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IMPROVING RESOURCE ACCESS AND IMPLEMENTATION 3 

Abstract 

Problem:  Cancer caregivers are at risk for distress from lack in caregiver support. Caregivers 

were not screened for distress in a cancer clinic and ineffective caregiver support was identified. 

Purpose:  To improve resource access and implementation in caregiver support and thereby 

reduce caregiver distress levels. 

Methods:  Participants (N = 14) attended three patient clinic visits. The primary outcome was 

improved caregiver support and decreased distress. Secondary outcomes were improved unmet 

needs and perceived stress. Data was collected at pre- and post-intervention. 

Interventions:  A caregiver guide was used to help improve caregiver support. The distress 

thermometer was used to evaluate and treat for distress.  

Results: Significant improvement in distress (p = 0.0001), unmet needs (p = <0.0001 ), and 

caregiver scores (p = <0.0001) was found. No difference in distress prior to each visit occurred 

with small to no improvement in perceived stress scores.  

Conclusion:  The intervention was effective in improving distress levels, unmet needs, and 

caregiver scores. The caregiver guide is a feasible approach in caregiver support. Future research 

in staff to perform distress screening and treatment in the setting is indicated. 

Keywords: Cancer caregivers; Distress; Perceived stress; Caregiver unmet needs; Caregiver 

intervention; Therapeutic interpersonal relationship; Caregiver support 
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Improving Resource Access and Implementation from a Cancer Care Team to Informal Cancer 

Caregivers in a Clinic at an Outpatient Cancer Center 

Section 1: Background and Significance 

Informal caregivers for cancer patients include partners, close family members, or friends 

who provide unpaid and essential support to oncology patients throughout the illness trajectory 

(Reinhard et al., 2008; Romito et al., 2013).  They provide a dynamic array of support that 

reaches across physical, psychological, spiritual, and emotional domains (Sherwood et al., 2005).   

Informal cancer caregivers (ICC) offer help by accompanying cancer patient during diagnosis 

and the first stages of the illness, offering psychological support for coping with uncertainty and 

fear during diagnostic tests.  In the advanced stages of cancer, they may provide assistance, self-

care, and emotional support (Romito et al., 2013). They are considered a critical component to 

the unit of care for effective cancer management and, yet, they are not always recognized by 

oncology teams in treatment planning, decision making, and implementation (Kane et al., 2013). 

Although cancer caregivers are expected to perform interventions similar to healthcare 

professionals—such as in performing tasks, managing symptoms and side effects, and making 

difficult decisions in medication adjustments and patient care—they often do not have sufficient 

education, experience, and support systems in place (Ullgren et al., 2018).  As cancer caregivers 

continue to provide care to their loved ones, they may experience distress as a result of the 

multiple roles and challenges they undertake in caregiving and within their lives (Sklenarova et 

al., 2015), causing physical and psychophysiological problems for them as well as negatively 

impacting the health-related quality of life of the cancer patient (Richardson et al., 2016; Teizeira 

et al., 2018). Although these problems are evident for this population, there are no national 

guidelines or policies in the United States that require cancer centers and healthcare 
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professionals to provide cancer caregiver support and interventions (National Alliance for 

Caregiving, 2016). 

Evidence has shown that informal cancer caregivers need support with medical 

communication throughout the trajectory that includes ways that caregivers can play an active 

role in care decisions, interact in medical contexts, and retrieve information in reducing patients’ 

pain and distress (Longacre et al., 2015).  Studies have shown that cancer caregivers prefer to 

receive services from formal healthcare professionals (Hanley et al., 2016; Longacre et al., 2015; 

Nightingale et al., 2016). Cancer caregivers also desire to be part of the care team in treatment 

and discussions (Hanley et al., 2016; Honorio et al., 2015; Longacre et al., 2015;  Sklenarova et 

al., 2015) as this helps to support the patient (Berry et al., 2015) and can assist in the discrepancy 

between cancer patients’ and caregivers’ illness perceptions, thus reducing the negative impact it 

can have on patients’ health-related quality of life (Richardson et al., 2016).  

Cancer care teams can provide effective interventions and services for cancer caregivers 

(Heckel et al., 2018b; Longacre et al., 2018). These team members can effectively assist cancer 

caregivers in education related to treatment, symptom management, and healthy life practices 

(Applebaum et al., 2013; Fu et al., 2017). In cancer caregiver education and support, care teams 

can involve the family, support an optimistic attitude, and find ways to reduce caregiver 

uncertainty (Waldron et al., 2012). Team members can also welcome cancer caregivers to share 

emotions about the disease, including discussions about caregiver’s feelings, fears, and 

problems, providing an opportunity to educate caregivers, as this provides assurance (Ferrell et 

al., 2017; Waldron et al., 2012). They can also help cancer caregivers by simply listening and 

being present with the caregiver, as attention alone provides benefits, sometimes more than other 

interventions can provide (Applebaum et al., 2013; Fu et al., 2017). 
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Although research has shown that cancer caregivers can benefit when supported by 

members of the care team (Heckel et al., 2018b; Longacre et al., 2018), evidence suggests that 

ineffective processes in resource access and implementation from healthcare professionals to 

cancer caregivers continue to exist in cancer centers (Lund et al., 2015; Matson, Song, & Mayer, 

2013).  Many healthcare professionals do not effectively provide support to this population 

(Lund et al., 2015). Although several cancer caregiver interventions have been proven beneficial, 

they may not be feasible or affordable in many healthcare settings (Longacre et al., 2018). 

Therefore, it is important for cancer centers to have interventions in resource access and 

implementation from care teams to ICCs that are supported by research and are both feasible and 

affordable. 

Identifying the Issue 

The clinic at the outpatient cancer center provides cancer treatment and services for adult 

patients who are commonly supported by informal cancer caregivers (ICCs) throughout the 

cancer trajectory.  Although evidence has shown that cancer caregivers need assistance in 

medical communication in the management of care for the patient (Longacre et al., 2015) as well 

as in their role as a caregiver (Sklenarova et al., 2015), cancer caregivers are not assured of the 

offering or a discussion of caregiver-related support and resources.  Support and resources 

offered to ICCs are based on the discretion of the care team, as well as at the patient’s or ICC’s 

request. This is a problem because evidence has shown that cancer caregivers experience 

physical and mental health problems as a result of caregiving (Richardson et al., 2016; Teizeira 

et al., 2018) and unmet needs (Hanley et al., 2016), causing an increase in caregivers’ distress 

levels (Sklenarova et al., 2015). Although 69.1% of informal cancer caregivers experience 

distress compared to 54.1% of patients (Sklenarova et al., 2015), the clinic has yet to adopt a 
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process to ensure that cancer caregivers are supported in ways that help to decrease these health 

risks. Only patients are provided distress screenings with a treatment plan throughout the cancer 

trajectory.  This is an issue because high levels of cancer caregiver strain and burden can have 

serious effects on the health of caregivers, affect their ability to care for their loved ones, and 

negatively impact the patient’s overall health (as cited in Irwin et al., 2018).   
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Section 2: Problem Statement and Purpose 

A screening tool and treatment plan for distress has been established for cancer patients 

and should be accompanied by measures that effectively support ICCs who are also at risk for 

distress, thus supporting the patient-caregiver dyad.  At the current practice site, initiatives that 

provide tailored support and resources from the care team to the ICCs during clinic visits 

throughout the trajectory are not standardized practice. Informal cancer caregivers are not 

regularly assessed or offered support and/or services for distress throughout the cancer trajectory 

in the clinic. 

Purpose, Objectives, and Goal 

The purpose of this project is to improve resource access and implementation provided 

from a care team to informal cancer caregivers (ICCs) and thereby reducing distress in ICCs. The 

project objective is to determine the effect of the use of the process in resource access and 

implementation on ICCs’ distress levels. A secondary objective is to determine the effect of the 

intervention in resource access and implementation on ICCs’ unmet needs, perceived stress, and 

caregiver scores. 
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Section 3:  Literature Review 

Search Process, Key Words, Data Bases, and Delimiters 

Evidence will include (a) elements in cancer caregiver interventions, (b) cancer caregiver 

programs in practice and research, (c) healthcare organizations’ and healthcare professionals’ 

practice and knowledge of cancer caregiver needs and treatment, (d) reliable and valid assessment 

tools that measure cancer caregivers’ stress and needs, and (e) frameworks and practices regarding 

the clinical implementation of caregiver initiatives. Themes are derived from the background, 

significance, and problem of the paper as well as from current evidence-based research. The results 

from the literature review will be discussed in accordance with the needs addressed in the 

background, significance, and problem statement.  

Ovid, CINAHL, PubMed, ProQuest, and Google Scholar databases were utilized. Search 

terms included cancer caregiver, caregiver strain, caregiver burden, caregiver distress, cancer 

caregiver AND interventions, caregivers AND cancer center, caregivers AND outpatient cancer 

centers AND interventions, national cancer organizations AND caregiver interventions, 

oncology nurse AND caregiver AND education, cancer caregiver AND nurse competency, 

cancer caregiver AND health policy, and cancer caregiver AND framework.  

Inclusion criteria were that studies included adult cancer patients, adult caregivers ages 

18 years and older, informal caregivers (unpaid), and caregivers that were family members or 

friends. Exclusion criteria were pediatric cancer patients and caregivers who were intellectually 

compromised. Articles were obtained from the search and used for review. 

Definitions of Terms 

Informal caregiver: A family member, friend, or neighbor who provides unpaid 

assistance to a person with an acute or chronic condition who needs assistance to manage a 
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variety of tasks; a key resource in care for patients who would otherwise need institutional care 

(Biegel, Sales, & Schulz, 1991, as cited in Honea et al., 2008; Reinhard et al., 2008)  

Distress: Experiencing emotional, social, spiritual, or physical pain or suffering that can 

affect feelings of sadness, fear, depression, anxiety, or loneliness in a person. People may feel 

that they cannot manage or cope with modifications caused by the normal activities of life or by 

that of disease (National Cancer Institute, n.d.). 

Caregiver strain and burden: A construct that encompasses difficulties in assuming and 

functioning in the caregiver role as well as the associated changes in the caregiver’s emotional and 

physical health that can occur when care demands exceed resources (as cited in Irwin et al., 2018) 

Elements in Caregiver Interventions 

The literature review found elements in cancer caregiver interventions that contain single 

and multicomponent interventions. Many of these services include psychosocial and educational 

interventions that support and positively affect ICCs throughout the cancer trajectory.  These 

studies provide evidence that support the components found in a number of cancer caregiver 

programs. 

Psychosocial. Applebaum and Breitbart (2013) described the science of psychosocial 

interventions for cancer caregivers through a systematic review of the literature. Interventions in 

problem solving and skills building helped caregivers to manage symptoms and find solutions 

throughout different periods in the cancer trajectory. In caregivers for advanced cancer or 

palliative care patients, supportive psychotherapy, complementary alternative medicine (CAM), 

and existential therapies were best. Although caregivers may be provided with a variety of 

interventions, education in treatment and symptom management was consistently desired 

(Applebaum & Breitbart, 2013). Similar to a study by Mahendran et al. (2015a), the authors 
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reviewed problem-solving processes from a caregiver intervention as effective in improving the 

ability and confidence of ICCs in caregiving. Cancer care team members can consider using 

these techniques with caregivers and offering these services. 

Fu, Zhao, Tong, and Chi (2017) studied the effects of psychosocial interventions on 

cancer caregivers’ quality of life, depression, and anxiety. In this systematic review, the authors 

found that most interventions were done by nurses compared to psychologists, oncologists, and 

other healthcare team members. Training was done individually, in groups, or in paired 

interventions, where face-to-face encounters led to better symptom management. By providing 

caregivers with education on cancer and healthy life practices, caregivers’ quality of life was 

improved (Fu, Zhao, Tong, & Chi, 2017)  Although a variety of effective interventions were 

identified that support the use of multicomponent interventions, the study found that complex 

systematic interventions did not serve as an advantage over interventions in coping skills and 

health education alone. 

Psychoeducational.  Ferrell and Wittenberg (2017) studied interventions for cancer 

caregivers and patient-caregiver dyads through a systematic review of random control trials. 

Interventions were predominately psychoeducational, followed by skills training and therapeutic 

counseling. Most interventions were done face-to-face or by telephone, followed by group 

format, video, Internet, take-home materials, self-directed strategies, and printed materials. A 

key theme was caregivers’ need to feel allowed to share their emotions in response to the 

disease. The authors noted how social workers were not seen in most of these interventions 

(Ferrell & Wittenberg, 2017), similar to studies in psychosocial interventions that were mostly 

led by other disciplines, such as nursing (Fu et al., 2017). 

Educational.  In a systematic review, Farquhar, Penfold, Walter, Kuhn, and Benson  
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(2016) studied educational caregiver interventions for the informal caregivers of patients 

with advanced disease where key elements were identified. A main theme specific in cancer 

caregiver interventions is that they occur at a single point in time and that, in other instances, 

cancer caregivers are provided a resource-only interventional component. These themes raise 

concerns that cancer caregivers experience limited time for interventions throughout the cancer 

journey. In advanced diseases, including cancer, most interventions were practiced face-to-face 

and delivered individually versus in a group; however, little is known about the impact of the 

delivery mode of the interventions. All interventions provided some positive data that was 

helpful for caregivers (Farquhar et al., 2016). This study may suggest that even some support 

provided to cancer caregivers is better than none, and time restraints can worsen that support. 

Programs for Informal Cancer Caregivers 

This portion of the literature review revealed a variety of cancer caregiver programs that have 

been proven effective in improving caregiver health and/or support.  The programs have different 

resource access and implementation processes, many of which have been found to be effective.  

There are a variety of methods that have a positive effect on caregiver distress and health. 

Caring for the caregiver programme.  In a random control trial by Leow, Chan, and 

Chan (2015), the authors evaluated Caring for the Caregiver Programme (CCP) effectiveness.  

Eighty caregivers of persons with advanced cancer or those receiving care in hospice with a 

three-month prognosis were included. The program was helpful in providing caregivers with 

information on managing challenging scenarios through demonstration videos and follow-up 

calls. The program was well-received, except for the online forum, in which most caregivers did 

not participate. The use of educational videos as standard care and group sessions for caregiver 

networking were recommended. Although the study was performed among caregivers in 
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Singapore, limiting its generalizability (Leow, Chan & Chan, 2015), the challenges that cancer 

caregivers encounter in culturally diverse populations in the United States could still possibly 

benefit from CCP or programs similar to CCP. 

In a qualitative interpretive study by Leow and Chan (2016), the authors evaluated Caring 

for the Caregiver Program (CCP) elements from the perception of 28 caregivers from four 

hospice organizations and national cancer outpatient centers. Elements included perceptions of 

video, telephone, follow-up, and the online forum of the CCP program and which component the 

caregiver found the most or least useful. Videos were the most useful and ideal delivery mode, as 

caregivers felt they could identify with scenes in the video. Follow-up telephone calls were 

positive in providing emotional and informational support. Online forums were not favorable, as 

caregivers did not feel comfortable sharing their situations and needs with others whom they did 

not know (Leow & Chan, 2016). This study provides methods that can be helpful in process 

resource implementation and access from healthcare professionals to caregivers and underscores 

the importance of caregiver privacy issues. 

Caregiver of cancer outpatients psycho-education program.  In a quasi-experimental 

study by Mahendran et al. (2015), the authors evaluated the Caregiver of Cancer Outpatients 

Psycho Education (COPE) support group therapy program for family caregivers caring for 

patients of all cancer types in various stages in outpatient oncology centers in Singapore. The 

group-based approach of COPE allowed participants to receive support that decreased the 

negative appraisal of caregiving, hopelessness, and uncertainty. Members felt more at ease to 

openly share issues in caregiving with the group and found value in routine interactions with a 

professional. Limitations included generalizability, as the study was done in Singapore 

(Mahendran et al., 2015); however, the need for caregivers to share emotions and receive support 
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has been indicated for cancer caregivers in the United States, where the COPE program (or 

programs similar to COPE) may be beneficial for caregivers. 

Mahendran et al. (2017) used quantitative and qualitative measures to explore the 

effectiveness of the COPE group intervention in cancer caregivers found in the study by 

Mahendran et al. (2015). Participants had a decrease in caregiver burden by sharing emotional 

issues while gaining knowledge through psychoeducation and skills training within the group.  

The authors found that the feasibility of the program would require considerations of timely 

support and flexibility for caregivers, and the no-charge element of the COPE warranted 

questions of program sustainability (Mahendran et al., 2017). This article can help cancer centers 

focus on developing caregiver programs that are both flexible and cost effective. 

Assess, educate, empower, and assist.  Berry, Dalwadi, and Jacobson (2016) researched 

a four-part framework that contained categories of interventions to support family caregivers as 

well as the patient and the clinical care team. The importance of proactive versus reactive 

assistance for caregivers were concluded. Because several cancer centers are in the midst of the 

development of or in need of caregiver interventions, the authors proposed components from a 

framework that they developed for cancer healthcare professionals to adopt that may be suitable 

in practice. The framework is for healthcare professionals to utilize with caregivers to help 

decrease caregiver strain through assessment, education, empowerment, and assistance (Berry, 

Dalwadi, & Jacobson, 2016). This study can provide guidance in cancer caregiver interventions; 

however, considerations of the time constraints of healthcare professionals and caregivers may 

make this challenging in some settings.  

Family involvement, optimistic outlook, coping effectiveness, uncertainty reduction, 

and symptom management.  Longacre et al. (2018) described three evidence-based programs 
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and tools for family caregivers of cancer patients. The FOCUS (family involvement, optimistic 

outlook, coping effectiveness, uncertainty reduction, and symptom management) program 

showed statistically significant efficacy when delivered in various intervention doses, done face-

to-face and by telephone to cancer patients. The Program for the Study of Cancer Caregivers at 

MSKCC involved many effective interventions for caregivers; however, high numbers of 

caregivers remained underserved due to long wait times, caregivers awaiting clinical trials for 

enrollment, and distress decreasing on its own. The CancerSupportSource-Caregiver (CSC) 

program helped to maximize the use of technology for informal cancer caregivers by providing 

an avenue for caregivers to be screened for distress and provided referrals based on caregiver 

preference. The authors concluded that all three programs were overall effective with 

suggestions in program sustainability (Longacre et al., 2018). This article can provide cancer 

centers with evidence-based initiatives for cancer caregivers. 

Program to reduce caregiver burden among caregivers of cancer patients. In a 

secondary analysis of a multi-center, randomized control trial performed by Heckel et al. 

(2018b), the authors studied the utility of the PROTECT program (program to reduce caregiver 

burden among caregivers of cancer patients) and examined longitudinal changes in distress levels 

and supportive care needs (Heckel et al., 2018a). Cancer Council nurses (trained oncology 

nurses) provided telephone outcalls at three different points in time to 108 adult cancer 

caregivers from four hospitals in Australia. The level of distress (p=0.0031) and impact of 

distress (p=0.001) decreased significantly, and unmet supportive care needs decreased as well. 

Although the study was performed in Australia, it was moderately generalizable (Heckel et al., 

2018a). This article was initially analyzed in the random control trial by Heckel et al (2018b) that 

tested the efficacy of the PROTECT program in reducing caregiver burden and unmet needs, 
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improving psychological well-being among cancer caregivers, and evaluating the impact of the 

program on patient outcomes. Cancer care centers can consider using this program or 

interventions similar to it in their particular settings. 

In a single blind, multi-centre, randomized controlled trial by Heckel et al. (2018b), the 

authors studied the efficacy of the PROTECT program to reduce caregiver burdens and unmet 

needs, to improve the well-being of cancer caregivers psychologically, and improve patient 

outcomes. Eligible participants included adult career adult cancer patients in the interventional 

arm (n = 108 in the control group) receiving treatment. Outcalls were done by Cancer Council 

nurses over three points in time. A statistically significant decline in unmet needs for both groups 

(P<0.001) was found, with a greater decline from baseline to month 1 in the study group 

compared to the control group (t=-2.703; df = 312.3; P = 0.007). For caregivers at risk for 

depression, the intervention significantly effected caregivers having sufficient information to 

manage their own health (P = 0.040), with increased confidence that they had sufficient 

information to manage their own health between baseline to 6 months (P = 0.001) and 1 month 

and 6 months (P = 0.009); the control group did not show such changes. For patients of 

caregivers at risk of depression, a significant decrease in emotional distress from baseline to 1 

month (P = 0.001) was found for depression, which was attributed to the significant decrease in 

emotional distress from the three-way interaction (P = .027). Caregivers reported that the 

program reduced their worries (74%) and helped them to think of their situation positively and 

thoroughly think things through (82%) (Heckel et al., 2018b). This study was also analyzed in an 

article by Heckel et al (2018a) that evaluated the utility of the program and examined 

longitudinal changes in the distress levels and supportive care levels of cancer caregivers. 

Results from the study can help provide direction for healthcare facilities towards a framework  
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and strategy to decrease caregiver burden and unmet needs. 

In an analysis by Heckel, Gunn, and Livingston (2018c), the authors analyzed the 

characteristics associated with 737 patient/caregiver dyads into the PROTECT program study by 

Heckel et al. (2018b). The authors identified barriers and facilitators in recruiting cancer dyads as 

well as non-participants’ and participants’ profiles. Of the 737 eligible dyads, 521 declined 

participation. The factors related to non-participation were caregivers’ time, interest, need for 

support, and feeling burdened. In the participant profile, age, gender, education, relationship with 

the patient, type of cancer, type of treatment, hospital type (public or private), and whether they 

resided with the patient were factors analyzed and discussed (Heckel, Gunn, & Livingston, 

2018c). This article can help in the recruitment of participants for cancer caregiver-related 

research and interventions relating to demographic factors and the preferences of the caregiver 

and patient. 

Family connect. In a parallel randomized trial, Shaw et al. (2016) studied the 

effectiveness of the Family Connect telephone intervention for gastrointestinal cancer caregivers 

with the aim to improve psychosocial outcomes for patients and caregivers. A total of 128 

caregivers who met eligibility criteria were recruited during patients’ hospital admission or 

within two weeks of discharge. The Family Connect intervention included a manual used and 

delivered by clinical psychologists who were trained in intervention protocols, gastrointestinal 

cancer care, and telephone communication skills. Four telephone calls delivered by the trained 

psychologists started 14 days post-discharge, with subsequent calls at 4, 6, and 10 weeks. 

Questionnaires were administered three and six months after discharge, with caregivers reporting 

less financial burden, greater family support, and lower unmet needs than the group receiving 

usual care (Shaw et al., 2016). In the article by Heckel et al. (2018b), the authors also found 
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healthcare professionals participating in the PROTECT program with similar interventions to be 

effective. 

Healthcare Professionals’ Knowledge and Practice and the Effect on Caregivers’ Health 

and Needs 

 This section of the literature review found different types of barriers that impact effective 

caregiver support. This may be caused by health professionals’ knowledge as well as their access 

to resources and support for caregivers. The information emphasizes the need for healthcare 

professionals and healthcare organizations to become aware of the challenges that the healthcare 

system imposes upon cancer caregivers. The studies suggest that healthcare professionals can 

play major roles in ICCs’ lives when effective resource access and implementation are provided 

to the ICC. 

