder/axilla/arm/elbow/forearm/wrist/hand/fingers) 

Lower extremity (Hip/thigh/knee/leg/ankle/foot/toes 2 5.0 13.3 40.0 

Lower back (lumbar) 2 5.0 13.3 53.3 

Clavicle/chest/anterior ribs 1 2.5 6.7 60.0 

Flank/abdomen 1 2.5 6.7 66.7 

Pelvis/groin/gential/sacral/gluteal/rectal 3 7.5 20.0 86.7 

CIPN 2 5.0 13.3 100.0 

Total 15 37.5 100.0 

Missing System 25 62.5 

Total 40 100.0 
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Table 4 Con’t 

Type of pain 

Valid Cumulative 

Frequency Percent Percent Percent 

Valid Neuropathic 10 25.0 25.0 25.0 

Nociceptive 4 10.0 10.0 35.0 

Neuropathic, 7 17.5 17.5 52.5 

nociceptive, & 

myofascial 

Neuropathic & 11 27.5 27.5 80.0 

nociceptive 

Neuropathic & 6 15.0 15.0 95.0 

myofascial 

Nociceptive & 2 5.0 5.0 100.0 

myofascial 

Total 40 100.0 100.0 
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Table 5 

Themes and Subthemes 

Theme Subthemes and Supporting Quotes 

Overarching Theme: 

“…my life changed a lot since I 
had cancer…” (P #3). 

Theme 1:   Pain Interferes with Daily Life Activities 
“…it [pain] prevents me from 

doing the things I normally do.” o Working: “…[pain]stopped me completely from working. Uh, rendered me 
(P #1) unemployed.” (P#2) 

o Taking Care of Family: “…I was not able anymore to work outside the house, take care 
of the family, to carry, you know, doing everything I, like I used to…” (P #3) 

o Household Chores: “…not being able to, you know, do simple household chores, um or 

outside chores, you know…like raking leaves, don’t ask [laughing]. I think it’s the 
motion that causes the pain in the chest and stuff in the ribs.” (P #5) 

o Activities take Longer: “…but it takes me all day, all week, to do what I used to do in a 
day, I, it takes me a week [laughs].” (P #6). 

o Getting out and Socializing with friends: “…I got out often, ya know, um…uh, you 

know, uh visiting people, uh, you know, going out to the local pub to watch a sporting 

event, you know. Uhh, the moose club, they always had things going on, picnics, and you 

know, things like that.” Patient continues on to say: So, um, that doesn’t happen no more, 

at all. Very rarely, you know.” (P #4) 
o Traveling: “So I wouldn’t travel, I would not, no.” Patient continues on to say: “But I 

wanna, my, my ache is, ah, I wanna go home. I don’t want to be, I don’t want to be out, I 
don’t want to be there and you know do this. Patient later states: “…it’s a nightmare just 
to pack up and go.” (P #6) 
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Table 5 Con’t 

Theme 2:  Physical Affects 
“It [pain] got me physically and 

mentally.” (P #2) o Mobility: “…I can walk a little bit but then I start hurting so you know I really cramp 

their style so...” Participate continues on to say: “… I used to like to go swimming with 

them [grandchildren]. I still go in the pool but, I, you know, I can’t do what I used to 

do.” (P #1) 
o Need to Pace Self: “… I can only do so much during the day.” Participate continues on 

to say: “…even when the things around the, the, house, cleaning, cooking, I do have to 

pace myself. I cannot do too much all at once.” (P#3) 
o Limiting Activity: “… I know not to do anything extra that could cause more pain, so 

that when he [grandson] comes Saturday we’re able to … maybe go bowling, which that 

will cause a lot of pain after...” (P#5) 
o Need to Rest: so it’ll interrupt me from doing what I’m doing, to I have to go lay down 

and, and ice it or heat, or whatever I can figure out to do, anything…” (P #6) 
o Can’t Sit or Stand for Long: “… when I’m sitting down and then the pain comes I 

have to stand up. I can’t sit long. I can’t stand long.” (P #4) 
o Side Effects of Medications: “I was like dead, I was dizzy, I was sleepy, and I was not 

even able to take care of my kids. So it really scared me. I didn’t want to live like that.” 
(P #3) 
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Table 5 Con’t 