National cancer institute-designated cancer centers’ exemplars.  In a descriptive 

study, Matson, Song, and Mayer (2014) studied caregiver programs from National Cancer 

Institute (NCI)-designated cancer centers. The study found that many NCI-designated centers 

with effective caregiver programs decrease caregiver stress. Depending on the center, the 

programs focused on patient caregiving, caregiver self-care, and marital and family care, 

whereas some centers had all three types of programs. Of the 61 centers, the authors found a total 

of six that met exemplar status. The authors’ criteria for exemplar status included innovative 

programs that were highly committed to assisting cancer caregivers with methods that 

concentrated on how caregivers can meet their needs. This article recognized support from NCI-

designated cancer centers for caregivers; however, there are many other cancer centers not NCI-

designated that were not studied (Matson, Song & Mayer, 2014). The large number of NCI-

designated cancer centers that did not meet exemplar status may indicate that ineffective  
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resource implementation and access continue to occur in cancer centers. 

Using technology.  Nogueira et al. (2013) explored the technologies used in cancer 

caregiver education through an integrative literature review between 2001 to 2011. Cancer 

patients and their caregivers have used advances in technology for education and online 

communication. They have access to healthcare information and services that can be used 

throughout the cancer trajectory. Such electronic learning (e-learning) strategies help in self-

learning, where cancer caregivers can get live and timely learning anywhere (at home or on their 

mobile devices). Healthcare professionals can consider the use of technology when delivering 

education and guidance to caregivers no matter the geographical location. The benefits of 

technology in healthcare has not been established or accessible in many cancer centers, but this 

study could provide insight into the technologies utilized by caregivers. The need for more 

research in effective technological practices in oncology for caregivers is indicated (Nogueira et 

al., 2013); however, findings from this study can help aide nurses in the delivery of caregiver 

education that is likely to be of interest to cancer caregivers. 

Effective practices.  Waldron, Janke, Bechtel, Ramirex, and Cohen (2012) performed a 

systematic review of the effectiveness of psychosocial interventions that impact cancer 

caregivers’ QOL. Interventions were primarily delivered by nurses, and a majority of these were 

delivered face-to-face, whereas others were done by telephone or both. The findings revealed 

how support and education were most effective when they focused on (a) the involvement of the 

family, (b) an optimistic attitude, (c) coping skills, (d) the reduction of caregiver uncertainty, and 

(e) symptom management. Additionally, supportive techniques included discussion of caregiver 

emotions. This study indicated the need for education and guidance in nursing regarding 

emotional support in cancer caregivers, as nurses have challenges dealing with these issues 
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(Irwin et al., 2018), and yet they predominately implement caregiver interventions in many 

settings (Fu et al., 2017). This article provides evidence that can help nurses prepare for difficult 

conversations involving cancer caregiver emotions (Waldron et al., 2012). Nurses can consider 

working with caregivers from a team approach when dealing with these challenges. 

In a descriptive study, Fujinami et al. (2015) studied problems that family caregivers (FCGs) 

face in caring for patients with non-small cell lung cancer (NSCLC) at an outpatient, 

comprehensive cancer center. The authors used the National Comprehensive Cancer Network’s 

(NCCNs) distress thermometer (DT) to help identify the problems that FCGs experience. Three 

components related to elevated DT scores correlate with FCGs: (a) perception of self-care, such 

as quality of life and demand burden; (b) perception of the caregiving role, such as caregiver 

preparedness and demands from caregiving; and (c) emotional response to caregiving, such as 

stress and anxiety. Limitations of this study include the assessment being done at one point in 

time (Fujinami et al., 2015). This is similar to the problem discussed by Farquhar, Penfold, 

Walter, Kuhn, and Benson (2016) regarding cancer caregiver interventions done as a one-time 

intervention throughout the cancer trajectory. This evidence can help to encourage healthcare 

professionals to take a proactive approach when communicating with the caregiver and assisting 

with their needs during their visit. 

Caregivers continue to experience challenges.  Sklenarova et al. (2015) studied 193   

patient-caregiver dyads from inpatient and outpatient units in a cross-sectional survey. The 

unmet needs of cancer caregivers of patients with progressive disease, stable disease, partial 

remission, or complete remission were all examined. Unmet needs in fears and sorrows 

experienced by caregivers were reported. The authors compared anxiety and depression levels to 

cancer patients and the general population and found caregivers exceeding in both comparisons. 
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One third of cancer caregivers reported the need for assistance in accessing alternative therapies 

and in coordinating patients’ care, and 48% agreed that they would use psychosocial support if 

made available. The study indicated that caregivers have a moderate to high need for (a) 

emotional support, (b) respect in self-care, and (c) assistance balancing the needs of the caregiver 

and the needs of the patient. Healthcare professionals should consider common unmet needs of 

caregivers when providing education and support for caregivers (Sklenarova et al., 2015). This 

study sheds light on the importance for nurses and the care team of being knowledgeable of 

alternative services, such as psychosocial or alternative therapies, and determining if these are 

available in their organizations or communities.  

In a systematic review, Ullgren, Tsitsi, Papstavrou, and Charalambous (2018) studied 

how the family caregivers of adult cancer patients manage symptoms and side effects in the 

home environment throughout the cancer trajectory. Twenty articles from Jan 1988 to July 2017 

were included. The results revealed that caregivers were not always appropriately educated 

and/or experienced in tasks but still provided a multitude of psychosocial and physical support 

for patients that were similar to the tasks performed by healthcare professionals, impacting the 

quality of symptom management. Due to the lack of education and support at home, caregivers 

experienced anxiety and health issues. Because education and knowledge are not routinely 

provided to family caregivers, safe patient care and caregiver health is at high risk of being 

compromised (Ullgren et al., 2018). This study provides evidence that effective support from 

healthcare professionals to caregivers in healthcare continues to be a problem, and healthcare 

professionals can help through effective methods that support this population. 

In a systematic review by Teizeira, Applebaum, Bhatia, and Brandao (2018), the authors 

reviewed the processes underlying distress from cancer caregivers’ experiences, with a 
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concentration on the effects of coping strategies on psychophysiological correlates of burden in 

nine articles. Factors associated with caregiving and psychophysiological stress responses 

included changes such as higher blood pressure, lowered immune system functioning, altered 

lipid profiles, and enhanced psychological morbidity and burden. This was due to caregivers’ 

inability to be adaptive with prolonged stress, thus compromising their physical wellbeing. 

Factors that impact caregivers’ health outcomes included caregivers’ inability to regulate 

psychological stress responses and environment challenges, such as in the prolonged stress and 

physical demands of caregiving, causing dysregulated physiological stress responses that can 

lead to disease. Limitations of the study included the lack of studies covering the association 

between caregiving and psychophysiological outcomes as well as an examination of the role of 

coping with these associations (Teizeira et al., 2018). This article provides evidence that can 

influence healthcare professionals to focus on strategies that help mitigate the negative impacts 

of caregiving. 

In a systematic review, Wang, Molassiotis, Chung, and Tan (2018) analyzed 50 studies 

regarding unmet care needs, the related variables of unmet care needs, and the utilization of 

needs assessment tools in association with advanced cancer patients and their informal 

caregivers. The unmet needs of informal caregivers included seven domains: information, 

physical, psychological, financial, cancer care assistance, spiritual, and social. The most common 

unmet caregiver need was in the information domain: illness and treatment information as well 

as care-related information. A limitation of this systematic review included that the studies were 

in the English and Chinese language; however, the large number of studies also allowed for a 

considerable amount of information, which minimized bias and supported reliable conclusions 

(Wang et al., 2018).  Similar components within these domains are supported in the article by 
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Heckel et al. (2018b) regarding elements discussed with cancer caregivers in the PROTECT 

program to reduce caregiver distress. 

Hanley et al. (2016) studied the relationship between unmet supportive care needs and 

caregivers’ burden and happiness in a survey-based, cross sectional design that was descriptive 

and correlational in nature. A total of 285 head and neck centers were surveyed. Almost half of 

the centers reported mental and physical health problems. Unmet healthcare service needs were 

significantly associated with subjective carer burden, and he highest unmet need was in the 

psychological and emotional needs domain, followed by healthcare service needs, information 

needs, and work and social needs (Hanley et al., 2016). Although the study was limited to head 

and neck cancer centers, it lends information useful for healthcare professionals who provide 

care to cancer patients and their caregivers.  

Oncology nursing society members’ need for education. In a retrospective study, Irwin 

et al. (2018) indicated the need for education regarding the knowledge, barriers, and 

effectiveness of caregiver interventions among oncology nurses. The authors studied 2,055 nurse 

members from the Oncology Nursing Society (ONS) and measured their nursing experience of 

about 23.4 years, with an average of 9.9 years in oncology practice and 7.18 years in the ONS. 

The average knowledge scores for effective evidence-based interventions was approximately 

60% on a 100-point scale, and many of the nurses reported interventions that lacked effective 

evidence. Additionally, nurses’ knowledge was 59.1% out of 100% in evidenced-based 

interventions for caregiver strain and burden, and many members had difficulty dealing with 

caregivers’ emotional responses, such as hopelessness and feeling overwhelmed. The most 

utilized strategy among ONS nurses was a referral to a social worker or other disciplines, and the 

least used strategy was in education, symptom management, and interdisciplinary care (Irwin et 
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al., 2018). In the study by Ferrell and Wittenberg (2017), a key theme among caregivers was 

their need to share emotions. This raises the concern that nurses continue to have difficulty 

effectively supporting cancer caregivers, and the barriers they face in providing support could 

possibly be impacted by nurses’ difficulty dealing with caregivers’ specific needs. 

Barriers in communication between caregivers and healthcare professionals.  In a 

cross-sectional questionnaire study, Lund, Ross, Peterson, and Groenvold (2015) examined the 

extent to which cancer caregivers’ needs are met when interacting with healthcare professionals. 

A total of 590 caregivers were included. Thirty percent of caregivers reported that healthcare 

professionals sometimes or rarely/never involved them in the patient’s disease or overall care in 

ways that caregivers desired to be involved. Other areas included healthcare professionals only 

sometimes or rarely/never showing interest or awareness in (a) how the caregivers were feeling 

and (b) caregivers’ ability to handle the situation. Caregivers reported, to some or to a high 

degree, a lack of information related to the treatment plan, disease, the variety of needs in care 

management for the patient, and specifications on where they could get help. The study had good 

generalizability, as the patients were non-terminal patients with different cancer types and stages 

from 5 departments at 3 hospitals (Lund et al., 2015). The article provides insight for healthcare 

professionals regarding the sometimes-unspoken needs of cancer caregivers. Its evidence can 

help encourage healthcare professionals to take a proactive approach in communicating with 

caregivers and assisting with their needs during their visits. 

In a cross-sectional study, Longacre, Galloway, Parvanta, and Fang (2015) explored the 

medical communication-related informational needs of 59 caregivers of head and neck cancer 

(HNC) patients. The authors found that most of the caregivers (76.6%) would seek a healthcare 

professional first for caregiving information as opposed to an informal resource (23.4%) such as 
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the Internet, a family or friend, or a nonprofit. Of those who preferred to go to an informal 

information source first, more than half reported that they would seek additional information 

from a doctor (54.5%) and a healthcare professional (63.6%). Those who preferred an informal 

source as a first resource indicated a need for information on how to talk to a doctor or nurse. 

The retrospective aspect of the informational needs checklist was a limitation, as was the modest 

participant sample size (Longacre et al., 2015).  

Final Synthesis of Literature Review 

  Many different and preferred modes of delivery, methods, and components in caregiver 

interventions were found. Additionally, the review found that healthcare professionals face 

challenges providing care to caregivers due to lack of standardized practice, organizational 

support, and health professionals’ limited knowledge of caregiver support; all of this affecting 

the health and unmet needs of ICCs. Twenty six articles were included in the literature review. 

Intervention components.  The literature review found many interventions that were 

effective for caregivers. Preferred methods varied. There were many examples of timing, 

program facilitators, and modes of delivery.   

Effective interventional components.  The most effective interventions included one or a  

mix of the following components: (a) problem solving and skills-building; (b) psychotherapy; (c) 

psychoeducation; (d) therapeutic counseling; (e) education in treatment and symptom 

management; (f) healthy life practices; (g) music therapy; (h) coping skills; (i) education in 

managing challenging scenarios; (j) marital and family care; (k) e-learning; and (l) interventions 

that focused on an optimistic attitude, involvement of the family, and caregiver uncertainty 

reduction (Applebaum & Breitbart, 2013; Ferrell & Wittenberg, 2017; Fu et al., 2017; Matson, 

Song, & Mayer, 2014; Nogueira et al., 2013; Waldron et al., 2012). Key themes found in some 
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studies was caregivers being allowed to share emotions about the disease as well as the benefits 

of supportive techniques that allowed caregivers to discuss their feelings, fears, and problems in 

relationships (Ferrell et al., 2017; Waldron et al., 2012) 

Online least favored.  Of all the interventions, online interventions were the least 

favored. Caregivers did not like sharing their situation and needs with others they did not know 

and for other unknown reasons based on lack of participant involvement in online forums (Leow, 

Chan, & Chan, 2015; Leow & Chan, 2016). Further studies regarding e-learning for cancer 

caregivers are indicated, as some caregivers may desire the online education individually or in 

collaboration with others. This may be due to online services providing flexibility compared to 

other interventions (Nogueira et al., 2013).  

Program facilitators and modes of delivery.  The majority of cancer caregiver 

interventions were performed by nurses (Fu et al., 2017; Waldron et al., 2013). Psychologists, 

oncologists, behavioral therapists, and health educators also provided interventions (Fu et al., 

2017). In regard to the ways that interventions were delivered, there were several methods that 

were done alone or in conjunction with other methods. These included methods done face to 

face, by telephone, in videos, online, in take-home materials, on written materials, and/or 

through self-directed strategies by caregivers (Farquhar et al., 2016; Ferrell & Wittenberg, 2017; 

Leow & Chan, 2016; Waldron et al., 2012). Caregivers mostly favored face-to-face and/or video 

methods (Farguhar et al., 2016; Fu et al., 2017; Leow & Chan, 2016). Some evidence showed 

that caregivers may prefer online services through e-learning because it provides self-learning 

opportunities at a specific point in time (Nogueira et al., 2013).  

Group versus individual.  Interventions were provided for caregivers in individual and 

group settings. Many benefits were found in group settings, as they provided a place for 
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caregivers to discuss caregiving issues, receive education, and gain support to decrease negative 

appraisals (Mahendran et al., 2015). Group sessions allowed caregivers to routinely interact with 

a professional and network, components which caregivers found beneficial (Leow et al., 2015; 

Mahendran et al., 2015). Although group interventions were effective, some studies found 

individual training beneficial where more complex interventions revealed no greater benefits in 

coping or health education (Fu et al., 2017). Some research also indicated that attention alone 

provides more benefits for caregivers than the intervention itself (Applebaum & Breitbart, 2013; 

Fu et al., 2017).  

Timing.  The timing of the intervention implementation and length varied. Structured 

interventions done periodically—such as in CPP, COPE, and PROTECT—were effective 

(Heckel et al., 2018b; Leow, Chan, & Chan, 2015; Mahendran et al., 2017). However, not all 

interventions were scheduled or predictable. Other interventions were done at one point in time, 

through resources only (video or other take-home materials) or by referral (Applebaum & 

Brietbart, 2013; Farquhar et al., 2016; Leow, Chan, & Chan, 2015; Leow & Chan, 2016; 

Mahendran et al., 2017). Research has shown that cancer caregivers experience brief, one-point-

in-time interventions throughout the cancer trajectory compared to other caregivers of 

individuals with advance disease, emphasizing the limited opportunity for interventions to cancer 

caregivers (Farguhar et al., 2016). Issues that impact the timing of intervention implementation  

can also be associated with retention issues, as some participants may deal with problems in 

scheduling, time restraints, issues of burden, or patient death (Waldron et al., 2012). 

Education for healthcare professionals: standards, challenges, and accessibility.  The  

Oncology Nursing Society’s Oncology Nurse Generalist Competency Statements includes the 

following guidelines in regard to oncology nurses delivering care to cancer patients and their 
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caregivers: (a) utilizes effective therapeutic communication skills during interactions with people 

with cancer, caregivers, and fellow members of the interprofessional care team; (b) provides 

education addressing the needs of the patient and caregivers; (c) identifies resources available to 

people with cancer and their caregivers; (d) provides holistic nursing care addressing the 

physical, psychosocial, and spiritual needs of people with cancer and their caregivers throughout 

the cancer journey; (e) integrates culturally sensitive interventions in plans of care for people 

with cancer and their significant others; (f) identifies effective strategies to address ethical 

situations related to the care of people with cancer and their caregivers; (g) practices effective 

strategies to decrease professional and caregiver burden; and (h) utilizes resources to help people 

with cancer and their families cope with the financial impact of cancer (Gaguski et al., 2019). 

With the different types of caregiver interventions and varying delivery modes, it is imperative 

for nurses to consider the different types of interventions that are most effective for caregivers 

throughout the cancer trajectory (Farquhar et al., 2016).  

Healthcare professionals: knowledge and availability of caregiver resources. Many 

nurses lack the confidence to deliver caregiver interventions and do not have sufficient 

knowledge in evidenced-based interventions regarding education, strain, burden, and approaches 

to caregivers’ emotions (Irwin et al., 2018). Although studies indicate that nurses mainly 

participated in cancer caregiver interventions in comparison to other healthcare disciplines (Fu et 

al., 2017; Waldron et al., 2012), research has found that nurses most often referred patients to 

social workers or other disciplines. The least used strategy were interventions in education, 

symptom management, and an interdisciplinary care approach (Irwin et al., 2018). This problem 

is further potentiated by evidence reporting current practices for caregiver interventions 

occurring as resource-only and/or one-point-in-time interventions throughout the cancer 
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trajectory (Farquhar et al., 2016). Only six of the 61 NCI-designated cancer centers met criteria 

in being exemplars (Matson, Song, & Mayer, 2014). This may indicate that healthcare 

professionals in various cancer centers do not have effective caregiver interventions available to 

provide services or referrals to the caregivers of cancer patients. With the varying technological 

practices online that may or may not be available to caregivers and healthcare professionals, it is 

a struggle for all caregivers of cancer patients to receive effective care (Nogueira et al., 2013).  

 Negative affect on health of caregivers.  The lack of effective interventions in cancer 

centers is evidenced by the unmet needs that cancer caregivers continue to face in regard to 

emotional support, respect in self-care, and assistance in balancing caregiver and patient needs. 

These unmet needs contribute to caregiver depression and anxiety (Skelnarova et al., 2015). At 

home, caregivers perform tasks that provide psychosocial and physical care for cancer patients 

that is beyond their scope of practice, knowledge, and experience. This adds anxiety to 

caregivers’ health, which is at further risk due to increased stress and the challenges of 

caregiving (Skelnarova et al., 2015; Ullgren et al., 2018). These challenges may be prolonged 

and increased throughout the cancer trajectory, impacting caregivers’ cardiovascular and 

immune system functioning, psychological morbidity, physical well-being, and regulation of the  

autonomic nervous system (Teizeira et al., 2018). 

 Coping strategies such as problem-focused coping and problem-solving abilities can help 

to decrease caregiver burden and improve adjustment (Teizeira et al., 2018). In caregiver support 

and education, focus on reducing caregiver uncertainty and managing symptoms of the disease 

have been proven effective as well (Waldron et al., 2012). Caregivers prefer healthcare 

professionals for caregiving information and continue to seek information on how to 

communicate with a doctor or nurse (Longacre et al., 2015). However, practices that provide 
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effective caregiver interventions from healthcare professionals have not been established in 

many healthcare organizations (Irwin et al., 2018; Matson, Song, & Mayer, 2013), contributing 

to many unmet cancer caregiver needs in several domains of caregiving, such as informational, 

physical, psychological, financial, cancer care assistance, spiritual, and social (Hanley et al., 

2016; Lund et al., 2015; Wang et al., 2018).   

Caregiver Interventions: Frameworks and Participants. Cancer caregiver programs 

have provided effective interventions through a variety of frameworks and have included 

caregivers of cancer patients of all cancer types in various stages. Programs have been provided 

through demonstration videos, telephone calls, online forums, therapy groups, face-to-face visits 

at home and in healthcare facilities, clinical care, research, professional teaching, and/or 

telephone outreach strategies. Sessions were free and unfree and lasted from four weeks to four 

months, with other interventions occurring based on caregivers’ preferences (choice to access 

services at their own discretion). At times, affordability and feasibility effected sustainability. 

Many factors in patient and caregiver demographics and preferences were found to affect 

recruitment (Heckel et al., 2018c). 

Types of interventions and their components. The CCP was an example of an  

intervention done through video with follow-up phone calls and an online forum for caregivers 

of cancer patients who were from hospice, from national cancer outpatient centers, or in hospice 

with a three-month prognosis. Caregivers favored videos and follow-up phone calls but did not 

favor online forums. For group interventions, COPE lasted four weeks and included the 

caregivers of patients with all cancer types in various stages. The FOCUS program delivered 

various intervention doses to caregivers of cancer patients with various cancer types and stages 

over 5 weekly 2-hour sessions. In MSKCC’s program, a multi-component approach (clinical 
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care, research, professional teaching, and outreach) is available for caregivers who care for 

patients of all cancer types in various stages receiving treatment from MSKCC. Online services, 

such as through the CancerSupportSource-Caregiver (CSC) program, provide the caregivers of 

cancer patients of all cancer types in various stages an online platform that they can access any 

time from any location (work or home), where they can screen for distress and receive referrals 

based on caregiver preference. Coordinated outcall services from oncology nurses to caregivers 

of cancer patients of varying cancer types, such as through the PROTECT program, occur at 

three time points: 5-10 days post-randomization, one month later, and three months after the 

second call. The Family Connect telephone program, another example of an outcall cancer 

caregiver intervention that occurs over a series of four telephone calls from 10 weeks after 

hospital discharge followed by calls 4, 6, and 10 weeks post-discharge, has been proven helpful 

in advanced cancer patients and their caregivers by improving the outcomes for this dyad. 

Healthcare professionals can even adopt their own frameworks in providing cancer caregiver 

support in a variety of settings, such as in Berry, Dalwadi, and Jacobson’s (2016) four-part 

framework addressing caregiver interventions.  

Summary of final synthesis literature review  Based on the needs of the patient and 

caregiver and the resources of the treatment center or organization, interventions can vary. 

Interventions may include single- or multi-component approaches based on the discretion of the 

caregiver, healthcare professional, and/or adopted caregiver program over varying periods in 

time. Interventions include the caregivers of cancer patients of all cancer types in various stages 

throughout the disease trajectory. Programs were not always feasible or affordable in long-term 

sustainability. 
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Section 4: Project Framework 

Concepts and Relationships 

An effective cancer caregiver intervention considers the needs and status of the caregiver 

as well as the communication between the care team and caregiver (Applebaum & Breitbart, 

2013; Fu et al., 2017; Longacre et al., 2015; Lund et al., 2015). A care team usually consists of a 

medical doctor, nurse, or other healthcare provider. It is, therefore, important to understand 

concepts related to common caregiver issues as well as the communication between the caregiver 

and care team. Evidence shows that cancer caregivers often experience stress and prefer to seek 

assistance from healthcare professionals (Fu et al., 2017; Longacre et al., 2015), and this can be 

best understood by describing the relationship between therapeutic interpersonal relationships 

and the impact they can have on caregiver stress and distress. 

Therapeutic interpersonal relationship.  A therapeutic interpersonal relationship 

between the care team and caregiver is an important concept to consider, as this is fundamental 

to effective communication and positive outcomes. A therapeutic interpersonal relationship is 

defined as one that is perceived by the patient to encompass caring, supportive, and 

nonjudgmental behavior that is embedded in a safe environment during an often-stressful time. 

This relationship may last for a short moment in time or may continue for extended periods. The 

relationship includes warmth, friendliness, genuine interest, empathy, and the wish to facilitate 

and support. It allows a climate for effective communication that, when between healthcare 

professionals and patients, improves patient satisfaction, adherence to treatment, quality of life, 

anxiety and depression levels, and healthcare costs (as cited in Kornhaber et al., 2016). The focus 

of care should center on the patient, where healthcare professionals elicit patients’ true wishes 

and recognize and respond to their needs and emotional concerns, contributing to a constructive 
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clinician-patient experience.  Other terms used associated with therapeutic relationships in 

healthcare include helping relationships, purposeful relationships, nurse-client relationships, and 

therapeutic alliances (as cited in Kornhaber et al., 2016). For this quality improvement project, 

the “patient” is the “caregiver,” as this framework applies to an intervention that is directed to 

the caregiver. 

Caregiver stress and distress.  Caregiver stress and distress are concepts that encompass 

what happens to the caregiver when caring for another person, as this can be stressful. Caregiver 

stress occurs when the caregiver feels that responsibilities are greater than the time, energy, or 

other resources that he or she has to meet them (CancerCare, 2019). It can impact the emotional 

and physical health of caregivers, making them feel more worried, anxious, and irritable than 

usual, exhibiting physical symptoms such as tension, headaches, sleep problems, and weight 

changes. Prolonged stress can suppress the immune system of the caregiver, increasing his or her 

chance of developing chronic health problems and the worsening of existing health conditions 

(CancerCare, 2019). Caregiver distress includes feelings of burnout, depression, isolation, 

sadness, fear, anxiety, grief, and loneliness. The myriad of these signals has also been 

characterized as caregiver burnout, where caregivers have perceptions of increased stress, low 

self-efficacy, depression, and poor life satisfaction (Cuellar, 1999).  

 Therapeutic relationship and distress. The purpose of this project is to improve 

resource access and implementation from the care team by way of a form that provides guided 

opportunities for participants to interact with the care team. During the clinic visit, the patient 

and ICC developed a relationship with the care team, which consisted of healthcare professionals 

specialized in the care of the cancer patient and the ICC. The care team is disease specific, 

consisting of a medical doctor, physician assistant or advanced practice nurse, nurse navigator, 
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clinic nurse, and medical assistant. These care team members were available for face-to-face 

interactions with the patient and ICC, allowing an opportunity for a therapeutic interpersonal 

relationship to take place.  

Before the visit, distress screenings were done to evaluate caregiver distress. During the 

visit, ICCs were provided the form, which contained the common needs and questions that ICCs 

frequently experience that, when discussed with and/or supported by the care team, decrease 

caregiver distress. Participants used this at their discretion as it is unique to each ICC throughout 

the illness trajectory. The form included a mini introduction to inform ICCs that their care team 

is available for their questions and concerns, welcoming and encouraging ICCs to participate in 

the care and management of the patient and to share ICCs’ issues and concerns. This interaction 

fostered a therapeutic interpersonal relationship between the care team and ICCs, a relationship 

that supported the ICC by improving resource access and implementation and, thereby, 

decreasing the ICC’s distress levels as an outcome. 

Theoretical Framework and Quality Improvement Model 

Research has shown a variety of interventions that have been effective in supporting 

cancer caregivers (Farquhar et al., 2016; Ferrell & Wittenberg, 2017; Heckel et al., 2018b; Leow 

& Chan, 2016; Waldron et al., 2012). In particular, the PROTECT program has been proven to 

decrease cancer caregiver distress and unmet needs (Heckel et al., 2018b). Through the use of six 

essential components to help guide discussions, nurses in the PROTECT program performed 

outcalls and interacted with caregivers using one or more of the discussion topics (per the 

caregiver’s discretion) in an effort to treat caregiver distress (Heckel et al., 2018a). An evidence-

based screening tool to measure caregiver distress was used, and the nurses provided education, 

support, referrals, and resources, as indicated (Heckel et al., 2018b).  
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This project utilized the same distress screening tool and six essential components as the 

PROTECT program; however, due to staffing issues and the process flow of the clinic, the 

intervention was implemented during the patient-caregiver’s clinic visit and not over the 

telephone. Participants voluntarily used a written form that contained similar components and, 

somewhat similar to the PROTECT program, they decided which components to discuss at that 

time based on their discretion. Additionally, participants had the opportunity to interact with the 

entire care team, which consisted of healthcare professionals specialized in oncology, as opposed 

to only one oncology nurse (as in the PROTECT program).   

Because this project was done face to face with the care team during clinic visits to 

improve resource access and implementation from the care team to the participant, a theoretical 

framework that focused on the therapeutic relationship between the ICC and care team helped 

guide this project. Additionally, the use of a theoretical framework and quality improvement 

model that helps guide and achieve organizational change in a healthcare setting was optimal to 

use in a quality improvement project. Therefore, Peplau’s Interpersonal Relations theory, 

Lewin’s Theory of Change, and the Plan-Do-Check-Act Model were selected. 

Peplau’s interpersonal relations theory.  Hildegard Peplau’s Interpersonal Relations 

theory is a deductive middle range theory of nursing (McGuiness & Peters, 1999; Senn, 2013). 

The nurse-patient relationship is the central element, and the goals of nursing care are achieved 

through this collaborative relationship. The nurses’ goal is to provide care that aims at the 

forward movement of a patient toward creative, constructive, productive, personal, and 

community living (McGuinness & Peters, 1999). This relationship develops throughout four 

stages that overlap: orientation, identification, exploitation, and resolution (McGuinness & 

Peters, 1999). Peplau also endorsed a three-phase view of the four stages with Forchuk, in 1997, 
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due to the overlapping nature of the stages, specifically incorporating identification and 

exploitation into one stage (as cited in Reed & Shearer, 2006). Although the caregiver is not the 

patient, for the purposes of a project that focuses on an intervention for the caregiver, the 

caregiver (participant) was considered the patient within this model. An illustration of this model 

as well as how it is applied to this project is found in Figures 1 and 2.  

 

Figure 1. Peplau’s Theory of Interpersonal Relations Between the Nurse and Patient  

(as cited in Pokorny, 2017) 

The orientation phase started when the nurse and patient (caregiver) met. Once the patient 

(caregiver) accepted the nurse and his or her expertise level, the nurse’s role transitioned from 

stranger to a resource person and counselor who answered questions and identified the patient’s 

(caregiver) readiness to learn. When the patient (caregiver) realizes and acknowledges his or her 

knowledge deficit, a motivation for learning begins (Marchese, 2006). This motivation to learn 

allowed the nurse to merge into the role of a teacher and resource person. As active participation, 

problem-solving, and trial and error occur, collaboration was fostered, strengthening the nurse 

and patient’s (caregiver) bond. The nurse took the opportunity to provide the patient (caregiver) 

suggestions when validation and acceptance of the patient’s (caregiver) fear, tension, and anxiety 

was exhibited. This allows the nurse to redirect these issues in a way that prevents the escalation 
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of anxiety that may have otherwise caused a barrier in learning, acceptance, and growth (as cited 

in Marchese, 2006).  

 

Figure 2.  Peplau’s Theory of Interpersonal Relations applied between the care team and ICC  

(as cited in Pokorny, 2017) 

 

In this project, the relationship started when the care team and participant met. The care 

team worked collaboratively to provide a multicomponent approach to care and support for the 

participant. The participant realized and acknowledged the need for education, guidance, and 

support from the care team, motivating the participant to learn about the treatment plan, such as 

surgery, chemotherapy, and/or radiation. This helped to decrease anxiety and fear as well as 

decrease caregiver distress. 

When the participant identified the need for assistance, the identification phase began due 

to the participant’s limited understanding of the disease, treatment choices, and self-care issues. 

This caused the participant to become independent or dependent as well as completely isolated 

(rejecting help from the nurse). The goal was to provide opportunities for the participant to foster 

independence and take responsibility in his or her care. Once the participant is at the level of 
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self-care and independence through demonstration (as cited in Marchese, 2006), he or she 

transitioned into the exploitation phase. As success in meeting goals occurs along with the 

comfort and trust established between the nurse and participant, new goals continue to be 

identified, prompting a temporary return to the identification phase (Marchese, 2006). The 

participant realized and acknowledged other needs for education, guidance, and support from the 

care team, motivating the participant to learn about the skills necessary to manage the patient’s 

care at home, such as wound care, central line management, and symptom management. This 

continued to help decrease anxiety and fear as well as decrease caregiver distress. 

  Finally, independence and separation from the nurse occurred as the participant’s self-

reliance has been established. There is concentration on quality of life issues and long-term 

acceptance of the participant’s health status (Marchese, 2006). Participants showed a transition 

into this phase through their involvement in support groups, which provided an important and 

necessary connection to others who are dealing with similar issues and concerns. By reaching out 

to others, the participant strives to maintain a sense of security and confidence (as cited in 

Marchese, 2006). The visits to the care team fluctuated because the patient’s overall status 

sometimes changed the frequency of clinic visits with the need for other services that the patient 

may need at home; further emphasizing the importance of the participant becoming more self  

reliant.  

Lewin’s theory of change.  Lewin’s Theory of Change is a conceptual model that has 

been proven effective in helping to drive change in quality improvement practices. It includes a 

force field analysis along with a three-stage process (Burnes & Cooke, 2013).  It is a versatile 

practice framework that is easy to use and understand (Shirey, 2013). Before change can be 

implemented, the factors, or “force field” where the behavior takes place, should be examined to 
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identify the driving or hindering of movement toward the goal (Burnes & Cooke, 2013). This 

includes the internal and external forces within the force field that drive change (Riley, n.d.). 

This force field serves as the foundation of Lewin’s 3-stage theory of planned change: 

unfreezing, moving, and refreezing (Shirey, 2013).  

The driving forces of this project included elements regarding improvements in resource 

access and implementation from the care team to the participant, participant’s decrease in 

distress levels and unmet needs, patient health, satisfaction scores, and efficiency in the flow 

process in the management of care for participants. The hindering forces included a change in the 

process in current cancer caregiver initiatives that may have caused discomfort in the care team 

because they may have felt unprepared (see Figure 3).  

 

Figure 3.  The driving and hindering forces towards the goal  
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The factors that drove change included the need for a standardized practice for ICCs, staffing and 

efficiency issues, the negative impact on ICC and patient’s health, the importance of following 

and upholding the mission and values of the facility, current and evidenced-based practices, and 

competition (see Figure 4).  

 

Figure 4. The internal and external factors that drive change  

In the first stage of Lewin’s theory of change, the “unfreezing” stage, problem awareness 

occurs that allows the opportunity for people to let go of old practices and undo the current 

equilibrium. In the next phase, the “changing” or “moving” stage, a demonstration of the benefits 

of change and a decrease in forces that negatively impact change then occurs. The third phase 

involves “refreezing,” whereby the integration and stabilization of a new equilibrium into the 

system becomes habit and further change is resisted (Wojciechowski et al., 2016). The stages of 

this model are illustrated in Figure 5.  

The project leader examined the driving and hindering forces of the staff and facility over 

one year and used this information to help guide actions. During this time, the project leader 

developed and presented an annual core competency at the facility for cancer caregiver strain and 

burden that provided nursing staff education and measured competency and encompassed the  
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need and strategies for supportive interventions for cancer caregivers. Establishing relationships 

with the staff, observing the processes of the facility, and developing a core competency in 

cancer caregiver strain and burden contributed to the start of the change process (Burnes & 

Cooke, 2013).    

 During the open discussion portion of the core competency, staff discussed initiatives the 

facility could start to practice to enhance care for cancer caregivers by reducing strain and 

burden based on the evidence-based practices from the training. Some staff members shared their 

experiences and the current practices that they used to help decrease cancer caregiver strain and 

burden. Introducing current evidence and recommendations through the core competency was an 

active effort that occurred amongst staff to challenge and consider the “unfreezing” of the status 

quo (Bakari, Hunjra, & Niazi, 2017).  After staff were aware of the problem and the force field 

was analyzed, an intervention that would be feasible and user-friendly for staff and work process 

was later developed by the project leader. Once the quality improvement project’s proposal was 

approved for implementation, the remaining stages ensued. 

Because the staff members were already aware of the project leader’s project and found 

the intervention to be helpful for both themselves and caregivers, this introduction helped to 

“unfreeze” the old practice, which made it possible for people to let go of old patterns and 

challenge the status quo. The core competency served as a reinforcement in this stage, as it 

provided information that aimed to support the quality improvement project. Unfreezing also 

occurred once the project was implemented and staff responded to participants’ concerns and 

needs.  

      In the “moving” stage, staff is guided toward new practices where trial and error occur 

(Manchester et al., 2014). When the intervention began, the staff was guided toward new 
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practices as more and more staff members were performing the intervention with cancer 

caregivers. Trial and error occurred, and as discussed by Manchester et al (2014), this allowed 

for the demonstration of the benefits of change and a decrease of the forces that affect change 

negatively (Wojciechowski et al., 2016). As a result, an improvement in resource access and 

implementation was demonstrated. 

In the third stage, “refreezing,” the existence of the new practice changed the 

organizational setting during project implementation, forcing staff to accommodate procedurally 

(Manchester et al., 2014). This was evidenced in the practice of the intervention by all staff 

members, symbolizing the adoption of the new practice. The recommended maintenance of these 

practices can be through annual core competency training, booster sessions (Manchester et al., 

2014), celebrations of success, and retraining (Wojciechowski et al., 2016) so as to ensure 

sustainability. These will be discussed when project leader presents this project in July of 2020 

per the project facility’s request. The application of this model is shown in Figure 5. 

 

Figure 5. Lewin’s Theory of Change: 3 Stages (Wojciechowski et al., 2016) 
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Plan, do, check, act model.  This project utilized the plan-do-check-act model in its 

framework. The model has been proven effective and user-friendly in quality improvement. The 

nature of the model makes it efficient and feasible to use in the fast-pace environment of the 

clinic.  The plan-do-check-act (PDCA) model is an iterative four step cycle that allows for 

change implementation, problem-solving, continuous process improvement, and design 

development (Institute for Healthcare Improvement, 2020) . The cyclical nature allows it to be 

used as a continuous method of ongoing improvement in iterative cycles to measure outcomes, 

identify problems, and implement potential problems and repeated measurement (Agency for 

Healthcare Research and Quality, n.d.; De Jong & Jaber, 2015). The ease in the utilization of the 

tool makes this user-friendly as it requires little to no training. It is optimal to use because it 

ensures that all appropriate steps are followed, provides a systematic improvement method, 

guides effective process improvement, notifies future improvement by providing feedback, and 

preserves order during problem-solving (Agency of Healthcare Research and Quality, n.d.). The 

PDCA model is illustrated in Figures 8. 

In “plan” stage, a plan for change or improvement is identified and analyzed (Agency for 

Healthcare Research and Quality, n.d.; DeJong & Jaber, 2015). The project leader considered the 

steps, big or small, that affected the ICC, patient, care team, process flow, facility, and 

intervention. These are best determined by identifying the plan, planned outcome, and the steps 

to take to meet the planned outcome (Agency for Healthcare Research and Quality, 2015). With 

the plan identified, the project leader set the steps in motion accordingly. 

During the implementation stage, or “do” stage, the project leader develops and tests 

potential solutions (Agency for Healthcare Research and Quality, n.d.; De Jong & Jaber, 2015). 

The project leader’s observations during the implementation were collected. This included 
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reactions from patients and participants as well as the impact it had on the system and flow of the 

clinic visit. Surveys were also collected. 

In the “check” stage, data is gathered about the change to ensure the change was 

successful (Agency for Healthcare Research and Quality, n.d.), to measure how effective the test 

solution was, and to analyze if it can be improved in any way (De Jong & Jaber, 2015). This 

occurred after implementation and provided the project leader with information on what was 

learned, whether or not planned outcomes or goals were met, and how well the intervention 

worked. 

The implementation of the change on a broader scale occurs during the last stage, or “act” 

stage of the cycle. Monitoring the change and iterating it as necessary by repeating the cycle is 

done for ongoing improvement (Agency for Healthcare Research and Quality, n.d.). This allows 

for the implementation of the improved solution more fully (De Jong & Jaber, 2015). The project 

leader identified what needed to be done differently as the intervention proceeded. Results found 

that the intervention worked and that distress screenings may not be necessary at the present 

time. The project leader determined the intervention would be ready to be spread throughout the 

facility if adopted by administration. The application of this model is shown in Figure 6. 

 

Figure 6. Plan, Do, Check, and Act (PDCA) Model  

(Agency or Healthcare Research and Quality, n.d.) 
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Section 5:  Project Description and Design 

Process Objectives, Outcome Objectives, and Goal 

 Process and outcome objectives guided this project. The process objective is to determine 

the effect of the use of the distress thermometer and Caregivers Chat guide on ICCs’ distress 

levels after the 16-week intervention period using pre- and post-intervention administration of 

the distress thermometer. A secondary objective is to determine if the intervention improved the 

overall experience in receiving support and access to resources for ICCs using the pre- and post- 

administration of the Caregiver Survey. 

 There are two desired outcome objectives for this project. These include (a) a reduction 

in ICCs’ distress levels as evidenced by significant differences in ICCs’ pre and post-

intervention scores on the DT, and (b) a reduction in ICCs’ unmet needs and perceived stress 

with an improvement in caregiver scores as evidenced by significant differences in ICCs’ pre and 

post-intervention scores on the SCNS-P&C45, PSS, and Caregiver Survey.  

The primary goal of this project is to improve resource access and implementation for 

ICCs. This includes decreasing ICCs’ distress levels with a reduction in unmet needs, reduction 

in perceived stress, and an improvement in caregiver scores. The use of distress screenings and 

the Caregivers Chat guide will be used to meet this goal. 

Intervention and Project Design 

 The project leader (PL) measured for distress levels, unmet needs, perceived stress, and 

caregiver survey scores at pre and post-intervention. Upon implementation, the PL provided 

participants the caregiver form that served as a guide solely for participants during the patient-

participant visit with the care team in the clinic. The caregiver form assisted in resource access 

and implementation from the care team to the participant based on the participants’ needs and 
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preferences. Additionally, distress screenings were completed prior to each clinic visit. Each 

encounter occurred during clinic visits at three points in time within a 16-week period. Data for 

analysis was collected before, during, and after implementation of the project. 

The pre-intervention phase began once the cancer patient had surgery with the head and 

neck oncology surgeon and received his or her diagnosis. The patient was then scheduled to 

return for follow up 10 to 14 days later. The PL recruited eligible participants during this time 

and obtained consents from the caregiver and patient. Participants were asked to complete 

baseline and demographic surveys as well as the tools that measure for distress, perceived stress, 

and unmet needs. When these were completed, the intervention began. 

At the first post-operative visit, the intervention officially started for that participant. The 

project leader greeted the participants at check-in and provided participants two forms. One form 

measured for distress prior to the clinic visit and the other form was given to the participant to 

use as a guide during the visit. The next visit (second point in time) was then scheduled one 

month later, and the last visit (third point in time) was scheduled four months from the first visit. 

These fluctuated based on the participants change in status, treatment plan, for personal reasons, 

and other issues that occurred throughout the cancer trajectory.  

For participants that scored a four of higher on the distress screening, the PL reviewed 

this with the participant and provided the option to discuss this during their visit where the 

participant could choose to utilize the caregiver form as a reference to help guide them in 

conversation. This also warranted a referral to the social worker by the PL should the participant 

wish to receive such assistance from them, if not, a referral was not made. For participants that 

rated their distress level below a four, the PL reviewed these results with the participants and 

explained what the distress screening indicated; at that time, the participant was provided the  
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option to choose whether or not they wished to discuss this with the care team.  

The facility currently uses the distress thermometer through an electronic pad that 

prompts referrals should patients score a four or higher. It is provided to patients upon check-in 

to complete in the waiting room. Slight modifications were made for participants regarding use 

of the distress thermometer so as to make this feasible to use and not disrupt the process flow in 

this setting, such as having participants take a paper version of the screening tool and having the 

PL facilitate referrals and resources as needed.  

Each care team (a total of three care teams) included a head and neck surgical oncologist, 

a nurse manager, physician assistant or nurse practitioner, nurse navigator, clinic nurse, and 

medical assistant. All members provided the participant with education, counseling, support, 

referrals, and resources as indicated from the discussion and/or per the participant’s request.  

The care teams provided support and resources to participants. Educational interventions 

included education of the disease, treatment, and the overall medical and nursing care for the 

patient; this included discussing medical terminology as needed and providing a direct person to 

contact for the caregiver should he or she have questions related to the care of the patient.  

Counseling and support from the care team to the caregiver included listening, providing 

assurance, validating emotions (e.g. anxiety, fears, sadness, loss), sharing experiences (e.g. care 

team uses personal examples from their experiences or examples that caregivers experience in 

similar situations, letting the caregiver know they understand their challenges and concerns), 

being empathic, being present, and elements as provided through an interpersonal therapeutic 

relationship between the care team and caregiver. Counseling may have helped participants 

recognize their need to seek professional help from his or her doctor (e.g. depression, anxiety, or 

health problems that need to be evaluated or may be at risk due to the role in caregiving) to 
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which the care team would encourage the caregiver to see their medical provider as indicated. 

Referrals to nutrition, social worker (e.g. licensed therapist, assists in advanced care planning, 

provides variety of community resources), chaplain (spiritual and emotional support), and 

psychologist (psychological and emotional services and support) continued to be available for 

the patient-caregiver dyad. For assistance in medical bills, FMLA (Family Medical Leave Act) 

forms, short term disability, and other issues related to these areas, participants were referred to 

the finance department or the staff member who provided such services to meet their needs. 

Resources included support groups for patient-caregiver dyad available at the facility as well as 

assistance from other organizations the facility was partnered with or had access to (mentor 

programs, online support, services at home, financial, boarding, and transportation services). 

During the clinic visit, participants referred to resource numbers and information provided on the 

caregiver form. Extra space on the caregiver form allowed participants to add their own personal 

notes obtained from the interaction with the care team and clinic visit as necessary. 

After the third visit (the last visit), the intervention was completed and the post-

intervention phase (post-test) began. Within one week after the last visit, participants were asked 

to complete post-intervention surveys (post survey, distress screening, perceived stress, and 

unmet needs). The quality improvement (QI) project design is illustrated in Figure 7.  

 

Figure 7. The project design including pre and post- intervention phases (Milton, 2019) 
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Setting of Project and Facility Support 

The project was performed in a head and neck surgical oncology clinic. This clinic is part 

of an outpatient cancer center that provides care to adult patients of varying diseases and 

illnesses. Each of the clinic’s care teams (total of three oncologists who each have a care team) 

shared a nurse manager and included one head and neck surgical oncologist, one physician’s 

assistant (PA) or nurse practitioner (NP), one nurse navigator, one clinic registered nurse, and 

one medical assistant.  The facility serves adult cancer patients on an outpatient basis with staff 

who are able to provide supportive interventions for informal cancer caregivers through 

education, support, referrals, and/or resources. Caregivers are allowed in the room during the 

patient’s clinic visit per the patient’s approval. The rooms are private and accommodate the 

patient, family members/caregivers, and the care team during clinic visits. This project setting 

was optimal as it allowed the opportunity for the care team, participant, and patient to interact 

privately during the clinic visit, which was conducive to the intervention.  