Theme 2 Con’t  Mental and Emotional Affects 

o Don’t Feel Like Participating: “…and I just sometimes, I just don’t feel like doing 
anything you know?” (P#1) 

o Depression: “You know, it can get depressing sometimes, so you have to be careful 

with that you know? You don’t want to start feeling sorry for yourself, you start doing 

that then…that… it’s easy to get depression and depression sets in, but it can happen, 

you know? (P #4) 

o Sleepiness: “In the summer I’m definitely setting an alarm to be up by 8 because if I 
don’t, I may sleep to 10 an 11 and to me that’s wasted, because it’s sunny and it’s not 

nice enough here that often [laughing].” (P #5) 
o Don’t want Family to Worry: “I will say, you know, I did used…alright, say I had a 

bad infection, because I didn’t want to worry them [family] so much.” (P #3) 
o Feeling Burdensome: “…I was a burden, a, a large burden as I was very sick up 

until…” Patient continues on later to say that “…you don’t want to put this on 
anybody.” (P #6) 

o Regimented: “…you’re so regimented with your pain and with your pills. It 

[medication] does, I mean, you know, if you’re out you gotta “whoa what time is it?” I 
gotta take my pills. Ya know what I mean? I gotta take my meds ya know what I’m 

sayin’. So, yeah it can dictate your life a little bit, you know.” (P #4) 
o Pride: “I will fake it till I make it, and if I don’t make it, I’m faking it till I, till I’m not 

[laughs].” I can’t die that way, I can’t be that girl melded into the couch, into nothing. I 
can’t, I won’t, and I have too much inside pride I think.” (P #6) 
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Table 5 Con’t 

Theme 3:  Learning to Live with Pain: Pain is always Present 
Quality of life is what you make 

it.” (P #2) o Excellent pain Clinic Providers: “Uh, they’re very good doctors here, the pain 

management teams’ unbelievable.”  Patient later states: “I feel like that, you know, 

when I come in here they treat me like I’m the only patient and they don’t have anybody 
you know what I mean?” (P #4) 

o Having Willpower and Strength: “Ya know, you have to have the, the, strength and 

the willpower to do it, without any of that you can’t have a good quality of life.” (P #2) 
o No Regrets: “…don’t ever regret, you know, and sometimes don’t think too much.” 

Patient continues on to say: “…be happy with yourself, you know, not to, not to look at 

things that you cannot do anymore, but just to be, be happy with yourself.” (P #3) 
o Being Thankful & Grateful to be Alive: “… I’m still here so I’m grateful that I’m still 

here and every day that I can wake up and [see] the sun I am very grateful.” (P #1) 
o Accepting Change: “…I’m better, I’ve learned to accept this is what it’s gonna be like 

for a while.” (P #5) 
o Finding Purpose aging in Life: “…it was just I had to reboot and find who I was, so 

my purpose now is my grandkids, children, my little bitty home, and, and doing as much 

as I can for others, you know.” (P #6) 
o Having Motivation: “…I have to be self-motivated, um, and not every day is bad.” (P 

#6) 

o Weekend Medication Access: “Yeah and I try not to, it’s very difficult, but you know, 

sometimes you, you run out [of medication]. So I got to wait until Monday to get that 

answer…” “…but during the week Monday through Friday if I need help with 

something from the pain clinic or whomever there, within 24 hours they get back to 

me.” (P #2) 
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Compliance I Clinical md Tnmslatiaaal Resean:h Ceml!r Room sots 
875 Ellicott St I Baffillo, NY 14201 

UB Fedenlwi&! Assunmc.e ID#: FWA00008824 

APPROYAL OF SUBMISSION 

October 26, 2019 

Dear Kaitlyn Klotzbach: 

On 1Dn6/2019, the IRB reviewed the following submission: 

Tvne of Review: Initial Study 
Title of Study: ENHANCING CLINICIAN INTREPRETA TION OF 