The facility had supplies that were needed for the project. A copying machine, 8.5x11 

standard computer paper, and envelopes were used for the project and were provided from the 

facility at no charge to the project leader. No extra staff members were needed during project 

implementation. 

Population  

A convenience sample of 14 adult informal cancer caregivers who provide care to adult 

cancer patients at the head and neck surgical oncology clinic participated in this project. 

Inclusion criteria included the following: (a) adult caregivers ages 18 years or more of head and 

neck cancer patients; (b) caregivers of patients who are newly diagnosed; (c) caregivers of 

patients who already had surgery; (d) caregivers of patients that receive chemotherapy, 
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radiotherapy, or radiotherapy with chemotherapy; (e) understands and reads English; and (f) 

provides unpaid care. Exclusion criteria included informal cancer caregivers having cognitive 

dysfunctions such as dementia or an overt psychotic illness. 

Plan for Recruitment 

Recruitment occurred over a 90 day period. After the patient had surgery, the PL 

recruited eligible participants in person or by phone. A brief introduction to the project was 

discussed with the patient and participant. The PL had approximately two to 10 days to speak 

with the participant prior to the first post-operative clinic visit. Initial consent was sought from 

the PL by the following methods: (a) requested invitation to participate and obtained consent 

during visit at the facility (as applicable) or contact details to conduct follow-up call and (b) if 

not at facility, contacted eligible ICCs by telephone to review the project and facilitate 

completion of the study packet, with consent, to be returned to the PL by mail or in person to the 

clinic. The study packet included the consent, baseline survey (Caregiver Survey), demographic 

questionnaire, Perceived Stress Scale-10, Distress Thermometer, and Supportive Care Needs 

Survey-Partner & Caregiver-45 forms. For those who wished to be called at home, a study 

packet was provided for them to take home. For individuals contacted by telephone, consent and 

questionnaires were scanned securely to eligible individual’s email, mailed to his or her home, or 

were completed at the facility prior to the clinic visit. Within 48 hours, the PL contacted patients 

and eligible ICCs by phone who (a) were interested during face-to-face visit but may have 

chosen to fill forms later and (b) who were scanned or mailed consent and questionnaires after 

expressing interest to the PI. The project leader requested interested ICCs to complete forms and 

return them to the cancer clinic. Within five days, the PL contacted patients and eligible ICCs, 

again, by phone who were mailed consents and questionnaires. Interested participants completed 
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forms using the prepaid, stamped envelope and mailed it to the PL or returned forms to the 

cancer clinic in person prior to the initial visit. Non-participation included eligible participants or 

patients who declined participation, did not answer telephone after seven unsuccessful call 

attempts, did not return completed forms in the mail prior to their first visit, or did not show up 

to the first post-operative visit. These timeframes were chosen based on the PROTECT study by 

Heckel et al. (2018b), with some modifications.  

IRB Approval and Privacy 

The proposal was approved by the DNP project committee. A request for Institutional 

Review Board (IRB) approval was then submitted to Jacksonville University and the project 

setting. The project was an IRB exempt project and met approval for implementation from both 

institutions.  

Participants were informed that participation in the project was voluntary. For interested 

participants, an informed consent to participate in an IRB exempt project was required for them 

to sign (Appendix A). Patient privacy was protected by the primary investigator and 

organization, in accordance to HIPAA, with a consent signed by the patient so as to (a) allow the 

project leader access to medical records (Appendix B) and (b) grant permission that allows the 

designated ICC to participate in the project (Appendix C). If there are suicidal or homicidal 

ideations or indications from the participant during screenings and project implementation, the 

PL was to notify the provider immediately; participants were instructed of this and were told to 

discuss this with their provider as well. There were no instances in which this occurred.  

The project leader reviewed consents and the intervention with interested participants, 

discussing the details of the intervention with each participant, reviewing details on when it 

would be initiated, how it would be implemented, and how often the participant would be 

assessed. Eligible participants were informed of the following: (a) participation is voluntarily; (b) 
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the purpose of the quality improvement project; (c) the procedures entailed in the intervention; 

(d) how long the intervention will last; (e) participants are not required to use the resources and 

recommendations provided from the care team; (f) participants may decline to participate in the 

project at any time at no risk to the participant or the patient; and (g) participants are not required 

to complete the project and may decline at any time without reason.  Participants were notified 

that there were no costs to participate in the study and no compensation for participation. The PL  

informed the participant that if he or she wished to withdraw from the project, the care team 

would still be available to provide services to the participant and the patient while under the 

treatment of the provider at the cancer center. 

Plan for Implementation 

 After approvals were received from the clinical director of the facility, DNP project 

committee, and IRB committees from both institutions, implementation of the project began. 

Recruitment occurred over 90 days. Eligible participants signed consents and completed the 

baseline survey, demographic questionnaire, and assessments. This pre-intervention phase was 

necessary since the baseline survey and assessments provided the needs assessment for data 

analysis. The first clinic visit (after the patient has already undergone surgery), is when 

implementation began. The intervention occurred over 16 weeks.  

Instruments 

Baseline survey.  The baseline survey (Caregiver Survey) measured (a) elements that can 

influence and play a role in the process of resource access and implementation from the care 

team to the participant and (b) the participant’s overall stress level based on support received 

from the care team. Participants were asked to complete this prior to the implementation of the 

project. The survey included a five-level Likert scale: never, rarely, sometimes, often, and 
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always. Each item was analyzed separately. The survey was done in person, by mail, or by 

telephone (Appendix D). 

 Post-intervention survey.  The post-intervention survey (Caregiver Survey)measured (a) 

if there was an improvement in the elements that influence and occur in the process of resource 

access and implementation from the care team to the participant and (b) whether or not the 

intervention affected each participant’s overall level of stress based on the support received from 

the care team.  Participants were asked to complete this after implementation of the project. The 

survey was the same as the baseline survey, and each item was analyzed separately. A 

comparative analysis between the individual components from the baseline survey and post-

intervention survey was performed. The survey was done in person, by mail, or by telephone 

(Appendix E).  

Perceived stress scale.  The Perceived Stress Scale (PSS) is one of the most widely-used 

psychological instruments that measures the stress of an individual based on his or her self-

reported measures of stress. The tool compares subjects’ perceived stress during current, 

objective events. It indicates that, with higher scores, individuals are at risk for a clinical 

psychiatric disorder due to higher degrees and longer durations of self-perceived stress (Cohen, 

1983). It was designed to determine how unpredictable, uncontrollable, and overloaded 

individuals believe their lives to be during the previous month. The questionnaire contains items 

that are general, and it does not focus on specific events or experiences, indicating that the PSS 

can be used on diverse populations with reliable results (Cohen, 1983; Lee, 2012). Three 

versions of the PSS exist. The original version, the PSS-14 (14-item scale), was developed in 

English and contained seven positive items and seven negative items that used a 5-point Likert 

scale for ratings. This was then shortened to the PSS-10 (10 items), and the PSS-4 (4-item) scale 
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was later developed. All three PSS versions are used in research. It has been recommended for 

use in helping to identify individuals at risk with worsening conditions, provide clinicians a tool 

to aid in treatment planning, and track individual’s outcomes in response to an intervention 

(Taylor, 2014). 

The PSS-10 was the scale of choice used to measure participants’ perceived stress pre 

and post-intervention. It has a test-retest reliability that met the criterion of >.70, ranging from 

.86 to .92 (Cohen et al., 1983; Cohen & Williamsons, 1988; Glaser et al., 1999; Lee, 2012). PSS-

10 scores showed moderate convergent validity and exhibit higher reliability than the PSS-14 

and the PSS-4.  It is suggested as the best form of PSS with recommendations to be used in 

future research (Taylor, 2014). It consistently has shown a satisfactory correlation with 

depression or anxiety (Lee, 2012). The PSS-10 has been used with participants to effectively 

measure perceived stress as well as within studies that contained different populations (Golden-

Kreutz et al., 2004; Lee, 2012; Taylor, 2014). The 10-item questionnaire includes six items that 

are negative and four items that are positive, with each item rated, based on the past month, on a 

5-point Likert scale (from 1 = never to 5 = very often). A higher the score indicates greater stress 

(Golden-Kreutz, 2004). 

Permission to use PSS-10 and permission to publish was granted to the primary 

investigator by Dr. Sheldon Cohen (Appendix F). The project leader was the only one 

administering the tool and, therefore, interrater reliability was not necessary. The participant was 

asked to complete the PSS-10 form at pre-intervention (Appendix G) and after their last visit for 

analysis (H).  This form was provided to the participant in person, by mail, or by telephone 

(Appendix J). 

Distress thermometer.  The National Comprehensive Cancer Network (NCCN) distress  
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management guidelines include the Distress Thermometer (DT) to screen for distress levels over 

the time period of the week prior to assessment (Cutillo et al., 2017).  This tool helps identify 

distressed patients and related problems impacting distress. It is a self-reported screening tool 

that is rigidly structured, easy to use, and can be done in five minutes. The clinician can refer 

ICCs to the appropriate supportive service as the factors are displayed by domains; helping 

clinicians refer ICCs to the appropriate supportive services.  

The 1-item screen is displayed as a thermometer where individual’s select their level of 

distress from 0 (no distress) to 10 (extreme distress). If high levels are reported, a 40-item 

problems list is administered that address common problems associated in cancer patients. The 

list includes components to identify if the patient is experiencing practical, family, emotional, 

spiritual-religious, or physical problems. The cut of score of five was originally used to identify 

patients in significant distress; however, recent NCCN guidelines have recommended a score of 

four or higher as moderate-to-severe distress, indicating if patients need a referral to 

psychosocial services (Patterson et al., 2015).  Due to the different samples of patients in regards 

to culture, language, demographics, and environment, the cut-off score can vary; however, recent 

evidence indicating a cut-off score of three, with considerations to patients who are female, are 

older, have less education, and have higher symptom burden to manage, are at higher 

psychosocial risk and should be considered when assessing for distress (Cutillo et al., 2017).  

Studies support the overall validity, reliability, sensitivity, and specificity of the DT as a 

measure of cancer-related distress in adult and pediatric populations (Tavernier, 2014).  Studies 

have demonstrated the validity of the DT to detect cancer-specific distress in adult populations in 

comparison with other commonly used standardized psychometric-type scales; particularly close 

to diagnosis (Chambers et al., 2014). In advanced cancer patients with pain, it has been proven 
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efficacious in screening for psychological distress (Guan et al., 2019). Modest inter-rater 

reliability between patient, caregiver, and medical provider has been proven with an intra-class 

correlation coefficient of .55 with the coefficient for each pair of raters at .44 - .45; increasing 

with age for raters altogether as well as in the pairs of patient/caregiver and patient/medical 

provider combinations. The DT is a reliable, valid, and sensitive measure that quickly screens the 

presence of distress, showing moderate concurrent validity in children and caregivers. It has 

good utility as an instrument to screen for psychosocial distress (Wiener et al., 2017). Studies 

have shown the DT has been reliable in the screening of distress in cancer caregivers (Heckel et 

al., 2018; Trad et al., 2015). 

Permission is not required for the use, translation, or adaptation of the content within the 

tool (National Comprehensive Cancer Network, 2019).  The project leader was the only one 

administering the tool and therefore interrater reliability was not necessary. The participant was 

asked to complete this (a) at pre-intervention (in person, by mail, or by telephone) (Appendix I), 

prior to each visit at the clinic (Appendix J), and after the intervention was done (by phone, by 

mail, or in person (Appendix K).  Based on the results from each participant, the distress 

screening generates referrals to psychologist, social worker, and other healthcare professionals 

(VanHoose et al., 2015).  The project leader facilitated these referrals based on results and 

participants’ request. 

Supportive care needs survey-partners & caregivers-45.  The SCNS-P&C was 

developed as an adaptation from the Supportive Care Needs Survey (SCNS) items. It is based on 

the main supportive care needs of cancer caregivers from a literature review as well as through 

careful examination of existing tools that assess the unmet needs of cancer caregivers. The 

survey includes 45 items that measure the unmet needs of caregivers. On a 5-point scale, 
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caregivers report their level of needs for help in the last month. The scale ranges from no needs 

(1 not applicate, 2 fulfilled needs) and unmet needs (3 low, 4 moderate, 5 high). It consists of 

four domains that include (a) healthcare service needs, (b) psychological and emotional needs, 

(c) work and social needs, and (d) information needs. When used in a different language, face 

and content validity has been performed with evidence to support the internal consistency, 

reliability, and validity of the SCNS-P&C45; further supporting the use of this tool in measuring 

the unmet needs of cancer caregivers. 

The construct validity of the survey is supported when the scale can discriminate between 

groups of individuals who may experience different degrees of unmet needs. The scale reliability 

was appropriate in all four factor-based domains and ranged from α = 0.88-0.94 (Girgis, 

Lambert, & Lecathelinais, 2011). The SCNC-P&C45-D and subscales had high internal 

consistency, with Cronbach’s alpha coefficients that ranged from 0.82 to 0.97. The SCNS-

P&C45-D has a Cronbach’s alpha of 0.98. Convergent validity showed most subscales with 

moderate correlations with distress and burden due to informal care and high correlation with 

burden from informal care in other domains (Rietveld et al., 2019). The SCNS-P&C has been 

validated and supported in research and practice for cancer caregivers in other countries (Hanley 

et al., 2016; Heckel et al., 2018b; Livingston et al., 2014; Appendix L). 

Permission to use the tool and to publish was granted to the project leader by Professor 

Afaf Girgis (Appendix M). The project leader was the only one administering the tool and, 

therefore, measuring interrater reliability was not necessary. The participant was asked to 

complete the SCNS-P&C45 upon recruitment (pre-intervention) and after the last visit for 

analysis (Appendix N). This survey was done in person, by mail, or by telephone.  
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 Caregivers chat. The Caregivers Chat form (Appendix O) was adapted in accordance 

with the PROTECT program’s proven areas of caregiver need (Heckel et al., 2018a) that has 

been proven to reduce caregiver distress (Heckel et al., 2018b).  As part of the cancer caregiver 

intervention, the PROTECT program included six areas to help guide discussions led by 

oncology nurses during outcalls to caregivers. While raising the six topics for conversation, 

caregivers decided whether or not they wanted to discuss any one of the six topics, allowing the 

nurses to provide support and specific resources to the caregiver as indicated (Heckel et al., 

2018a; Heckel et al., 2018b; Livingston et al., 2014). The PROTECT program not only proved to 

reduce caregiver distress but has been shown to decrease the unmet supportive needs of 

caregivers as well (Heckel et al., 2018a). Caregivers who were at risk for depression also showed 

a significant effect in confidence due to having sufficient information to help manage their health 

(Heckel et al., 2018b).  

The project leader included the main parts of each component found in the PROTECT 

program with modifications to accommodate the available resources and process flow of the 

facility. The components from the guide mirror the components from the PROTECT program’s 

six components and include the following subjects: (a) health information and services; (b) 

financial issues; (c) practical issues; (d) psychological issues; (e) patient and caregiver health; 

and (f) family support (Appendix P). The modifications were done to allow the ICCs to verbalize 

issues or questions as they are written, word for word. This format was developed to help ICCs 

in conversations with the care team in a way that may be helpful for ICCs who wish to have such 

guidance. In the project, participants were instructed to use the guide as it applied to them during 

each clinic visit (this was written in the guide as well), discussing none or all of the components 

at their discretion. Because the facility did not have the available staff to perform one-on-one 
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visits with ICCs or outcalls (like in the PROTECT program), a guide used for the ICC during 

clinic visits was more feasible.  This allowed (a) ICCs to choose what components to discuss as 

it applies to their current situation and needs, (b) members of the care team to provide support, 

education, and resources to the ICCs as indicated, and (c) an intervention specifically for ICCs 

throughout the trajectory to help reduce their distress levels and possibly decrease unmet 

supportive care needs and perceived stress as subsequent outcomes. Additionally, the guide 

included explanations, recommendations, and resource numbers that the participant could use for 

support throughout the cancer trajectory to help in the process flow of the clinic, decreasing the 

extra steps that the intervention may have demanded from the care team. The information was 

printed on one side of an 8.5x11 sheet of paper as a cost-effective approach and for easy 

handling by ICCs. To help the guide be reader-friendly for ICCs, it was written at a seventh-

grade reading level, and the instructions and the components were typed at a font of 12 points. 

Members of the care team (where project implementation will take place) reviewed the guide as 

the project leader sought their guidance to ensure that information was correct and feasible for 

the clinic. The guide was reviewed and approved for use in the project setting by the clinical 

director of the facility, Kimberly Labree, DNP, ARNP, ANP-BC, OP (Appendix Q). 

Project Timeline 

The project proposal was presented on July 15, 2019. It met IRB approval from 

Jacksonville University and the project setting in December 2019. Implementation began in 

December 2019.  Recruitment and implementation overlap, having the project begin in 

December 2019. The intervention consisted of three post-operative clinic visits over a 16-week 

period. For participants who attended three consecutive clinic visits under the 16-week period, as 

this occurs in the cancer trajectory for these patients (e.g., due treatment changes, varying post-
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operative healing rates and conditions, personal reasons), the PL assessed these visits, 

determining if the visits were appropriate to include, and included them if they were more than 

one week apart at the minimum. The intervention ended in March 2020. The PL collected post-

intervention surveys and assessments 3 to 10 days after the last visit. These were done face-to-

face, by mail, or by phone. The data was available to analyze and complete by March 2020 (see 

Figure 8). The final project defense date is scheduled to be presented on June 18, 2020.     

 

Figure 8. Project Timeline. 

A final report will be uploaded to the Virginia Henderson e-Repository, and the scholarly 

paper will be submitted to a professional journal. A poster presentation will be displayed at the 

Jacksonville University’s annual research symposium by the project leader, who will share the 

intervention and results of the project. Results will be shared by the PL to the facility’s 

administration through a meeting or presentation. The timeline for the project is illustrated in 

Figure 8.  

Stakeholder Assessment and Readiness for Change 

The intervention was discussed with the head and neck oncological surgeon,  

nurse navigator, clinical nurse manager, and clinic nurse; all key members of the head and neck 
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oncology clinic who have all voiced consideration, support, and readiness for the intervention. 

Support has also been received from the vice president and clinical director (Appendix Q) of the 

cancer center, who were optimistic about the intervention for this population. The project leader 

developed an annual core competency for nursing staff in 2018 at the cancer center that 

encompassed cancer caregiver issues, initiatives, and recommendations and received positive 

feedback from leadership and staff as well as the oncology educator of the facility. Positive 

feedback and support from stakeholders, leadership, and staff are considered optimal for the 

organization’s readiness for change. 

Fiscal Considerations 

The project consisted of a form that is provided to each participant. The project leader 

utilized the organization’s paper and copying machine, maintaining the original and making 

copies. For participants who preferred to sign consents and fill out questionnaires (screening 

tools and baseline survey) by mail, an envelope was provided by the organization. Paper for the 

consents and screening tools were also supplied by the facility. Stamps were funded and 

provided by the project leader at $0.55 per stamp. Participants were asked to complete the packet 

two times (pre and post-intervention); therefore, costs were estimated to range from zero dollars 

(zero stamps used since the packet can be completed in person or by telephone) to $132.00 (this 

includes the PL mailing packets out and having participants mail the packets back). The total 

cost from the project leader was $6.60. 

 In regard to using extra staff during the project, the PL was there at all times to greet 

participants and collect distress screenings prior to all clinic visits.  This was not only done 

secure distress screening forms but to answer any questions or concerns by the patient and/or 

participant. The PL experienced no issues in this process. Future considerations include a 
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designated staff member(s) who will continue to provide caregivers both the distress screening 

and caregiver form . This could be done by front desk staff members who provide the form to 

ICCs after receiving the patient’s verbal consent during patient check-in. Distress screenings 

would then be collected by the front desk staff member to then send to the social work 

department for processing. If administration decides that patient consent is not required, the 

forms can be given to the patient, who can then provide the forms to his or her caregiver based 

on their discretion. This could be provided by front desk staff members who, after check in, hand 

registration forms to patients to review while in the waiting room. These forms would be added 

during chart preparation thus involves no extra paid staff member, but it does add an extra step in 

chart preparation or the check-in process.  

Currently, patient distress screenings are handled by the social workers who respond to 

scores of four or higher. This is done through an electronic pad that is handed to patients to 

complete after check in. Should the intervention be adopted, caregivers can be provided these 

electronic pads (versus the paper version) in the waiting rooms, prompting the care team to 

provide support and resources for this as well. This would increase the workload of the social 

work department if distress screenings are adopted to use for this population. The social work 

department works arduously to care for patients in distress, and it is a challenge to stay ahead of 

the number of distress screenings they must process daily. Therefore, the project leader 

facilitated this for project feasibility throughout this intervention. 

Sustainability 

 Decreasing ICCs’ distress and the positive impact that can have on the patient’s health-

related quality of life as a subsequent outcome can increase patient and caregiver satisfaction. By 

including the ICC in the patient’s management of care with consideration to the issues and 
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concerns that caregivers may experience in cancer caregiving, ICCs felt supported. This positive 

interpersonal relationship between the care team and patient-caregiver dyad may influence both 

patient and caregiver (or family) satisfaction scores. 

 The project allowed ICCs to interact with the care team during clinic visits and utilize the 

care team as a resource for education and support. Through this encounter, ICCs were not only 

provided with supportive interventions but were also made aware of available services that they 

may need later in the cancer trajectory. This access to and awareness of available services 

allowed ICCs to work collaboratively with the care team and other disciplines (with 

opportunities that remind them of these services every time they visit the clinic), thus 

participating in the management of care with the cancer patient. ICCs started to take charge of 

their own needs in a more proactive way as they recognized the importance of meeting their 

needs as caregivers. This collaborative effort improved the process flow as ICCs receive services 

in accordance with their needs in a more efficient manner throughout the cancer journey. 
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Section 6:  Evaluation Plan 

 The participants were asked to complete the post-intervention survey, DT, PSS, and 

SCNS-P&C45 after the last clinic visit (last point in time). These items provided information 

regarding an increase or decrease in participants’ distress levels, perceived stress levels, and 

unmet needs from the intervention.  The Caregiver Survey determined if participants felt an 

increase in resource access and implementation from the care team to the participant. Elements 

from the survey were used to measure the improved process, such as (a) interaction and 

engagement from the care team to the participant, (b) discussion of participants’ concerns and 

needs, (c) participants feeling they can talk with the care team about their concerns and needs, 

(d) participants knowing what questions or issues to raise that are helpful in caring for the cancer 

patient, (e) participant’s receiving resources or support from the care team, (f) participants 

feeling they are part of the team, and (g) participants feeling less stressed based on the support (if 

any) received from the care team. The SCNS-P&C45 provided further support on whether or not 

there was a change in resource access and implementation as this will identify whether the unmet 

needs of the participant decreased or increased. Distress screenings were done pre and post- 

intervention as well as prior to every clinic visit so as to measure distress levels throughout the 

intervention. The PL collected these results in person, on the phone, or by mail (providing a 

stamped envelope to participants as indicated) the week after the intervention was done. 