PATIENTS QUALTIY OF LIFE: EXPERIBNCES IN A 
COMPREHENSIVE CANCER CENTER PAIN CLINIC 

Investigator: Kaitlvn Klotzbach 
IRBID: STIIDY0000387& 

Fnntfin.,.: None 
Grant ID: None 

IND. IDE.. or HDE: None 
Documents Reviewed: • Adult Consent to Participate in a Research Study.pd{, 

Category: Consent Form; 
• Scientific review form.pd{, Category: Other, 
• Signed letter of support.pd{, Category: Site Permission 
Letter, 
• Appendix B.docx, Category: Other; 
• Appendix D.docx, Category: Sunreys/Qnestiomiaires; 
• HRP-612-HIPAA-Waiver.docx, Category: Other, 
• UB IRB HRP- 503 Protocoldocx, Category: IRB 
Protocol; 
• Provider Consent to Participate in a Research Study. pdf, 
Category: Consent Form; 
• Appendix A.docx, Category: Other; 
• Auoendix C.docx, Ca~orv: Survevs/Questionnaires; 

Personnel C'.h,m.,.es: 

The IRB approved the study from 10n6/2019 to 1M4/2020 inclusive. Before 
1 M4/2020 or within 30 days of study closure, whiche\rer is earlier, you are to submit a 
conb.nuing review with required explanations. Yon can submit a contimring review by 
navigating to the active study and clicking Create Modification I CR. 

H oonb.nuing review approval is not granted before the expiration date of 1M4/2020, 
approval of this study expires on that date. The initial study materials for the project 
referenced above were reviewed and approved by the SUNY University at Buffalo. IRB 
(UBIRB) by Initial Study Review. The IRB bas determmed that the study is no greater 
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UB IRB Approval 



     
 

 

 

Unh-ersity at Buffalo Institutional Rniew Board (UBIRB) 
Offi.c.e oflleseardl.Compli2111ce I Clinical md Ttanslatilmal R.esean:h Center Room 5018 

875 Ellicott St I BoffaJo, NY 14203 
1.JB Fedenlwide Am mmc.e ID#: FWA.00008824 

than minimal risk_ Before 1Dn4/2020 or within 30 days of study closure, whichever is 
earlier, you are to submit a contmning review application with required explanations. In 
order to avoid a lapse in IRB appro\l'a.l, it is recommended that you submit your 
continuing review at least 30 days for an expedited study and at least 45-60 days for a full 
boud study, prior to the approval end date of the study. You can submit a continuing 
review application by navigating to the active study in Clid:: IRB and selecting ' Create 
Modification/ CR' . Studies cannot be oonducted beyond the expiration date wi1hout re
approval by the UBIRB. 

In condncti:ng 1his study, you are required to follow the requirements listed in the 
Investigator Mamul {HRP-103), which can be found by navigating to the IRB Llbmy 
within the IRB system 

HIPAA Partial Wilier grmted for Recruitment 

The UBIRB has approved the HIPAA Partial Waiver to permit you to receive personal 
health information as specified in section (1). The Partial Waiver FolDl has met the 
required elements of the federal regulations of HIP AA. 

UBIRB approval is given with the miderstanding th.at the most recently approved 
procedures will be followed and the most recently appro,;'ed cons:en:t documents will be 
used. H modifications are needed, those ~es may not be initiated until such 
modifications have been submitted to the UBIRB for review and have been granted 
approval. 

As principal investigator for this study involving human participants, you have 
responsibilities to the SUNY UnMfiity at Buffa1o IRB (UBIRB) as follows: 

1. Ensuring th.at no subjects are enrolled prior to the IRB approval date. 

2. Ensuring that the study is not c.onducted beyond the expira1ion date without re
approval by the UBIRB. 

3. Ensuring th.at the UBIRB is notified of: 

• All reportable infonnation in aocorda.noe with the New Information SOP 
(HRP"024). 

• Projec-t closnre/oompletion by submitting a Continuing Re,;riew/Modification 
submission. 

4. Ensuring th.at the protocc0l is followed as approved by UBIRB unless a protocol 
amendment is prospectively approved. 
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Uniwrsity at Buffalo Institutional Re,ciew Board (UBIRB) 
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5. Ensuring that changes in research procedures, rec:mitment or consent processes 
aFe not initiated without prior UBIRB review and approval, e,i;cept where 
nec~uy to eliminate apparent immediate hazards to subjects. 

6. Ensuring that the study is oonduc-ted in compliance v.'Uh all UBIRB dec"isiom, 
conditions, and requirements. 

7. Bearing respomibility for all actions of the staff and snb-investigators with regard 
to the protocol. 

8. Bearing respomibility for s:ecuring any other required approvals before research 
begins. 

If you have any questiom, please contact the UBIRB at 716-888-4888 orub
iib@buffitlo.edu. Please include the project title and number in all correspondence with 
the UBIRB. 
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ROSWELL 
PARK. 
CO ~WHHEN51VE C~KCE~ CE~TU 

November 6, 2019 

Kaitlyn Klotmach 

kailllyn..ldotzbach@roswellpad::_org 

Dear Kaitlyn Klotzbach: 

Elm & ~rlton Streets 
lklffalo, New York 14263 

Offioe of Researoh SU:bject Protection 
Aooeptance Notice of External IRB Approval 
nis inJtitdian MS M ~ .aswaaa: or anpancr ml tile wGI ...S wlich,C:DftlS 

alisK1NityFWA.09PPRJ1 ~~AulnlK2~allllller 

On 11/612019, the IRB Office reviewed the following subDllssion: 

Tvne ofReview: Initial Studv 
Title of Study: ENHANCING CLINICIAN INTREPREfATION OF 

PATIENTS QUALTIY OF UFE: EXPERIENCES IN 
A COMPREHENSIVE CANCER CENTER PAIN 
CLINIC 

Investiator: Kaitlvn Klo17hach 
IRBID: STUDYOOOOl1 14 f IRB 111419 

~ = None 
Grant ID: None 

IND, IDE, or HDE: None 
Docmnents Reviewed: • Adult Consent to Participate in a Research 

Study.pdf, Category: Consent Form; 
• UB IRB HRP- 503 Protocol.pdf, Category: !RB 
Protocol; 
• Provider Consent to Participate in a Research 
Study.pdf, Category: Recmi.tmeut Materials; 

The exte rnal IRB's approval for this study will expire on to 10/ 24/ 2020 

Pleai.e be advised that only the Roswell Park stamped consent form can be used to 
enroll subjects. 

As a reminder, this rei.earch project is subject to a~proval by the external IRB, but also 
requires acoeptance by the Roswell Park IRB prior to initiation by the investigator. 
Pleai.e promptly notify the local IRB office upon: 

11 Any new Unanticipated Problems or any other Reportable New Information 

21 Any new or updated information regarding 1potential Conflict of Interests 

31 Any changes ln local study team members 
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IRB Approval from Roswell Park Comprehensive Cancer Center 



     
 

 

 

41 Notific11tion of reneWIII by the reviewing IRB. A progress report must be 
submitted to the ORSP at le11st ten days prior to the expiration date noted 
above for continuing review. 

5) Any modifications/updates in the researeih project 

6) CI05ure of the Study 

The principal investigator is responsible for ensuring that the research compl'ies with all 
appticable regulations.. The Roswell Park IRB reserves the rigtlt to stop the resea rch for 
violations of regulatory or IRB requirements. 

The study documents have been submitted to Clinical Research Services (CRS) 
Compliance Office for processing prior to release and protocol implementation. Please 
contact CIRS Compliance for information r~rding the protocol implementation release 
date. 

In conducting this protocol you are required to, follow tile req,uirements listed in the 

INVESTIGATOR MANUAL (HRP-103), including tile reporting of Unant icipated Problems 
and any other Reportable New Information. 