Method of Analysis  

Demographics (see Appendix R) as well as pre- and post-survey data (surveys, DT, PSS-

10, SCNS-P&C-45) collected in this project were summarized using descriptive statistics and/or 

frequency tables. Continuous variables were summarized by n, mean, standard deviation [SD], 

median, minimum, and maximum. An affect size of 14 participants were included for analysis. 
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Categorical variables were summarized by frequency count and percentage of participants within 

each category. Means and medians were reported to one decimal place greater than the original 

data. The standard deviation was reported to two decimal places greater than the original data. 

Minimum and maximum used the same number of decimal places as the original data. P-values 

greater or equal than 0.0001 were reported to 4 decimal places; p-values less than 0.0001 were 

reported as “<0.0001”. All percentages were reported to one decimal place. Bar charts, pie 

charts, histograms and, box and whisker plots were considered for data visualization when 

appropriate.  

Individual survey questions from DT, PSS-10, and SCNS-P&C-45 tools were 

summarized using frequency tables by intervention period (pre vs. post). DT, PSS-10, and 

SCNS-P&C-45 scores were calculated separately by participant at each evaluation period as the 

mean of non-missing item responses. Appropriate univariate tests were conducted to evaluate 

differences between pre- and post-intervention using appropriate statistical tests for paired data. 

Paired t-tests were used to compare between pre- and post- scores (continuous variables) and 

Wilcoxon signed-rank test for individual item responses (e.g. ordinal variables).  Each model 

was adjusted for demographics variables as risk factors. Demographic variables included (a) 

participant’s relationship to the patient (friend, spouse, partner, child, or parent), (b) participant’s 

gender, (c) if participant and patient live together or not, and (d) participant’s employment (full-

time, part-time, no job, or student). The effect of the intervention was tested by comparing pre 

and post-intervention adjusted mean scores.  

  Further exploratory analysis was undertaken as necessary, at the discretion of the  

project leaders. All statistical tests were conducted at 5% significance level using R version 3.4 

or higher (R Foundation for Statistical Computing, Vienna, Austria) and/or SAS version 9.4 or 
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higher (SAS Institute Inc., Cary, NC, USA). A consultation with the statistician occurred after 

the intervention to perform a final analysis of the data. Excel software and SPSS software were 

utilized to record and store data (Y. Toubouti, personal communication, July 7, 2019). 

Data Collection and Protection 

The PL secured data through Jacksonville University’s One Drive and shared this with 

the PL’s faculty chair and university’s statistician. One Drive met guidelines for privacy and 

security regarding the storage and transfer of the electronic data. Patient confidentiality was 

secured by designating each participant with a number as the only identifying factor. The data 

was safely stored on a portable hard drive that was secured with password protection. When not 

in use, it was locked in a drawer to ensure the security of the data, and the PL was the only 

person who had access to it. After project completion, the portable drive, along with the data 

spreadsheets and surveys, were destroyed. The results will be reported by the PL to the facility 

during a meeting with administration and staff of the head and neck surgical oncology clinic. The 

PL will submit a manuscript to Jacksonville University site at the Sigma repository and will 

conduct a poster presentation at the Jacksonville University’s annual research symposium. 
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Section 7: Findings 

The aim of this project was to improve resource access and implementation provided 

from a care team to informal cancer caregivers based on distress levels. The project was 

implemented in an outpatient cancer center where caregiver participants in the project were 

administered four surveys before and after the process improvement, with one survey 

administered prior to every clinic visit, to evaluate the effectiveness of the new process in 

improving the support from the care team to the ICC and decreasing the level ICC’s distress. The 

four administered survey were: Supportive Care Needs Survey Partners and Caregivers (SCNS-

PC45), Perceived Stress Scale Survey (PSS-10), Caregiver Survey, and Distressed Thermometer 

(DT). Demographics of caregiver participants (gender, relationship with the patient, residence, 

employment status) were recorded. 

Results 

The total number of cancer caregiver participants in the cohort was 14. Of them, 12 

(85.7%) were females, 11 (78.5%) were spouses/partners of the patients, 11 (78.6) reside with 

the patient, 6 (42.9%) have a part time job, and 4 (28.6%) have no job. The four survey 

questionnaires included the Supportive Care Needs Survey Partners and Caregivers (SCNS-

PC45), Perceived Stress Scale Survey (PSS-10), Distress Thermometer (DT), and Caregiver 

Survey (CS) where items were summarized by intervention period (pre vs. post) in Tables 2, 3, 6, 

and 7; respectively. The Distress Thermometer (DT) is summarized by clinic visits (a total of 

three visits) in Tables 4 and 5. Table 8 summarizes the pre and post test scores. The Wilcoxon 

sign-rank test was used to test for no differences between pre and post ratings at 5% level. 

Demographic information is summarized in Table 1 below for more detail. 
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Table 1 Summary of Demographic 

 

 

Variable 

Cohort  

N= 14 

n(%) 

  

Sex 

Male     2 (14.3) 

Female    12 (85.7) 

  

Relationship with the Patient 

Friend     0 ( 0.0) 

Spouse    10 (71.4) 

Partner     1 ( 7.1) 

Child     3 (21.4) 

Parent     0 ( 0.0) 

  

Residence with Patient 

Yes    11 (78.6) 

No     3 (21.4) 

  

Employment Status 

Full Time     4 (28.6) 

Part Time     6 (42.9) 

No Job     4 (28.6) 

Student     0 ( 0.0) 
N/R: not Reported, % = 100 x (n/N) 

 

Supportive care needs survey-partners & caregivers-45. Results, in Table 2, showed 

significant improvements (p-value <0.05) in participants’ satisfaction at post-intervention across 

the majority of the survey items. The improvement was observed in all accessing information 

items. For example, the percentage of satisfaction went from 0% before the intervention to 

92.9% (p-value 0.0001) after the intervention for the item “Accessing information about support 

services for carers/partners of people with cancer”. Significant improvements in caregiver’s 

satisfaction were also observed in items related to obtaining the best medical care, accessing 

local health care, being involved in the person with cancer's care, having opportunities to discuss 

concerns with the doctors, ensuring there is an ongoing case manager to coordinate services for 

the person with cancer, reducing stress in the person with cancer's life, looking after caregiver 

health, addressing fears about the person with cancer's physical or mental deterioration, caring 
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for the person with cancer on a practical level, adapting to changes to the person with cancer’s 

working life, finding out about financial support and government benefits.  No evidence of 

improvement was observed with respect to ‘Communicating with the person you are caring for’, 

‘Addressing problems with your sex life’, ‘Exploring your spiritual beliefs’, ‘Finding meaning in 

the person’s cancer illness’. 

Table 2 Summary of Supportive Care Needs Survey Partners and Caregivers (SCNS-PC45) 

 

 

Variable 

Pre 

n(%) 

Post 

n(%) P-value 

  

Accessing information relevant to your needs as a carer/partner 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0020* 

Satisfied     4 (28.6)    11 (78.6)  

Low need     0 ( 0.0)     3 (21.4)  
Moderate need     7 (50.0)     0 ( 0.0)  

High need     3 (21.4)     0 ( 0.0)  

  

Accessing information about the person with cancer's prognosis, or likely outcome 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0078* 

Satisfied     5 (35.7)    12 (85.7)  

Low need     6 (42.9)     2 (14.3)  

Moderate need     2 (14.3)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Accessing information about support services for carers/partners of people with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0001* 
Satisfied     0 ( 0.0)    13 (92.9)  

Low need     2 (14.3)     1 ( 7.1)  

Moderate need     8 (57.1)     0 ( 0.0)  

High need     4 (28.6)     0 ( 0.0)  

  

Accessing information about alternative therapies 

Not applicable     1 ( 7.1)     4 (28.6) 0.0215* 

Satisfied     3 (21.4)     8 (57.1)  

Low need     6 (42.9)     2 (14.3)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Accessing information on what the person with cancer's physical needs are likely to be 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0039* 

Satisfied     4 (28.6)    13 (92.9)  

Low need     9 (64.3)     1 ( 7.1)  

Moderate need     0 ( 0.0)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

 

Accessing information about the benefits and side-effects of treatments 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0078* 

Satisfied     5 (35.7)    12 (85.7)  
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Low need     5 (35.7)     2 (14.3)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

 

Obtaining the best medical care for the person with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0313* 
Satisfied     7 (50.0)    13 (92.9)  

Low need     4 (28.6)     1 ( 7.1)  

Moderate need     0 ( 0.0)     0 ( 0.0)  

High need     3 (21.4)     0 ( 0.0)  

  

Accessing local health care services when needed 

Not applicable     1 ( 7.1)     1 ( 7.1) 0.0063* 

Satisfied     1 ( 7.1)     7 (50.0)  

Low need     3 (21.4)     6 (42.9)  

Moderate need     7 (50.0)     0 ( 0.0)  

High need     2 (14.3)     0 ( 0.0)  

  

Being involved in the person with cancer's care, together with the medical team 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0005* 

Satisfied     2 (14.3)    13 (92.9)  

Low need     6 (42.9)     1 ( 7.1)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     3 (21.4)     0 ( 0.0)  

  

Having opportunities to discuss your concerns with the doctors 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0005* 

Satisfied     2 (14.3)    13 (92.9)  

Low need     3 (21.4)     1 ( 7.1)  

Moderate need     9 (64.3)     0 ( 0.0)  
High need     0 ( 0.0)     0 ( 0.0)  

  

Feeling confident that all the doctors are talking to each other to coordinate the person with cancer's care 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0625 

Satisfied     8 (57.1)    13 (92.9)  

Low need     5 (35.7)     1 ( 7.1)  

Moderate need     1 ( 7.1)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

 

Ensuring there is an ongoing case manager to coordinate services for the person with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0039* 

Satisfied     5 (35.7)    12 (85.7)  
Low need     5 (35.7)     2 (14.3)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Making sure complaints regarding the person with cancer's care are properly addressed 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.1250 

Satisfied     8 (57.1)    12 (85.7)  

Low need     4 (28.6)     2 (14.3)  

Moderate need     2 (14.3)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

Reducing stress in the person with cancer's life 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0039* 
Satisfied     0 ( 0.0)     6 (42.9)  

Low need     8 (57.1)     8 (57.1)  
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Moderate need     6 (42.9)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

  

Looking after your own health, including eating and sleeping properly 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0156* 

Satisfied     2 (14.3)     9 (64.3)  
Low need     8 (57.1)     3 (21.4)  

Moderate need     4 (28.6)     2 (14.3)  

High need     0 ( 0.0)     0 ( 0.0)  

  

Obtaining adequate pain control for the person with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0703 

Satisfied     7 (50.0)    13 (92.9)  

Low need     4 (28.6)     1 ( 7.1)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

  

Addressing fears about the person with cancer's physical or mental deterioration 

Not applicable     1 ( 7.1)     1 ( 7.1) 0.0063* 

Satisfied     1 ( 7.1)    10 (71.4)  

Low need     6 (42.9)     3 (21.4)  

Moderate need     5 (35.7)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

 

Accessing information about the potential fertility problems in the person with cancer 

Not applicable    14 (100)    14 (100) n/c* 

Satisfied     0 ( 0.0)     0 ( 0.0)  

Low need     0 ( 0.0)     0 ( 0.0)  

Moderate need     0 ( 0.0)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  
  

Caring for the person with cancer on a practical level, such as with bathing, changing dressings, or giving 

medications 

Not applicable     0 ( 0.0)     1 ( 7.1) 0.0039* 

Satisfied     6 (42.9)    13 (92.9)  

Low need     6 (42.9)     0 ( 0.0)  

Moderate need     2 (14.3)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

  

Finding more accessible hospital parking 

Not applicable     0 ( 0.0)     0 ( 0.0) 1.0000 

Satisfied    13 (92.9)    14 (100)  
Low need     0 ( 0.0)     0 ( 0.0)  

Moderate need     0 ( 0.0)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Adapting to changes to the person with cancer's working life, or usual activities 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0078* 

Satisfied     5 (35.7)    13 (92.9)  

Low need     6 (42.9)     1 ( 7.1)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

The impact that caring for the person with cancer has had on your working life, or usual activities 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.1250 
Satisfied     3 (21.4)     6 (42.9)  

Low need     5 (35.7)     5 (35.7)  
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Moderate need     3 (21.4)     2 (14.3)  

High need     3 (21.4)     1 ( 7.1)  

  

Finding out about financial support and government benefits for you and/or the person with cancer 

Not applicable     1 ( 7.1)     0 ( 0.0) 0.0117* 

Satisfied     2 (14.3)    13 (92.9)  
Low need     5 (35.7)     1 ( 7.1)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     3 (21.4)     0 ( 0.0)  

 

Obtaining life and/or travel insurance for the person with cancer 

Not applicable     2 (14.3)     4 (28.6) 0.1250 

Satisfied     7 (50.0)    10 (71.4)  

Low need     3 (21.4)     0 ( 0.0)  

Moderate need     1 ( 7.1)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Accessing legal services 

Not applicable     4 (28.6)     3 (21.4) 0.3438 

Satisfied     4 (28.6)    11 (78.6)  

Low need     5 (35.7)     0 ( 0.0)  

Moderate need     1 ( 7.1)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

  

Communicating with the person you are caring for 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.5000 

Satisfied     9 (64.3)     9 (64.3)  

Low need     3 (21.4)     4 (28.6)  

Moderate need     1 ( 7.1)     1 ( 7.1)  

High need     1 ( 7.1)     0 ( 0.0)  
  

Communicating with the family 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.2500 

Satisfied     7 (50.0)     9 (64.3)  

Low need     4 (28.6)     2 (14.3)  

Moderate need     2 (14.3)     3 (21.4)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Getting more support from your family 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.2188 

Satisfied     3 (21.4)     5 (35.7)  

Low need     4 (28.6)     3 (21.4)  
Moderate need     3 (21.4)     5 (35.7)  

High need     4 (28.6)     1 ( 7.1)  

  

Talking to other people who have cared for someone with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0005* 

Satisfied     1 ( 7.1)     9 (64.3)  

Low need     3 (21.4)     4 (28.6)  

Moderate need     3 (21.4)     1 ( 7.1)  

High need     7 (50.0)     0 ( 0.0)  

 

Handling the topic of cancer in social situations or at work 

Not applicable     1 ( 7.1)     2 (14.3) 0.1250 
Satisfied     5 (35.7)     7 (50.0)  

Low need     7 (50.0)     5 (35.7)  
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Moderate need     0 ( 0.0)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  

  

Managing concerns about the cancer coming back 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0391* 

Satisfied     2 (14.3)     6 (42.9)  
Low need     4 (28.6)     5 (35.7)  

Moderate need     5 (35.7)     1 ( 7.1)  

High need     3 (21.4)     2 (14.3)  

  

The impact that cancer has had on your relationship with the person with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0625 

Satisfied     7 (50.0)     9 (64.3)  

Low need     1 ( 7.1)     3 (21.4)  

Moderate need     3 (21.4)     2 (14.3)  

High need     3 (21.4)     0 ( 0.0)  

  

Understanding the experience of the person with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0002* 

Satisfied     0 ( 0.0)    10 (71.4)  

Low need     7 (50.0)     4 (28.6)  

Moderate need     4 (28.6)     0 ( 0.0)  

High need     3 (21.4)     0 ( 0.0)  

  

Balancing the needs of the person with cancer and your own needs 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0156* 

Satisfied     4 (28.6)     6 (42.9)  

Low need     3 (21.4)     5 (35.7)  

Moderate need     2 (14.3)     2 (14.3)  

High need     5 (35.7)     1 ( 7.1)  
  

Adjusting to changes in the person with cancer's body 

Not applicable     1 ( 7.1)     1 ( 7.1) 0.6250 

Satisfied     9 (64.3)    12 (85.7)  

Low need     3 (21.4)     0 ( 0.0)  

Moderate need     1 ( 7.1)     1 ( 7.1)  

High need     0 ( 0.0)     0 ( 0.0)  

 

Addressing problems with your sex life 

Not applicable     4 (28.6)     4 (28.6) 1.0000 

Satisfied     6 (42.9)     7 (50.0)  

Low need     4 (28.6)     3 (21.4)  
Moderate need     0 ( 0.0)     0 ( 0.0)  

High need     0 ( 0.0)     0 ( 0.0)  

  

Getting emotional support for yourself 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0039* 

Satisfied     3 (21.4)     8 (57.1)  

Low need     6 (42.9)     6 (42.9)  

Moderate need     3 (21.4)     0 ( 0.0)  

High need     2 (14.3)     0 ( 0.0)  

  

Getting emotional support for your loved ones 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0005* 
Satisfied     1 ( 7.1)     9 (64.3)  

Low need     4 (28.6)     5 (35.7)  
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Moderate need     4 (28.6)     0 ( 0.0)  

High need     5 (35.7)     0 ( 0.0)  

  

Working through your feelings about death and dying 

Not applicable     1 ( 7.1)     1 ( 7.1) 0.2188 

Satisfied     5 (35.7)     8 (57.1)  
Low need     4 (28.6)     3 (21.4)  

Moderate need     2 (14.3)     1 ( 7.1)  

High need     2 (14.3)     1 ( 7.1)  

  

Dealing with others not acknowledging the impact on your life of caring for a person with cancer 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.3438 

Satisfied     2 (14.3)     6 (42.9)  

Low need     4 (28.6)     3 (21.4)  

Moderate need     2 (14.3)     3 (21.4)  

High need     6 (42.9)     2 (14.3)  

  

Coping with the person with cancer's recovery not turning out the way you expected 

Not applicable     0 ( 0.0)     2 (14.3) 0.0215* 

Satisfied     1 ( 7.1)     5 (35.7)  

Low need     7 (50.0)     4 (28.6)  

Moderate need     3 (21.4)     2 (14.3)  

High need     3 (21.4)     1 ( 7.1)   

 

Making decisions about your life in the context of uncertainty 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.1250 

Satisfied     3 (21.4)     6 (42.9)  

Low need     3 (21.4)     4 (28.6)  

Moderate need     6 (42.9)     3 (21.4)  

High need     2 (14.3)     1 ( 7.1)  
  

Exploring your spiritual beliefs 

Not applicable     0 ( 0.0)     0 ( 0.0) 1.0000 

Satisfied    10 (71.4)    11 (78.6)  

Low need     2 (14.3)     1 ( 7.1)  

Moderate need     1 ( 7.1)     1 ( 7.1)  

High need     1 ( 7.1)     1 ( 7.1)  

  

Finding meaning in the person with cancer's illness 

Not applicable     4 (28.6)     3 (21.4) 0.3750 

Satisfied     1 ( 7.1)     3 (21.4)  

Low need     2 (14.3)     4 (28.6)  
Moderate need     0 ( 0.0)     1 ( 7.1)  

High need     7 (50.0)     3 (21.4)  

  

Having opportunities to participate in decision making about the person with cancer's treatment 

Not applicable     0 ( 0.0)     0 ( 0.0) 0.0020* 

Satisfied     3 (21.4)    10 (71.4)  

Low need     5 (35.7)     4 (28.6)  

Moderate need     5 (35.7)     0 ( 0.0)  

High need     1 ( 7.1)     0 ( 0.0)  
n/c: not computed, N/R: not reported, % = 100 x (n/N). 
Tests for no differences between pre and post responses were conducted using Wilcoxon Signed Rank test. 
* Significantly different at 5% significance level.} 
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Perceived stress scale survey. The perceived stress scale survey showed no to small  

improvement after the intervention. The most significant improvement was observed with 

respect to the item “In the last month, how often have you felt that you were unable to control the 

important things in your life?”; where the percentage of patients who responded fairly or very 

often was decreased from 78.6% before the intervention to 65.3% after the intervention (p-value 

0.0313), a difference of ~13%. Some improvement was also observed with respect to the item 

“In the last month, how often have you been upset because of something that happened 

unexpectedly?”. The percentage of patients who responded fairly or very often was 78.6% at the 

pre-intervention compared to 64.3% at the post-intervention period (p-value 0.0625); a decrease 

of ~14%. See Table 3 for more details. The Wilcoxon signed rank test was run due to the small 

sample size. 

Table 3 Summary of Perceived Stress Scale Survey (PSS-10) 

 

Variable 

Pre 

n(%) 

Post 

n(%) P-value 

  

In the last month, how often have you been upset because of something that happened unexpectedly? 

Never     0 ( 0.0)     0 ( 0.0) 0.0625 

Almost Never     0 ( 0.0)     4 (28.6)  

Sometimes     5 (35.7)     2 (14.3)  
Fairly Often     5 (35.7)     5 (35.7)  

Very Often     4 (28.6)     3 (21.4)  

  

In the last month, how often have you felt that you were unable to control the important things in your life? 

Never     0 ( 0.0)     1 ( 7.1) 0.0313* 

Almost Never     0 ( 0.0)     2 (14.3)  

Sometimes     3 (21.4)     2 (14.3)  

Fairly Often     5 (35.7)     5 (35.7)  

Very Often     6 (42.9)     4 (28.6)  

  

In the last month, how often have you felt nervous and 'stressed'? 

Never     0 ( 0.0)     1 ( 7.1) 0.2188 
Almost Never     0 ( 0.0)     3 (21.4)  

Sometimes     8 (57.1)     5 (35.7)  

Fairly Often     5 (35.7)     3 (21.4)  

Very Often     1 ( 7.1)     2 (14.3)  

  

In the last month, how often have you felt confident about your ability to handle your personal problems? 

Never     0 ( 0.0)     0 ( 0.0) 0.2500 

Almost Never     0 ( 0.0)     0 ( 0.0)  
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Sometimes     1 ( 7.1)     1 ( 7.1)  

Fairly Often     3 (21.4)     6 (42.9)  

Very Often    10 (71.4)     7 (50.0)  

  

In the last month, how often have you felt that things were going  your way? 

Never     0 ( 0.0)     0 ( 0.0) 0.3750 
Almost Never     1 ( 7.1)     2 (14.3)  

Sometimes     9 (64.3)     6 (42.9)  

Fairly Often     4 (28.6)     3 (21.4)  

Very Often     0 ( 0.0)     3 (21.4)  

  

In the last month, how often have you found that you could not cope with all the things that you had to do? 

Never     3 (21.4)     4 (28.6) 1.0000 

Almost Never     2 (14.3)     2 (14.3)  

Sometimes     7 (50.0)     5 (35.7)  

Fairly Often     2 (14.3)     3 (21.4)  

Very Often     0 ( 0.0)     0 ( 0.0)  

  

In the last month, how often have you been able to control Irritations in your life? 

Never     0 ( 0.0)     0 ( 0.0) n/c* 

Almost Never     0 ( 0.0)     0 ( 0.0)  

Sometimes     1 ( 7.1)     1 ( 7.1)  

Fairly Often     3 (21.4)     3 (21.4)  

Very Often    10 (71.4)    10 (71.4)  

  

In the last month, how often have you felt that you were on top of  things? 

Never     0 ( 0.0)     0 ( 0.0) n/c* 

Almost Never     0 ( 0.0)     0 ( 0.0)  

Sometimes     0 ( 0.0)     0 ( 0.0)  

Fairly Often     7 (50.0)     7 (50.0)  
Very Often     7 (50.0)     7 (50.0)  

  

In the last month, how often have you been angered because of things that were outside of your control? 