Sincerely, 
Donald Handley MSc, MBA 
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Appendix C 

Comprehensive Pain Assessment Questionnaire (CPAQ) Data Collection Form 

1. Family/Home Responsibilities score (circle one): 0 1 2 3 4 5 6 7 8 9 10 

2. Recreation (circle one): 0 1 2 3 4 5 6 7 8 9 10 

3. Social Activity (circle one): 0 1 2 3 4 5 6 7 8 9 10 

4. Occupation (circle one): 0 1 2 3 4 5 6 7 8 9 10 

5. Sexual behavior (circle one): 0 1 2 3 4 5 6 7 8 9 10 

6. Self-Care (circle one): 0 1 2 3 4 5 6 7 8 9 10 

7. Life support activity (circle one): 0 1 2 3 4 5 6 7 8 9 10 

8. Mood (circle one): 0 1 2 3 4 5 6 7 8 9 10 

9. Relations with other people (circle one): 0 1 2 3 4 5 6 7 8 9 10 

10. Sleep (circle one): 0 1 2 3 4 5 6 7 8 9 10 
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Appendix D 

Demographic Form 

Age (circle one): 

18-28 62-72 

29-39 73-83 

40-50 84-94 

51-61 95-105 

Gender (circle one): Male Female 

Tumor Type (solid vs. liquid) of primary cancer: 

Head/Brain 

Breast 

Skin 

Lung/Esophageal/Neck/Thorax 

Stomach/Liver/Gallbladder/Pancreatic 

Colon/Rectal 

Prostate 

Bladder 

Cervical/Ovarian 

Testicular 

Leukemia/Lymphoma/Myeloma 

Other 
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Time since primary cancer diagnosis (circle one): 

0 to <5 years 

5 to <10 years 

10 to < 15 years 

15 to <20 years 

20 to <25 years 

25 to <30 years 

30+ years 

Date of last cancer treatment: 

Origin of pain: 

Type of Pain (circle all that apply): 

Neuropathic 

Nociceptive 

Myofascial 
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Appendix E 

Qualitative semi-structured individual questionnaire 

1. Do you feel that pain interferes with your daily life? 

2. Are you satisfied or dissatisfied with your pain control/ pain regimen? Please explain. 

3. How would you describe QOL? 

4. What does QOL mean to you? 

5. Do you believe that your pain affects your QOL? 

6. Does your pain clinic provider ask you about your QOL? 

7. Do you feel that your pain clinic provider understands your QOL? 
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Appendix F 

Provider Questionnaire 

1. Describe in detail for me what you know about your patients’ perceptions of their quality 

of life (QOL)? 

2. Describe for me your approach in discussing QOL and/or QOL goals with patients during 

their office visit? If yes, how do you discuss this topic with your patients? If you don’t 

discuss it, explain to me why it is not discussed? 

3. Describe what you believe are the strengths and weaknesses of the current Chronic Pain 

Acceptance Questionnaire (CPAQ) form? Describe any changes that could enhance the 

use of the form. 
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··--- ··---·-·------- - -

Copyright use of ~ised Wilson and Cleary modal for health-related QOL figure 
l message 

Fffl'IIIS, C.rol J-<~IC.edu> Thu, ,t.ug 22. 2019 et 13:26 
To: Kalll,n Kl<>tzbach <kmldatzb@buffalo.a:Jt.f► 

Di!ar Ms. Klotzllacll, 

Thank you for your email and inter-est i11 out work. I am pl1r.ised to grant you permission to u.ge nur mod!!l of 
healtll-1elated QOL, iock!ding tfie figure of the moc!A;!I, for your dissertation study and dissertation 
documents. 

I wish you ever~ success with your v1ork. 

Since<ely, 

Carol Estwing Ferraris, PhD, RJII, FAAN 

Harriet H. Werley Endo"Ned Chair in Nuts.Ing Research. 

~ofessor, Biobetiavioral Health SCiel'ICe, 

Uni~ersl1y of lllinols et Chicago 

College of Nu18in1J, 

845 S. Pameii Avenue (Rrn 824) 

Chica1io, IL 60612 

i>tKJne 31 2.996.6445 

Em11il i:ferrart!;!@IJic.edu 
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