Never     2 (14.3)     4 (28.6) 0.1250 

Almost Never     4 (28.6)     4 (28.6)  

Sometimes     7 (50.0)     5 (35.7)  

Fairly Often     1 ( 7.1)     1 ( 7.1)  

Very Often     0 ( 0.0)     0 ( 0.0)  

  

In the last month, how often have you felt difficulties were piling up so high that you could not overcome 

them? 

Never     3 (21.4)     6 (42.9) 0.3750 
Almost Never     5 (35.7)     2 (14.3)  

Sometimes     3 (21.4)     5 (35.7)  

Fairly Often     3 (21.4)     1 ( 7.1)  

Very Often     0 ( 0.0)     0 ( 0.0)  
n/c: not computed, N/R: not reported, % = 100 x (n/N). 
Tests for no differences between pre and post responses were conducted using Wilcoxon Signed Rank test. 
* Significantly different at 5% significance level.} 

 

Distress thermometer.  Tables 4 and 5 summarize distress screening data by each clinic 

visit. Table 4 summarizes the results by reported problems, while Table 5 summarizes the 
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distress screening score calculated for each patient as the percentage of reported problems. The 

Kruskal Wallis test was used to test for no differences in scores among visits. The results did not 

show any evidence of significance differences in distress screenings (p-value 0.7492).  

Scores did show, however, statistically significant differences in pre and post-test scores. 

Table 6 summarizes items at pre- and post-intervention period with results. A test by item was 

not run as planned because of the small sample size. Additionally, most of the problems listed 

had a small incidence or no incidence. Table 8 summarizes these scores, showing statistically 

significant difference in the distress score at pre- and post-scores (p-value 0.0001). 

 

Table 4 Summary of Distress Screening by Visit 

 Visit 

Problem list 

1 
n(%) 

N=14 

2 
n(%) 

N=14 

3 
n(%) 

N=14 

child care 2 (14.3) 1 (7.1) 1 (7.1) 

Housing 0 (0.0) 0 (0.0) 0 (0.0) 

ins/fin 1 (7.1) 2 (14.3) 2 (14.3) 

transport. 0 (0.0) 0 (0.0) 0 (0.0) 

work/sch 4 (28.6) 4 (28.6) 4 (28.6) 

trmt dec 5 (35.7) 5 (35.7) 2 (14.3) 

deal chdrn 1 (7.1) 1 (7.1) 2 (14.3) 

deal part 3 (21.4) 3 (21.4) 5 (35.7) 

able chdrn 0 (0.0) 0 (0.0) 0 (0.0) 

fam hlt iss 4 (28.6) 4 (28.6) 4 (28.6) 

Depress 4 (28.6) 4 (28.6) 5 (35.7) 

Fears 3 (21.4) 4 (28.6) 5 (35.7) 
Nervous 4 (28.6) 5 (35.7) 6 (42.9) 

Sad 3 (21.4) 3 (21.4) 4 (28.6) 

Worry 9 (64.3) 7 (50.0) 9 (64.3) 

loss int 3 (21.4) 3 (21.4) 3 (21.4) 

spir/rel 4 (28.6) 1 (7.1) 1 (7.1) 

Appear 0 (0.0) 0 (0.0) 0 (0.0) 

bath/drsg 0 (0.0) 0 (0.0) 0 (0.0) 

Breath 0 (0.0) 0 (0.0) 0 (0.0) 

urine chg 0 (0.0) 0 (0.0) 0 (0.0) 

Const 0 (0.0) 0 (0.0) 0 (0.0) 

Diarrhea 0 (0.0) 0 (0.0) 0 (0.0) 

Eating 3 (21.4) 2 (14.3) 3 (21.4) 
Fatigue 2 (14.3) 1 (7.1) 2 (14.3) 

feel swell 0 (0.0) 0 (0.0) 0 (0.0) 

Fevers 0 (0.0) 0 (0.0) 0 (0.0) 

get around 0 (0.0) 0 (0.0) 0 (0.0) 
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 Visit 

Problem list 

1 

n(%) 

N=14 

2 

n(%) 

N=14 

3 

n(%) 

N=14 

Indigest 0 (0.0) 0 (0.0) 0 (0.0) 

mem/conc 2 (14.3) 3 (21.4) 3 (21.4) 
mouth sore 0 (0.0) 0 (0.0) 0 (0.0) 

Nausea 0 (0.0) 0 (0.0) 0 (0.0) 

nose/dry 0 (0.0) 0 (0.0) 0 (0.0) 

Pain 0 (0.0) 0 (0.0) 0 (0.0) 

Sexual 0 (0.0) 0 (0.0) 0 (0.0) 

skin dry/it 0 (0.0) 0 (0.0) 0 (0.0) 

Sleep 2 (14.3) 3 (21.4) 4 (28.6) 

subs.use 0 (0.0) 0 (0.0) 0 (0.0) 

ting h/f 0 (0.0) 0 (0.0) 0 (0.0) 

Other Prob 2 (14.3) 2 (14.3) 2 (14.3) 
% = 100xn/N. 

Table 5 Distress Screening Scores by Visit 

Variable Visit 1 Visit 2 Visit 3 P-value 

  

Distress Screening Score (%) 

N 14 14 14  

Mean (SD) 10.89 (12.349) 10.36 (11.303) 11.96 (10.104) 0.7492 

Median 2.50 5.00 10.00  

Min - Max 0.00 - 37.50 0.00 - 35.00 0.00 - 35.00  
SD: standard deviation, Min: Minimum, Max: Maximum. 
P-value is from Kruskal Wallis test for no difference between scores across visits. 

 

Table 6 Summary of Pre and Post Distress Screening 

 

 

 Visit 

Problem list 

Pre 

n(%) 

N=14 

Post 

n(%) 

N=14 

child care 2 (14.3) 1 (7.1) 

Housing 0 (0.0) 0 (0.0) 

ins/fin 4 (28.6) 2 (14.3) 

transport. 0 (0.0) 0 (0.0) 

work/sch 7 (50.0) 4 (28.6) 

trmt dec 7 (50.0) 4 (28.6) 

deal chdrn 2 (14.3) 1 (7.1) 

deal part 5 (35.7) 3 (21.4) 
able chdrn 0 (0.0) 0 (0.0) 

fam hlt iss 4 (28.6) 4 (28.6) 

Depress 5 (35.7) 5 (35.7) 

Fears 7 (50.0) 2 (14.3) 

Nervous 9 (64.3) 4 (28.6) 

Sad 4 (28.6) 4 (28.6) 

Worry 12 (85.7) 10 (71.4) 

loss int 8 (57.1) 3 (21.4) 

spir/rel 2 (14.3) 1 (7.1) 

Appear 0 (0.0) 0 (0.0) 
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bath/drsg 0 (0.0) 0 (0.0) 

Breath 0 (0.0) 0 (0.0) 

urine chg 0 (0.0) 0 (0.0) 

Const 0 (0.0) 0 (0.0) 

Diarrhea 4 (28.6) 0 (0.0) 

Eating 5 (35.7) 1 (7.1) 
Fatigue 3 (21.4) 1 (7.1) 

feel swell 1 (7.1) 0 (0.0) 

Fevers 0 (0.0) 0 (0.0) 

get around 0 (0.0) 0 (0.0) 

Indigest 0 (0.0) 0 (0.0) 

mem/conc 4 (28.6) 2 (14.3) 

mouth sore 0 (0.0) 0 (0.0) 

Nausea 0 (0.0) 0 (0.0) 

nose/dry 0 (0.0) 0 (0.0) 

Pain 0 (0.0) 0 (0.0) 

Sexual 0 (0.0) 0 (0.0) 

skin dry/it 0 (0.0) 0 (0.0) 
Sleep 5 (35.7) 3 (21.4) 

subs.use 0 (0.0) 0 (0.0) 

ting h/f 0 (0.0) 0 (0.0) 

Other Prob 2 (14.3) 2 (14.3) 
% = 100xn/N. 

 

 

Caregiver survey. Results, in Table 7, showed significant improvements in caregiver 

ratings at post-intervention across all survey items. Most significant improvement were observed 

with respect to interacting with care team, discussing concerns during clinic visits, feeling 

comfortable talking about issues and concerns, provided support, feeling a part of the care team 

in the care of loved one. For the item “I am provided support (e.g. education in caring for patient; 

counseling; resources) from the care team to me as the caregiver”, the percentage of caregivers 

who responded “Always” improved from 0% to 78.6% after the intervention (p-value 0.0005). 

For the item “My concerns and needs as a caregiver are discussed between the care team and me 

during clinic visits”, the percentage of participants who responded “Always” improved from 0% 

to 71.4% (p-value 0.0005). Similarly, the percentage of participants who responded “Always” to 

the item “Individual(s) from my care team make it a point to interact and engage directly with 

me as the caregiver” increased from 14.3% to 64.3% (p-value 0.0039), an improvement 50%. 

The Wilcoxon signed rank test was run due to the small sample size. 
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Table 7 Summary of Caregiver Survey 

 

Variable 

Pre 

n(%) 

Post 

n(%) P-value 

 

Individual(s) from my care team make it a point to interact and engage directly with me as the caregiver 

Never     0 ( 0.0)     0 ( 0.0) 0.0039* 

Rarely     3 (21.4)     1 ( 7.1)  

Sometimes     6 (42.9)     1 ( 7.1)  

Often     3 (21.4)     3 (21.4)  

Always     2 (14.3)     9 (64.3)  
  

My concerns and needs as a caregiver are discussed between the care team and me during clinic visits 

Never     2 (14.3)     0 ( 0.0) 0.0005* 

Rarely     4 (28.6)     1 ( 7.1)  

Sometimes     7 (50.0)     1 ( 7.1)  

Often     1 ( 7.1)     2 (14.3)  

Always     0 ( 0.0)    10 (71.4)  

  

I feel comfortable to openly talk about the issues, concerns, and needs that I experience as caregiver 

Never     1 ( 7.1)     0 ( 0.0) 0.0005* 

Rarely     3 (21.4)     0 ( 0.0)  

Sometimes     8 (57.1)     2 (14.3)  
Often     1 ( 7.1)     2 (14.3)  

Always     1 ( 7.1)    10 (71.4)  

  

I feel knowledgeable as a caregiver regarding questions and issues to raise when caring for a person with 

cancer 

Never     0 ( 0.0)     0 ( 0.0) 0.1250 

Rarely     0 ( 0.0)     0 ( 0.0)  

Sometimes     2 (14.3)     0 ( 0.0)  

Often     7 (50.0)     6 (42.9)  

Always     5 (35.7)     8 (57.1)  

  

I am provided support (e.g. education in caring for patient; counseling; resources) from the care team to me 

as the caregiver 

Never     0 ( 0.0)     0 ( 0.0) 0.0005* 

Rarely     6 (42.9)     0 ( 0.0)  

Sometimes     6 (42.9)     1 ( 7.1)  

Often     2 (14.3)     2 (14.3)  

Always     0 ( 0.0)    11 (78.6)  

  

The clinic staff make me feel like I am part of the care team in the care of my loved one/patient 

Never     0 ( 0.0)     0 ( 0.0) 0.0010* 

Rarely     0 ( 0.0)     0 ( 0.0)  

Sometimes    11 (78.6)     2 (14.3)  

Often     2 (14.3)     1 ( 7.1)  
Always     1 ( 7.1)    11 (78.6)  

 

The support I get from the care team helps me feel less stressed as a caregiver 

Never     0 ( 0.0)     0 ( 0.0) 0.0039* 

Rarely     5 (35.7)     0 ( 0.0)  

Sometimes     8 (57.1)     7 (50.0)  

Often     1 ( 7.1)     5 (35.7)  
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Always     0 ( 0.0)     2 (14.3)  
n/c: not computed, N/R: not reported, % = 100 x (n/N). 
Tests for no differences between pre and post responses were conducted using Wilcoxon Signed Rank test. 
* Significantly different at 5% significance level.} 

 

Survey scores. SCNS-PC45, PPS-10, Distress Screenings, and CS scores were calculated 

for each participant as the means of item responses. Lower scores of SCNS-PC45, PPS-10, and 

Distress Screenings are better than higher scores, while a higher CS score is better. The 

descriptive statistics along with paired t-tests for no changes in scores between pre- and post-

intervention periods were summarized in Table 5. The boxplot of the score distributions are 

depicted in figures filed by the intervention period (Figures 9, 10, 11, and 12.   

 As shown in Table 8, the mean changes (SD) in SCNS-PC45, PSS-10, and CS scores 

were -0.78 (0.380), -0.20 (0.254), -8.04 (5.562), and 1.36 (0.595); respectively. The results 

showed a significant decrease in the distress score at post-evaluation (p-value 0.0001). The 

intervention showed significant improvement in all four scores (p-value < 0.05). The magnitude 

of the improvement was high in CS and Distress Thermometer results, moderate in SCNS-PC45 

and low in PPS-10 scores. Although the mean change in PPS-10 scores was found to be 

statistically significant, the magnitude of the improvement was negligible and not meaningful (Y. 

Toubouti, personal communication, April 27, 2020). 

Table 8 Summary of Pre and Post Scores 

 

Variable Pre Post Difference P-value 

  

SCNS-PC45 

N 14 14 14  

Mean (SD) 3.07 (0.567) 2.29 (0.311) -0.78 (0.380) <.0001* 

Median 3.17 2.28 -0.77  

Min – Max 2.09 - 4.07 1.87 - 2.96 -1.38 - -0.11  

  

PSS-10 

N 14 14 14  

Mean (SD) 3.61 (0.328) 3.41 (0.444) -0.20 (0.254) 0.0114* 

Median 3.60 3.40 -0.05  

Min – Max 3.10 - 4.10 2.80 - 4.10 -0.80 - 0.00  
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Distress Screening Score (%)                   

n                                                                   14                             14                            14 

Mean (SD)                                          18.21 (11.537)          10.18 (11.071)          -8.04 (5.562)               0.0001*          

Median                                                     17.50                         5.00                           -6.25 

Min – Max                                           2.50 – 35.00               0 00 – 30.00           -20.00 – 2.50  
 

CS 

N 14 14 14  

Mean (SD) 3.08 (0.320) 4.44 (0.586) 1.36 (0.595) <.0001* 

Median 3.00 4.57 1.50  

Min – Max 2.71 - 3.86 2.86 - 5.00 0.00 - 2.14  

 

 
SD: standard deviation, Min: Minimum, Max: Maximum. 
* Significantly different at 5% significance level. 
Paired t-test was used to test for significant differences between the pre- and post- scores 
 

 

 

 

 

Figure 9. Boxplot of SCNS-PC45 Scores by Period of Intervention 
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Figure 10. Boxplot of PSS-10 Scores by Period of Intervention 

 

 

Figure 11. Boxplot of Distress Scores by Period of Intervention 
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Figure 12. Boxplot of CS Scores by Period of Intervention 

Discussion of Findings 

Prior to the intervention, initiatives that provided support and resources from the care team 

to the ICCs during clinic visits throughout the trajectory varied and were inefficient, insufficient, 

or absent at the clinic. The project aimed to improve resource access and implementation provided 

from a care team to informal cancer caregivers. A decrease in distress levels helps determine if 

there was an improvement in this process. When the standardized practice was implemented, 

consisting of distress screenings and a guide, an improvement in resource access and 

implementation was found with a significant decrease in distress screening scores at post 

intervention. Surveys also showed a decrease in participants’ perceived stress and unmet needs 

with an improvement in caregiver ratings. Key facilitators, barriers, and unintended consequences 

were also identified due in part to restrictions from Coronavirus Disease 2019, changes in patients’ 

conditions and treatment plans, the presence of the project leader, and content observed in 

participants’ and patients’ verbal feedback. 
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Perceived stress, unmet needs, caregiver survey, and distress levels. The decrease in  

unmet needs were found to be statistically significant in several areas, providing support towards 

an improvement in resource access and implementation. An improvement in resource access was 

found as evidenced by an improvement in accessing information items, obtaining the best medical 

care, accessing local health care, and finding out about financial support and government benefits. 

An improvement in resource implementation was found as evidenced by an improvement in 

participants being involved in the person with cancer's care, having opportunities to discuss 

concerns with the doctors, ensuring there is an ongoing case manager to coordinate services for 

the person with cancer, reducing stress in the person with cancer's life, looking after caregiver 

health, addressing fears about the person with cancer's physical or mental deterioration, caring for 

the person with cancer on a practical level, and adapting to changes to the person with cancer's 

working life.  

The decrease in perceived stress levels found some statistical significance difference, yet 

the results show little to no improvement. The decrease was noted mostly in how often participants 

were unable to control important things in life and how often they were upset with something that 

happened unexpectedly. The caregiver survey found improvement across all items on the survey, 

noted mostly when participants felt an increase from the care team when providing them support, 

discussing their needs, and interacting with them directly as a caregiver during clinic visits. 

A significant decrease in distress levels was found post intervention. The decrease was 

noted mostly in emotional problems such as fears, nervousness, a lost of interest in usual activities, 

as well as in physical problems such as with diarrhea and eating. Prior to the intervention, most 

participants experienced worry followed by nervousness, loss of interest in usual activities, 

treatment decisions, dealing with children, and fears. No reports in housing, transportation, and 
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family health issues were found including several items related to physical problems caregivers 

may experience. There were no statistically significant differences in distress levels between clinic 

visits that occurred during the intervention. 

The improvement in resource access and implementation as evidenced by PSS-10, SCNC-

PC45, and Caregiver Survey results may have affected distress levels throughout the intervention 

and should be considered. Participants completed distress screenings but did not wish to receive 

services from social work, psychology, or other services associated with the distress screening; 

instead, participants seemed more interested in the Caregivers Chat guide and overall clinic visit. 

This may have contributed to no significant changes between clinic visits as opposed to pre and 

post-intervention distress scores. Distress is the experience of emotional, social, spiritual, or 

physical pain or suffering that affects feelings of sadness, fear, depression, anxiety, or loneliness 

(National Cancer Institute, n.d.). In caregiver strain and burden, caregivers experience difficulties 

in assuming and functioning in their caregiver role including the associated changes in their 

emotional and physical health when care demands exceed resources (as cited in Irwin et al,. 2018). 

During the intervention, participant’s unmet needs (demands) may have been met (did not exceed 

resources), possibly alleviating any (or the potential of) pain or suffering as a caregiver. The 

possibility that the intervention provided effective support that could have influenced participants’ 

desire to utilize support from the DT should be considered. 

Key facilitators, barriers, and unintended consequences.  The project experienced some 

issues in the project’s protocol and length of the intervention. This was due to low recruitment 

numbers (in the beginning of implementation), Coronavirus Disease 2019 (COVID-19), inclusion 

criteria, and the variation in appointment times among patients. Additionally, the presence of the 

project leader was found to serve as a resource to patients and participants in support and 
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education. Verbal feedback from the intervention was unintended yet provided insight on patients’ 

and participants’ perception of the intervention. 

Recruitment period, project interruption, and inclusion criteria. When the project was 

proposed, the organization was undergoing much change and growth, and two head and neck 

surgical oncologists joined the cancer center while the project was undergoing IRB review. The 

recruitment period was initially proposed for 60 days. After one month of implementation, 

recruitment numbers were not desirable, and the PL amended the protocol to extend another month 

(or 90 days) as well as expand the population to include participants under all of the surgeons (a 

total of three) in the clinic. These amendments did show a desirable increase in recruitment 

numbers; however, this was soon shortened due to restrictions related to COVID-19. Forty-four 

eligible participants were contacted in person or by phone in the first two and a half months within 

the proposed four-month recruitment period. Thirty-four participants met criteria. However, 

COVID-19 restrictions affected this, and participants recruited from December 2019 to January 

2020 (approximately one and a half months) could only be included as they completed the 

intervention, meeting project guidelines for analysis. As a result, 14 participants completed the 

intervention prior to restrictions placed in the project setting with a zero percent attrition rate. This 

restriction impacted the sample size which may have affected results otherwise; however, 

statistical significance was found, helping provide information about the effectiveness of the 

project. Additionally, due to the media covering information on this pandemic as well as 

individuals who may have been directly or indirectly impacted by COVID-19, this may have 

caused patients and participants fear, distress, and anxiety, affecting survey scores near the time 

of project completion.  

The inclusion criteria required patients to first undergo surgery before being contacted for  
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recruitment. Patients and caregivers had a 7 to 10-day window to determine whether or not to 

participate right after surgery. Some patients and eligible participants (caregivers) felt 

overwhelmed and preferred not to participate in anything so soon after surgery. Other reasons for 

non-participation were because caregivers did not come to the first clinic visit (per project 

protocol) and therefore, they did not complete consents and surveys at preintervention as required 

per project protocol. 

Time between clinic visits. The intervention had caregivers attend three consecutive clinic 

visits 7 to 10 days after surgery, one month from the first visit, and then four months from the first 

visit. These estimated time periods were based on the average treatment plan for head and neck 

cancer patients that require surgery and receive chemotherapy, radiation, or both. These 

timeframes were also influenced by the telephone outcall PROTECT program and were proven 

effective in the decrease of distress and unmet needs (Heckel et al., 2018a). Because the patients’ 

conditions and treatment plan can change, the post operative visits were not always able to follow 

the aforementioned schedule. Instead, some patients came to their second and final visit earlier 

than the standard post operative visits. Because patients and participants were still following the 

project’s protocol otherwise, patients and caregivers that attended a total of three consecutive post-

operative visits were included. Distress levels, unmet needs, perceived stress, and caregiver ratings 

may have been affected by this. 

Presence of project leader. The project leader (PL) greeted participants in the waiting room 

to collect distress screenings and provided them with the caregiver guide. Often times, this allowed 

participants to have one-on-one time with the PL until the patient (and caregiver) was called to the 

clinic room. Waiting room times could range from a few minutes to 15 to 20 minutes, depending 

on the clinic flow that day. As appropriate, the PL provided emotional support by listening, being 
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present, and engaging in conversation with participants in the waiting room until they were called 

to the clinic room. This was not initiated by the PL but by participants as they became more 

familiar with the PL. When caregivers are welcomed to share their emotions, discussing their 

feelings, fears, and problems, this by itself provides assurance (Ferrel et al., 2017; Waldron et al., 

2012). By simply listening and being present with caregivers, attention alone provides benefits, 

sometimes more than the intervention can provide (Applebaum et al., 2013; Fu et al., 2017). 

Participants may have considered the PL as part of the care team due to these circumstances. This 

may have affected survey scores and decreased opportunities for participants to interact with the 

care team. 

Opportunities to discuss inquiries between the participants and care team may have been 

somewhat hindered when participants learned the PL worked at the cancer center as a Registered 

Nurse when not conducting the project. Participants and patients would ask the PL to retrieve 

information related to scheduling details and to request for services from the staff while in the 

waiting room with the PL. The PL had insight to answer questions that helped the participant save 

time from calling staff or schedulers per the participants’ request.  

Participants asked the PL about general medical terms as they felt more comfortable with 

the PL (“What is a CBC and what does it mean? Does a CBC include iron and cholesterol levels?). 

Because these were general medical terms that would not influence their treatment plan or disease, 

nor was this any form of medical advice or recommendation, this was feasible for the project. If 

the PL did not answer these general questions, it may have affected the relationship with the PL, 

intervention, or care team since the participant or patient wanted the answer at the present time; 

therefore, the PL felt it appropriate to answer these very general questions. If there were inquiries 

specific to the disease/treatment plan or needed education, medical advice, or recommendations 
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from the care team (i.e. inquiries related to nutrition, social work, speech therapy, physical therapy, 

and services provided by all other care team members), the PL would have participants direct this 

to the care team. At no point in time did the PL answer these specific inquiries. 

The PL performed distress screenings so that staff members would not be overburdened by 

the intervention. This was because the organization was experiencing much growth and change 

where patient care and new processes were holding precedence at the time of implementation. 

Distress screenings are normally facilitated by the social work department, and the project leader 

would contact social workers should the distress indicate a distress score or need from the 

participant that warranted a consult. None of the participants requested needs found on the distress 

thermometer and did not request consults with the social workers, psychology department, or other 

areas. 

Feedback from patients and participants.  Feedback from participants was observed by 

the PL, helping support other aspects of the intervention that reflect an improvement in resource 

access and implementation from the project. Patients often shared how focus on the caregiver 

through an intervention made them feel. The feedback was positive, possibly alleviating patients’ 

concerns about their caregiver that, as a result, may positively affect the health of the patient; 

however, this was not measured. The following includes examples of patients’ and participants’ 

verbal feedback as observed and recorded by the PL in the waiting room.  

 Patient A stated, “I always tell him (referring to spouse) that he needs to rest and not worry 

so much. This makes me feel like someone else can remind him to take it easy”. Patient B stated, 

“She (referring to daughter) never asks for help. Maybe this will help her talk with other people 

who understand (when referring to support groups mentioned on the caregiver guide)”. Patient C 
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commented, “I appreciate you asking how my husband is doing. It makes me feel like you guys 

care about what they are going through, too.” Patient D commented, 

I’m glad you are doing this because I worry about my wife. She doesn’t like to talk about 

it with me because she thinks it will make me more depressed. Maybe she will talk about 

it more with our children. Maybe this will help remind her to not make this such a big deal 

out of it because we can only do what we can do. 

For participants, Participant A stated,  

“I use the form to help remind me of what I want to ask because I don’t always write down 

what ‘I’ need (as a caregiver) usually”. Participant B commented, “I like that someone is 

talking with me about it. I really appreciate you asking how we are doing (as caregivers)” 

Participant C commented, 

I like how there are numbers and stuff to talk about on the chat form. I always forget to ask 

and I don’t remember who to look for. It reminds me of the things I was thinking about 

during that visit that I forgot once we left. 

Participant D commented,  

I use the form to write down what I want to ask next time because I can’t think about them 

on the spot. If I don’t have anything to talk about this visit, I like to use it later on or call 

the nurse back with (my) questions later. 

Participant E commented,  

I feel comfortable asking questions that are related to what I maybe need when I go home 

and do this on my own. Sometimes I feel like I’m suppose to know it all when I don’t. I 

just don’t know what I don’t know. 
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Section 8: Recommendations and Implications 

The intervention provided caregivers of head and neck surgical oncology patients 

resource access and implementation that was beneficial for caregivers and feasible to the 

organization. A decrease in caregivers’ distress levels, perceived stress, and unmet needs with 

improved overall caregiver survey results indicate this intervention was effective in all areas; 

meeting project objectives in improving resource access and implementation with a decrease in 

distress levels. Recommendations and implications for adoption of the intervention include the 

continued use of the Caregivers Chat guide with considerations in the use of the distress 

thermometer.   

The intervention did not increase the workload of the care team but instead let the 

caregiver trigger conversations and request support as needed, having the care team respond as 

indicated. The intervention allowed caregivers to recognize the support that has always been 

available at the organization. By providing this form to caregivers at check-in, this gesture 

provided caregivers a sense of support and effort from the care team. Since the Caregivers Chat 

form was used as a resource, this could be beneficial to continue at the organization for cancer 

caregivers at every visit. Safeguards in patient privacy could be maintained by patients. Front 

desk staff members could hand the form(s) to patients and have patients deem who should 

receive the Caregivers Chat form, allowing this exchange to maintain confidentiality per Health 

Insurance Portability & Accountability Act (HIPAA) regulations. This would not only be 

feasible at in the project setting but in other healthcare facilities as well.  

With consideration to the outcomes that occurred from the presence of the project leader, 

establishing a designated individual(s) to assure ongoing improvement in effective caregiver 

support is effective and maintained is recommended. This would be similar to the role of the 
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project leader in this intervention. Research has supported the value in such a designated role, 

identifying this person as the Caregiver Champion in an organization. This would provide 

ongoing support for cancer caregivers as these individuals would maintain and/or develop 

standardized guidelines that address caregiver assessment, education, and resources. Caregiver 

champions work collaboratively among caregiving, professional, and cancer-related 

organizations to advocate policy and practice changes for this population (Northouse et al., 

2012).  

Because distress screenings are administered only to patients currently at this facility, the 

use of distress screenings for caregivers in the future may be an issue since this would require 

social workers to service caregivers (distress screenings are facilitated by social workers at this 

organization), increasing their work load. This was not desirable; thus, the project leader took 

responsibility to facilitate this as appropriate. Based on the results of this intervention with 

consideration to staff availability, the need for distress screenings may not be necessary at the 

present time. However, the use of distress screenings should be considered for the future to 

identify if the caregiver intervention is effective since research has shown cancer caregivers 

often experience this. Also, the distress thermometer triggers consults to social workers or 

psychologists as needed or requested, and the coordination in care to treat caregivers from these 

departments may require other steps, including possible admission to legally receive care (i.e. 

psychologist can sometimes see both the patient and caregiver for therapy). Future 

considerations on staff availability are indicated. It should be noted that the Caregivers Chat 

form does provide caregivers information that these services are available for them, allowing 

caregivers to contact these departments as needed; however, it in no way measures or treats 

specifically for distress.  
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The project leader observed the support participants experienced in the waiting room as  

beneficial based on feedback. The act of simply listening, engaging, and being present provided 

participants a sense of ease and support.  Physicians, nurses, and other care team members can 

also utilize the components from the Caregivers Chat form in their visits with the patient and 

caregiver, allowing opportunities to support the caregiver to emerge. Because caregivers prefer 

to receive services from healthcare professionals and desire to be part of the care team in 

treatment and discussions, clinic visits provide an opportunistic time for care team members to 

proactively provide such support. Patients are the primary focus during visits, however, as more 

and more patients are treated on an outpatient basis, the need to provide effective support to 

caregivers is important in the continuity of care for these patients at home. Administration could 

work with physicians, nurses, the information technology department, and other front-line care 

team members to integrate this in the care plan in such a way that is feasible in-patient care and 

the flow of the clinic. Research on which components that would be best for care team members 

to discuss with regard to the amount of time permitted during a patient’s clinic visit is indicated. 

If this is not possible, the Caregivers Chat form by itself may provide a means of support based 

on the results and feedback from this project. 

Although the COVID-19 pandemic interrupted the longevity of the intervention thus 

ultimately affecting the sample size, the recruitment period required amendments during 

implementation to increase recruitment numbers. In regard to clinic visits, patients were also 

seen at different times depending on the type and stage of their cancer, disease trajectory, 

treatment schedule, and other circumstances that influence how often they will see the care team. 

Because caregivers value the presence and support from care team members overall, consistent 

opportunities to engage with the caregiver are optimal. It may not be necessary to follow this 
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protocol as far as times seen in between each clinic visit since participants in the intervention 

were seen at varying times with positive outcomes. Additionally, eligibility for recruitment may 

not need to require participants to be contacted after surgery but instead, caregivers could be 

contacted prior to surgery. For statistical reasons, eligible participants were contacted after 

surgery when diagnosis was determined. However, many patients are usually aware they have 

cancer (through images and biopsies) and are undergoing surgery to remove this, and the need to 

wait until surgery is performed (before their caregiver can receive support) may not be 

necessary. This may increase recruitment numbers in future research. This may also decrease the 

patient or caregiver feeling overwhelmed right after surgery. The care team could introduce this 

to cancer caregivers prior to surgery as support early on in the cancer trajectory would seem to 

provide benefits and little to no risk to the patient or caregiver.  

Limitations 

The demographic of participants, small sample size of 14 participants, and the disease-

specific project setting limited the generalizability of the project. Participants were mostly 

female and spouses of patients.  Participants consisted of only newly diagnosed post-operative 

head and neck cancer patients that receive treatments (chemotherapy, radiotherapy, or both). 

This is not representative of all cancer patients, such as those with different cancer types, stages, 

who do not need surgery, who will not receive treatments, and who are in reoccurrence (not 

newly diagnosed). Interruption of the project due to the COVID-19 pandemic may have also 

affected results but cannot be determined.   

Conclusion 

This intervention showed a significant improvement in caregiver satisfaction of support 

provided by the care team as assessed using both SCNS-PC45 and CS surveys. The results 
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showed also a statistically significant reduction in stress level as measured using PPS-10 scale; 

however, the magnitude of the change was considered negligible. Distress levels prior to each 

clinic visit showed no statistically significant differences as assessed using the Distress 

Thermometer; however, there was statistically significant differences at pre- and post-

intervention. 

Through use of the Caregivers Chat guide, the cancer care team provided caregivers of 

head and neck surgical oncology cancer patients support that decreased distress levels, unmet 

needs, and perceived stress levels with overall improvement in caregiver survey results. The 

results from this project support adoption of this form in the project setting with considerations 

in the utilization of the distress thermometer at the present time. Outpatient cancer centers can 

consider using the Caregivers Chat guide, with considerations to staff availability in distress 

screenings, to provide support to cancer caregivers throughout the cancer trajectory. The 

establishment of Caregiver Champions can help provide ongoing care to this population, 

maintaining effective support in resource access and implementation in this clinical setting and 

throughout the organization. 
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Appendix A – Consent to Participate in the Project 

Informed Consent Document to Participate in IRB Exempt Quality Improvement Study  

Explanation of the Project & What the Project Leader Will Do 

1. The project’s aim is to improve resource implementation and access from the care team 

to informal caregivers of head & neck cancer patients at Baptist MD Anderson’s Head & 

Neck Surgical Oncology clinic. Research has shown this may reduce levels of distress in 

caregivers of cancer patients. 

2. You are being asked to participate in a quality improvement study for cancer caregivers 

of head and neck cancer patients. 

1. You will be asked to: 

i. Voluntarily participate in an intervention that includes surveys and 

questionnaires that assess for caregiver’s demographics, perceived stress, 

distress, needs as a caregiver for the care recipient (patient), and 

effectiveness of the intervention. 

ii. Voluntarily participate in conversations with your care team so as to allow 

for open discussions about questions and/or issues that may be valuable 

and helpful to you as a caregiver. 

iii. Voluntarily utilize the support, resources, and referrals from your care 

team that may reduce caregiver distress and support your role as a 

caregiver. 

iv. Voluntarily participate in this project for a 16-week period (this spans over 

three visits with your doctor over a 16 week period) 
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2. You will NOT be asked to: 

i. Complete the project as a requirement. If you should wish to decline to 

participate at anytime during the study, that is your right at no risk to you 

or the patient. 

ii. Follow any of the suggestions, utilize the resources, or follow-up with the 

referrals (if any) that may be provided to you as a caregiver. That is the 

discretion and right of the caregiver to utilize based on your own wishes. 

3. Description of the procedures chronologically.  

1st :  The doctorate of nursing practice (DNP) quality improvement (QI) project 

leader will retrieve a signed consent from the interested participant. 

2nd :  As the participant, you will be asked to complete questionnaires before the 

intervention to establish baseline status regarding caregiver’s perceived stress 

(using the Perceived Stress Scale), distress (using the Distress Thermometer), and 

needs (using the Supportive Care Needs Survey – Partners & Caregivers 45) as 

well as a demographic survey for data. This will be done either on the phone 

and/or in person as indicated. You will also be asked to complete a pre-

intervention (baseline) survey so as to provide data on project effectiveness before 

implementation on the phone and/or in person as indicated.  

3rd :  As the participant, you will be asked to complete a distress screening prior to 

every clinic visit (the Distress Thermometer) at the facility to measure your level 

of distress. 
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4th :  The DNP QI project leader or another staff member will provide the 

participant with the ‘Caregivers Chat’ sheet (a form to help guide conversations 

from the caregiver to the care team per the caregiver’s preference). 

5th :  The DNP QI project lead may or may not be present in the room to observe 

and gather information of the interaction between the caregiver and care team 

based on the ‘Caregivers Chat’ sheet.  

6th :  The DNP QI project lead and care team will provide the participant with 

education, support, resources, and referrals as indicated. 

7th :  The participant keeps the ‘Caregivers Chat’ sheet to use as his or her 

disposal. 

8th :  The DNP QI project lead will provide the participant with her contact 

information should the participant have questions or concerns. 

9th :  The participant will be asked to complete questionnaires after the 

intervention to establish post-intervention status regarding caregiver’s perceived 

stress (using the Perceived Stress Scale), needs (using the Supportive Care Needs 

Survey – Partners & Caregivers 45) on the phone, by mail, and/or in person as 

indicated. A request to complete a post-intervention survey so as to provide data 

on project effectiveness after implementation will also be asked for the participant 

to complete on the phone, by mail, by email, and/or in person as indicated. 

4. You must be:  

1. At least 18 years old to participate in this project.  

2. Identified as the caregiver of the care recipient (patient). 

3. Able to understand and speak English. 
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4. Providing unpaid care to the care recipient (patient). 

YOUR RIGHTS TO PARTICIPATE, SAY NO, OR WITHDRAW 

1. Participation in this quality improvement study is completely voluntary.  You have 

the right to say no. You may change your mind at any time and withdraw. You may 

choose not to answer specific questions or to stop participating at any time. Whether 

you choose to participate or not will have no affect on the treatment and care 

provided to you or the patient. 

COSTS AND COMPENSATION FOR BEING IN THE STUDY 

1. Costs to the participant.  

a. There is no cost to the participant. 

2. Compensation (e.g. amount, timing) to the participant.  

a. The caregiver does not receive any compensation from participating in the 

project. 

b. Should the caregiver choose to withdraw from the project, the care team will 

still be available to provide service and care to you as the caregiver of the 

patient so while under the treatment of the provider.  

CONTACT INFORMATION FOR QUESTIONS  

If you have concerns or questions about this project or to report any injury, concerns, or 

problems, please contact the DNP QI project lead and/or project chair:  

DNP QI Project Lead: Marie Milton, MSN, RN  

mmilton5@jacksonville.edu 

904 860 1663 



IMPROVING RESOURCE ACCESS AND IMPLEMENTATION 116 

Project Chair: Lindsay Wolf, DNP, APRN, PNP-BC, PHC 

lwolf@ju.edu 

904 256 7041 

Jacksonville University 

2800 University Blvd N 

Jacksonville, FL 32211 

 

If you have questions or concerns about your role and rights as a participant, would like to obtain 

information or offer input, or would like to register a complaint about this project, you may 

contact, anonymously if you wish, the Jacksonville University Office of Research Compliance, 

(904) 256-7151 or juirb@ju.edu. 

Your signature below means that you voluntarily agree to participate in this project.    

  

________________________________________  _____________________________   

Signature              Date 
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Appendix B – Patient’s Consent to Grant Access to Patient’s Medical Records 

Informed Consent: Granting Access for the Doctorate of Nursing Practice (DNP) Quality 

Improvement (QI) Project Leader to Have Access My Medical Records for the Quality 

Improvement Project 

 

 

I, _____________________________, grant permission for Marie Milton, MSN, RN, the DNP 

QI project leader of the Doctorate of Nursing Practice quality improvement project, “Improving 

Resource Access and Implementation for Informal Cancer Caregivers in a Clinic at an 

Outpatient Cancer Center: A Quality Improvement Project,” to have access to my medical 

records. This will only occur during the phases of the project (pre-intervention, during 

implementation, post-intervention, and for data analysis). This access to my records is terminated 

after these phases are completed. 

 

By signing below, I verify that I understand and agree with the above information. 

(please print name here) ____________________________    (date) _________ 

(please sign name here) ____________________________     (date) _________ 

 

 

 

 

 

 

 

(the patient’s name here) 
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Appendix C – Patient’s Consent Granting Permission for Caregiver Participation 

Informed Consent: Granting Permission for Your Caregiver 

 To Participate in a Quality Improvement Project 

 

I, ______________________________, grant permission for ______________________ , who I 

verify as my caregiver, to participate in the Doctorate of Nursing Practice scholarly project, 

“Improving Resource Access and Implementation for Informal Cancer Caregivers in a 

Clinic at an Outpatient Cancer Center: A Quality Improvement Project”.  

 

(please initial beside each statement to verify your understanding and agreement to the terms 

of the project) 

____ I understand that this scholarly project is aimed primarily for caregivers of 

cancer patients as an effort to improve resource access and implementation from the 

cancer care team to the cancer caregiver. Studies have shown that by discussing key 

elements with cancer caregivers, a decrease in cancer caregiver distress may occur 

which may positively impact the cancer patient’s health-related quality of life. 

 

____ I understand this may include the Doctorate of Nursing Practice (DNP) quality 

improvement (QI) project leader, Marie Milton, MSN, RN, to be present at clinic visits 

with me, my caregiver, and my care team over a 3 to 4-month period (at least one visit in 

a month) for observational purposes only. 

 

(patient’s name here) (caregiver’s name here) 
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____ I understand that our identities will remain protected and anonymous, and the 

results will be provided for the DNP QI Project Leader, Marie Milton, MSN, RN, for data 

analysis for quality improvement purposes only.  

 

____ I understand that I may wish to withdraw from this project at any time without 

reason which would not allow the designated caregiver to participate in the project. 

 

____ I understand this will not in any way impact the treatment and services from my 

care team to me and my caregiver should I/we wish to decline from the project at 

anytime. 

 

By signing below, I verify that I understand and agree with all of the above information. 

(please print name here) ____________________________    (date) _________ 

(please sign name here) ____________________________   (initial)  ________   (date) _______     
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Appendix D – Baseline Survey at Pre-Intervention 

 

 Participants ID #:_________ Date:________ 
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Appendix E – Post-Intervention Survey 

 

 

Participants ID #:_________ Date:________ 
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Appendix F – Permission to Use Perceived Stress Scale  

From: Sheldon Cohen <scohen@cmu.edu> 
Sent: Monday, March 11, 2019 6:27:30 PM 
To: Milton, Marie 
Subject: RE: Request Permission for Perceived Stress Scale-10  
  
You are welcome to use the PSS in your project.  Sc 

 
From: Milton, Marie [mailto:mmilton5@jacksonville.edu]  
Sent: Monday, March 11, 2019 5:55 PM 
To: Sheldon Cohen <scohen@cmu.edu> 
Cc: mariemantanona@gmail.com 
Subject: Request Permission for Perceived Stress Scale-10  

  

Greetings Dr. Cohen, 

 

I am a Doctorate of Nursing Practice (DNP) student, and I attend Jacksonville University located 

in Jacksonville, Florida.  I am currently developing my capstone project that focuses on 

decreasing cancer caregiver strain and burden at Baptist MD Anderson (located in Jacksonville, 

FL as well).  I work there as a nurse but am also hoping to implement my project there as 

well.  This is not be a research study but a quality improvement project that would potentially be 

published. Upon reading information about the PSS tool, there were indications that permission 

to use this is not necessary when used for nonprofit academic research or nonprofit educational 

purposes; however, I will use this for a quality improvement project within a hospital setting 

upon cancer caregivers. I wanted to make sure to ask for permission just in case this did not 

apply to my project. 

 

To help measure perceived stress of adult cancer caregivers of adult cancer patients at my 

facility (pre- and post-intervention), I need to use a tool that has been proven effective in 

research. The PSS-10 Item is optimal for this population and desirable for my DNP project.  The 

PSS-10 would be used as an assessment tool upon this population with scores will be collected for 
statistical analysis. 

I would like to please request permission to use this tool at Baptist MD Anderson (for my DNP 

Capstone project with Jacksonville University) upon this population, and I would like to please 

request permission to publish.   

 

Please feel free to contact me via email or my phone number 904 860 1663 anytime.  I look 

forward to hearing from you soon, and thank you very much for your time. 

  
Sincerely, 
Marie Milton 

Jacksonville University- DNP student 
Jacksonville, FL 

904 860 1663 
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Appendix G – Perceived Stress Scale at Pre-Intervention 

PERCEIVED STRESS SCALE  
  

Pre-intervention Assessment:  Please take your time and complete this assessment.  
This scale measures your self-reported level of stress. Please answer the questions as 
it relates to you as a caregiver.  

 

The questions in this scale ask you about your feelings and thoughts during the last month.   

In each case, you will be asked to indicate by circling how often you felt or thought a certain  

way.  

  

Participant Identification #: ______________________________  Date ____________ 

Age ________    Gender (Circle):    M    F            Other ____________________________ 

  

0 = Never     1 = Almost Never     2 = Sometimes     3 = Fairly Often     4 = Very Often  
1. In the last month, how often have you been upset because of   0     1     2     3     4      

something that happened unexpectedly?                                                                             

              

2. In the last month, how often have you felt that you were unable to   0     1     2     3     4 

control the important things in your life?                                                                          

              

3. In the last month, how often have you felt nervous and “stressed”?  0     1     2     3     4         

              

4. In the last month, how often have you felt confident about your   0     1     2     3     4     

ability to handle your personal problems?                                                                     

              

5. In the last month, how often have you felt that things were going   0     1     2     3     4     

your way?                                                                                                                                      

              

6. In the last month, how often have you found that you could not    0     1     2     3     4      

cope with all the things that you had to do?                                                                                 



IMPROVING RESOURCE ACCESS AND IMPLEMENTATION 124 

              

7. In the last month, how often have you been able to control   0     1     2     3     4  

irritations in your life?                                                                                                                                  

              

8. In the last month, how often have you felt that you were on top of   0     1     2     3     4  

things?                                                                                                                                          

              

9. In the last month, how often have you been angered because of   0     1     2     3     4 

things that were outside of your control?                                                                             

              

10. In the last month, how often have you felt difficulties were piling up   0     1     2     3     4 

so high that you could not overcome them?                                                                        
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Appendix H – Perceived Stress Scale at Post-Intervention 

PERCEIVED STRESS SCALE  
  

Post-intervention Assessment:  Please take your time and complete this 
assessment. This scale measures your self-reported level of stress. Please answer the 
questions as it relates to you as a caregiver.  

 

The questions in this scale ask you about your feelings and thoughts during the last month.   

In each case, you will be asked to indicate by circling how often you felt or thought a certain  

way.  

  

Participant Identification #: ______________________________  Date ____________ 

Age ________    Gender (Circle):    M    F            Other ____________________________ 

  

0 = Never     1 = Almost Never     2 = Sometimes     3 = Fairly Often     4 = Very Often  
1. In the last month, how often have you been upset because of   0     1     2     3     4      

something that happened unexpectedly?                                                                             

              

2. In the last month, how often have you felt that you were unable to   0     1     2     3     4 

control the important things in your life?                                                                          

              

3. In the last month, how often have you felt nervous and “stressed”?  0     1     2     3     4         

              

4. In the last month, how often have you felt confident about your   0     1     2     3     4     

ability to handle your personal problems?                                                                     

              

5. In the last month, how often have you felt that things were going   0     1     2     3     4     

your way?                                                                                                                                      

              

6. In the last month, how often have you found that you could not    0     1     2     3     4      

cope with all the things that you had to do?                                                                                 
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7. In the last month, how often have you been able to control   0     1     2     3     4  

Irritations in your life?                                                                                                                                  

              

8. In the last month, how often have you felt that you were on top of   0     1     2     3     4  

things?                                                                                                                                          

              

9. In the last month, how often have you been angered because of   0     1     2     3     4 

things that were outside of your control?                                                                             

              

10. In the last month, how often have you felt difficulties were piling up   0     1     2     3     4 

so high that you could not overcome them?                                                                        
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Appendix I – Distress Screening Tool at Baseline 

 

 

 

  

 

Pre-Intervention: Please take your time and complete this assessment. This 

tool measures your current level of distress before beginning the intervention. 
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Appendix J – Distress Screening Tool Prior to Every Clinic Visit 

 

 

  

 

 

Assessment During the Intervention: Please take your time and complete this 

assessment before you and the patient visit with the care team. This tool measures 

your current level of distress during implementation of the quality improvement 

project.   
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Appendix K – Distress Screening Tool at Post-Intervention 

 

 

 

 

 

 

 

After the Intervention: Please take your time and complete this assessment to 

measure your current level of distress after implementation of the quality 

improvement project.  
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Appendix L – SCNS-P&C45 at Pre-Intervention 

 

SUPPORTIVE CARE NEEDS SURVEY  

PARTNERS & CAREGIVERS  

(SCNS-P&C45)  

Pre-Intervention Survey: Please take your time and complete this survey. This survey 

measures your unmet needs as a caregiver.   

  

  

  

INSTRUCTIONS  
  

Caring for or living with someone with cancer may raise issues for you that are distinct 
from the needs of the person with cancer. We are interested in finding out more about 
your needs as a support person, or carer for someone with cancer.  
  

For every item on the following pages, indicate whether you have needed help with this 

issue within the last month as a result of caring for or living with a person with cancer. 
Please always ensure that you answer the questions in regard to YOUR OWN 

EXPERIENCE AS A CARER OR PARTNER of a person with cancer, not in regard to 
what the person with cancer may be experiencing.    
  

Put a circle around the number which best describes whether you have needed help 
with this in the last month. If you feel the question is not relevant to your situation please 

make sure to circle option 1 ‘Not applicable’. There are 5 possible answers to choose 
from:   
  

NO 
NEED  

1  Not applicable – This was not a problem for me as a result of 
supporting someone with cancer.  

  2  Satisfied - I did need help with this, but my need for help was 
satisfied at the time.  

  3  Low need - This item caused me concern or difficulty. I had little 
need for additional help.  

SOME 
NEED  

4  Moderate need – This item caused me concern or difficulty. I had 
some need for additional help.   

  5  High need - This item caused me concern or difficulty. I had a 
strong need for additional help.  

  

  

 

 

 

 

For example    

Participant ID #:_________ 

Date:________ 
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In the last month, No need Some need what was your level of need for help with: 

      
  Not  Low Moderate High  applicable Satisfied need need need  

\1.  Accessing information that is easy to  
 understand      1          2         3         4         5  

  

  
If you put the circle where we have, it means that you did not receive as much easy to understand 

information as you wanted and therefore had a moderate need for more information.  
  

  

  

Now please complete the survey on the next 3 pages.  

  

  

In the last month, what was your level of 
need for help with:  

No need  

     

Some need  

      

  
  

 Not    
applicable  Satisfied  

Low Moderate High need 
need need  

1.   Accessing information relevant to your 

needs as a carer/partner  
  

 1  2   3  4  5  

2.   Accessing information about the person 

with cancer’s prognosis, or likely outcome  

  

 1  2   3  4  5  

3.   Accessing information about support 
services for carers/partners of people with 

cancer  
  

 1  2   3  4  5  

4.   Accessing information about alternative 

therapies  
  

 1  2   3  4  5  

5.   Accessing information on what the person 

with cancer’s physical needs are likely to 

be  
  

 1  2   3  4  5  

6.   Accessing information about the benefits 

and side-effects of treatments   
  

 1  2   3  4  5  

7.   Obtaining the best medical care for the 

person with cancer  
  

 1  2   3  4  5  

8.   Accessing local health care services when 

needed  
  

 1  2   3  4  5  
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9.   Being involved in the person with cancer’s 

care, together with the medical team  
  

 1  2   3  4  5  

10.   Having opportunities to discuss your 

concerns with the doctors  
   

 1  2   3  4  5  

11.   Feeling confident that all the doctors are 
talking to each other to coordinate the 
person with cancer’s care  
  

 1  2   3  4  5  

12.   Ensuring there is an ongoing case 

manager to coordinate services for the 
person with cancer  
  

 1  2   3  4  5  

13.   Making sure complaints regarding the  
person with cancer’s care are properly 
addressed  
  

 1  2   3  4  5  

14.   Reducing stress in the person with 

cancer’s life  

  

 1  2   3  4  5  

15.   Looking after your own health, including 

eating and sleeping properly  
  

 1  2   3  4  5  

16.   Obtaining adequate pain control for the 

person with cancer  
  

 1  2   3  4  5  

 

  

In the last month, what was your level of 
need for help with:  

No need  

     

Some need  

    
   

  
  

 Not    
applicable  Satisfied  

Low Moderate High need 
need need  

17.   Addressing fears about the person with 

cancer’s physical or mental deterioration  
  

 1  2   3  4  5  

18.   Accessing information about the potential 

fertility problems in the person with cancer  
  

 1  2   3  4  5  

19.   Caring for the person with cancer on a 
practical level, such as with bathing, 

changing dressings, or giving medications  
  

 1  2   3  4  5  

 20.   Finding more accessible hospital parking  
  

 1  2   3  4  5  

21.   Adapting to changes to the person with 

cancer’s working life, or usual activities  
  

 1  2   3  4  5  
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22.   The impact that caring for the person with 
cancer has had on your working life, or 

usual activities  
  

 1  2   3  4  5  

 23.   Finding out about financial support and  
government benefits for you and/or the 
person with cancer  
  

 1  2   3  4  5  

24.   Obtaining life and/or travel insurance for 

the person with cancer  
  

 1  2   3  4  5  

 25.   Accessing legal services  
  

 1  2   3  4  5  

26.   Communicating with the person you are 

caring for   
  

 1  2   3  4  5  

 27.   Communicating with the family  
  

 1  2   3  4  5  

 28.   Getting more support from your family  
  

 1  2   3  4  5  

29.   Talking to other people who have cared for 

someone with cancer   
  

 1  2   3  4  5  

30.   Handling the topic of cancer in social 

situations or at work  
  

 1  2   3  4  5  

31.   Managing concerns about the cancer 

coming back  
  

 1  2   3  4  5  

32.   The impact that cancer has had on your 

relationship with the person with cancer  
  

 1  2   3  4  5  

33.   Understanding the experience of the person 

with cancer  
  

 1  2   3  4  5  

34.   Balancing the needs of the person with 

cancer and your own needs   
  
  

 1  2   3  4  5  

  

In the last month, what was your level of 
need for help with:  

No need  

     

Some need  

      

  
  

 Not    
applicable  Satisfied  

Low Moderate High need 
need need  

35.   Adjusting to changes in the person with 

cancer’s body  

  

 1  2   3  4  5  
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36.   Addressing problems with your sex life  
  

 1  2   3  4  5  

37.   Getting emotional support for yourself  
  

 1  2   3  4  5  

38.   Getting emotional support for your loved 

ones  
  

 1  2   3  4  5  

39.   Working through your feelings about death 

and dying  
  

 1  2   3  4  5  

40.   Dealing with others not acknowledging the 

impact on your life of caring for a person 
with cancer  
  

 1  2   3  4  5  
  

41.   Coping with the person with cancer’s  
recovery not turning out the way you 
expected  
  

 1  2   3  4  5  
  

42.   Making decisions about your life in the 

context of uncertainty  
  

 1  2   3  4  5  
  

43.   Exploring your spiritual beliefs  
  

 1  2   3  4  5  
  

44.   Finding meaning in the person with 

cancer’s illness  

  

 1  2   3  4  5  
  

45.   Having opportunities to participate in 
decision making about the person with 
cancer’s treatment  

          

  

  

Thank you very much for completing this survey  

  
  

Supportive Care Needs Survey –Partners & Caregivers.  
  
Centre for Health Research & Psycho-oncology (CHeRP) & Centre for Medical Psychology 

and Evidence-based Decision-making (CeMPED) (2009)   
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Appendix M – Permission to Use SCN-P&C45  

Afaf Girgis <girgisafaf@gmail.com> 
Tue 3/12/2019 5:56 PM 

• Milton, Marie; 

• afaf.girgis@unsw.edu.au; 

• Wolf, Lindsay 

Cancer [SCNS-P&C Psychometric Evaluation FINAL].pdf 
559 KB 

SCNS Partners & Caregivers 45 - with revised new items - 2009 VERSION FOR ALL NEW STUDIES.pdf 
144 KB 

2 attachments (703 KB) 
Download all 
Save all to OneDrive - Jacksonville University 

you are very welcome to use the tool. I assume you are referring to the 
attached P&C one, which is not 34 items? 
 
Please be sure to cite the development/validation paper (attached) in any 
publications using the tool.  

Al the best with your research. 
 
 
Afaf 
 
 
Professor Afaf Girgis AM 
NB: Work days are Tuesday – Friday 
 
Director, Psycho-oncology Research Group 
Centre for Oncology Education and Research Translation (CONCERT) 
Ingham Institute for Applied Medical Research 
South Western Sydney Clinical School, UNSW Sydney 
& Conjoint Professor, UWS, UQ and Griffith University 
 

Proudly supported by the Cancer Institute NSW with contributions from UNSW, 

WSU, UOW, IS LHD and Ingham Institute 
 
Postal: Psycho-Oncology Research Group, Ingham Institute 
Liverpool Hospital, Locked Bag 7103, LIVERPOOL BC NSW 1871 Australia 
Street: Level 2, Ingham Institute Building, 1 Campbell Street, Liverpool 2170 
M:+61412142841 | F:+61(2) 9602 3221  | E:afaf.girgis@unsw.edu.au | T:@Afaf_Girgis 
http://www.inghaminstitute.org.au/ 
https://research.unsw.edu.au/people/professor-afaf-girgis 
ORCID: orcid.org/0000-0003-4101-4006 

Milton, Marie 
Tue 3/12/2019 5:47 PM 

Greetings Professor Girgis, 

mailto:afaf.girgis@unsw.edu.au
https://nam02.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.inghaminstitute.org.au%2F&data=02%7C01%7Cmmilton5%40jacksonville.edu%7C8d652a60eb404c8fd41b08d6a73560a1%7C9c5bf9df37884b6eba5e6eebbbfab579%7C0%7C0%7C636880245808969529&sdata=AN5abZrtngPgPO4XYq4TS5cY1lbrUOUiYqDJTouaAi8%3D&reserved=0
https://nam02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fresearch.unsw.edu.au%2Fpeople%2Fprofessor-afaf-girgis&data=02%7C01%7Cmmilton5%40jacksonville.edu%7C8d652a60eb404c8fd41b08d6a73560a1%7C9c5bf9df37884b6eba5e6eebbbfab579%7C0%7C0%7C636880245808979537&sdata=PHdbP56yD7n6B%2FvAfJIbCJKdHEtxnptqMrJkxWLvRhs%3D&reserved=0
https://nam02.safelinks.protection.outlook.com/?url=http%3A%2F%2Forcid.org%2F0000-0003-4101-4006&data=02%7C01%7Cmmilton5%40jacksonville.edu%7C8d652a60eb404c8fd41b08d6a73560a1%7C9c5bf9df37884b6eba5e6eebbbfab579%7C0%7C0%7C636880245808979537&sdata=qZMcdluJSYkq8XXiNNalksUF%2B1AYWguvCXKvojkAgfU%3D&reserved=0
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I am a Doctorate of Nursing Practice (DNP) student, and I attend Jacksonville University located 
in Jacksonville, Florida.  I am currently developing my capstone project that focuses on 
decreasing cancer caregiver strain and burden at Baptist MD Anderson (located in Jacksonville, 
FL as well).  I work there as a nurse but am also hoping to implement my project there as well.   
 
To help measure supportive care needs of adult caregivers caring for adult cancer patients at 
my facility (pre- and post-intervention), I need to use a tool that has proven effective in 
research. The Supportive Care Needs Survey – Short Form 34 (P&C) has been a desirable one 
that I would hope to have the opportunity to use for this population.   
 
I would like to please please request permission to use this tool at Baptist MD Anderson for my 
DNP Capstone project upon this population, and I would like to please request permission to 
publish.   
 
I look forward to hearing from you soon, and thank you very much for your time. 
 
Sincerely, 
Marie Milton, MSN, RN  
Jacksonville University 
School of Nursing- DNP Program 
Jacksonville, Florida 
Ph# 904 860 1663 

 

 

 

 

 

 

 

 

 

 

 

 

 



IMPROVING RESOURCE ACCESS AND IMPLEMENTATION 137 

Appendix N – SCNS-P&C45 at Post-Intervention 

 

SUPPORTIVE CARE NEEDS SURVEY  

PARTNERS & CAREGIVERS  

(SCNS-P&C45)  

Post-Intervention Survey: Please take your time and complete this survey. This 

survey measures your unmet needs as a caregiver. 

  

  

  

INSTRUCTIONS  

  

Caring for or living with someone with cancer may raise issues for you that are distinct 

from the needs of the person with cancer. We are interested in finding out more about 
your needs as a support person, or carer for someone with cancer.  
  

For every item on the following pages, indicate whether you have needed help with this 
issue within the last month as a result of caring for or living with a person with cancer. 

Please always ensure that you answer the questions in regard to YOUR OWN 
EXPERIENCE AS A CARER OR PARTNER of a person with cancer, not in regard to 
what the person with cancer may be experiencing.    
  

Put a circle around the number which best describes whether you have needed help 

with this in the last month. If you feel the question is not relevant to your situation please 
make sure to circle option 1 ‘Not applicable’. There are 5 possible answers to choose 
from:   
  

NO 
NEED  

1  Not applicable – This was not a problem for me as a result of 
supporting someone with cancer.  

  2  Satisfied - I did need help with this, but my need for help was 
satisfied at the time.  

  3  Low need - This item caused me concern or difficulty. I had little 
need for additional help.  

SOME 
NEED  

4  Moderate need – This item caused me concern or difficulty. I had 
some need for additional help.   

  5  High need - This item caused me concern or difficulty. I had a 
strong need for additional help.  

  

 For example    

  

Participant ID #:_________ 

Date:________ 
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In the last month, No need Some need what was your level of need for help with: 

      
  Not  Low Moderate High  applicable Satisfied need need need  

1.  Accessing information that is easy to  
 understand  1  2  3          4            5  

  

  
If you put the circle where we have, it means that you did not receive as much easy to understand 

information as you wanted and therefore had a moderate need for more information.  
  

  

  

Now please complete the survey on the next 3 pages.  

  

  

In the last month, what was your level of 
need for help with:  

No need  

     

Some need  

      

  
  

 Not    
applicable  Satisfied  

Low Moderate High need 
need need  

1.   Accessing information relevant to your 

needs as a carer/partner  
  

 1  2   3  4  5  

2.   Accessing information about the person 

with cancer’s prognosis, or likely outcome  

  

 1  2   3  4  5  

3.   Accessing information about support 
services for carers/partners of people with 

cancer  
  

 1  2   3  4  5  

4.   Accessing information about alternative 

therapies  
  

 1  2   3  4  5  

5.   Accessing information on what the person 

with cancer’s physical needs are likely to 

be  
  

 1  2   3  4  5  

6.   Accessing information about the benefits 

and side-effects of treatments   
  

 1  2   3  4  5  

7.   Obtaining the best medical care for the 

person with cancer  
  

 1  2   3  4  5  

8.   Accessing local health care services when 

needed  
  

 1  2   3  4  5  
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9.   Being involved in the person with cancer’s 

care, together with the medical team  
  

 1  2   3  4  5  

10.   Having opportunities to discuss your 

concerns with the doctors  
   

 1  2   3  4  5  

11.   Feeling confident that all the doctors are 
talking to each other to coordinate the 
person with cancer’s care  
  

 1  2   3  4  5  

12.   Ensuring there is an ongoing case 

manager to coordinate services for the 
person with cancer  
  

 1  2   3  4  5  

13.   Making sure complaints regarding the  
person with cancer’s care are properly 
addressed  
  

 1  2   3  4  5  

14.   Reducing stress in the person with 

cancer’s life  

  

 1  2   3  4  5  

15.   Looking after your own health, including 

eating and sleeping properly  
  

 1  2   3  4  5  

16.   Obtaining adequate pain control for the 

person with cancer  
  

 1  2   3  4  5  

 

  

In the last month, what was your level of 
need for help with:  

No need  

     

Some need  

    
   

  
  

 Not    
applicable  Satisfied  

Low Moderate High need 
need need  

17.   Addressing fears about the person with 

cancer’s physical or mental deterioration  
  

 1  2   3  4  5  

18.   Accessing information about the potential 

fertility problems in the person with cancer  
  

 1  2   3  4  5  

19.   Caring for the person with cancer on a 
practical level, such as with bathing, 

changing dressings, or giving medications  
  

 1  2   3  4  5  

 20.   Finding more accessible hospital parking  
  

 1  2   3  4  5  

21.   Adapting to changes to the person with 

cancer’s working life, or usual activities  
  

 1  2   3  4  5  
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22.   The impact that caring for the person with 
cancer has had on your working life, or 

usual activities  
  

 1  2   3  4  5  

 23.   Finding out about financial support and  
government benefits for you and/or the 
person with cancer  
  

 1  2   3  4  5  

24.   Obtaining life and/or travel insurance for 

the person with cancer  
  

 1  2   3  4  5  

 25.   Accessing legal services  
  

 1  2   3  4  5  

26.   Communicating with the person you are 

caring for   
  

 1  2   3  4  5  

 27.   Communicating with the family  
  

 1  2   3  4  5  

 28.   Getting more support from your family  
  

 1  2   3  4  5  

29.   Talking to other people who have cared for 

someone with cancer   
  

 1  2   3  4  5  

30.   Handling the topic of cancer in social 

situations or at work  
  

 1  2   3  4  5  

31.   Managing concerns about the cancer 

coming back  
  

 1  2   3  4  5  

32.   The impact that cancer has had on your 

relationship with the person with cancer  
  

 1  2   3  4  5  

33.   Understanding the experience of the person 

with cancer  
  

 1  2   3  4  5  

34.   Balancing the needs of the person with 

cancer and your own needs   
  
  

 1  2   3  4  5  

  

In the last month, what was your level of 
need for help with:  

No need  

     

Some need  

      

  
  

 Not    
applicable  Satisfied  

Low Moderate High need 
need need  

35.   Adjusting to changes in the person with 

cancer’s body  

  

 1  2   3  4  5  
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36.   Addressing problems with your sex life  
  

 1  2   3  4  5  

37.   Getting emotional support for yourself  
  

 1  2   3  4  5  

38.   Getting emotional support for your loved 

ones  
  

 1  2   3  4  5  

39.   Working through your feelings about death 

and dying  
  

 1  2   3  4  5  

40.   Dealing with others not acknowledging the 

impact on your life of caring for a person 
with cancer  
  

 1  2   3  4  5  
  

41.   Coping with the person with cancer’s  
recovery not turning out the way you 
expected  
  

 1  2   3  4  5  
  

42.   Making decisions about your life in the 

context of uncertainty  
  

 1  2   3  4  5  
  

43.   Exploring your spiritual beliefs  
  

 1  2   3  4  5  
  

44.   Finding meaning in the person with 

cancer’s illness  

  

 1  2   3  4  5  
  

45.   Having opportunities to participate in 
decision making about the person with 
cancer’s treatment  

          

  

  

Thank you very much for completing this survey  

  
  

Supportive Care Needs Survey –Partners & Caregivers.  
  
Centre for Health Research & Psycho-oncology (CHeRP) & Centre for Medical Psychology 

and Evidence-based Decision-making (CeMPED) (2009)   
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Appendix O – Caregivers Chat Form 
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Appendix P – PROTECT Program Components and Adapted Version Components 
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Appendix Q - Permission for Implementation and Stakeholder Support 

FW: Request for written approval for DNP project implementation 

1 message 

 
Milton, Marie Y <Marie.Milton@bmcjax.com> Fri, Jun 21, 2019 at 8:53 AM 
To: "mariemantanona@gmail.com" <mariemantanona@gmail.com> 

 
________________________________________ 
From: Milton, Marie Y 
Sent: Friday, June 21, 2019 8:52 AM 
To: mymchsam@yahoo.com 
Subject: FW: Request for written approval for DNP project implementation 
 
________________________________________ 
From: Labree, Kimberly 
Sent: Thursday, June 20, 2019 4:49 PM 
To: Milton, Marie Y 
Subject: RE: Request for written approval for DNP project implementation 
 
Hello Marie, Yes I approve the implementation of your DNP project at Baptist MD Anderson as 
discussed. 
 
Thanks. 
 
 
Kimberly LaBree, DNP, ARNP, ANP-BC | Clinical Director | Baptist MD Anderson | 904.202.7359 (O)| 
646.241.3417 (C)| 904.202.7433 (F) | Kimberly.LaBree@bmcjax.com 
 
Baptist Health DAISY nomination link: http://survey.e-baptisthealth.com/opinio/s?s=13241 
 
 
 
NOTICE: This message is confidential, intended for the named recipient(s) and may contain information 
that is (i) proprietary to the sender, and/or,(ii) privileged, confidential and/or otherwise exempt from 
disclosure under applicable Florida and federal law, including, but not limited to, privacy standards 
imposed pursuant to the federal Health Insurance Portability and Accountability Act of 1996 ("HIPAA"). 
Receipt by anyone other than the named recipient(s) is not a waiver of any applicable privilege. Thank 
you in advance for your compliance with this notice 
 
 
-----Original Message----- 
From: Milton, Marie Y 
Sent: Thursday, June 20, 2019 10:12 AM 
To: Labree, Kimberly 
Subject: Request for written approval for DNP project implementation 
 
Good Morning Kimberly, 
 
I hope things are going well for you. 
 
Thank you again for discussing my project with other stakeholders such as Dr. Smith and LeeAnn. It is 
very encouraging to have received their support. 

mailto:mymchsam@yahoo.com
mailto:Kimberly.LaBree@bmcjax.com
http://survey.e-baptisthealth.com/opinio/s?s=13241


IMPROVING RESOURCE ACCESS AND IMPLEMENTATION 145 

 
As part of my DNP proposal paper’s requirements, I must provide evidence this was approved. You 
graciously gave me your verbal approval, but my paper requires I provide your approval in written form. 
 
If you would please provide this in written form (via email is allowed). It can be something as simple as 
replying to this email, stating, “yes, as you and I discussed earlier, I do approve for you to implement 
your DNP project with us”. Since your email signature already identifies the facility and your role, this 
should be sufficient. 
 
I am still set to propose in July is things roll out as planned. 
 
Thank you for all of your help, 
Marie 
 
 
________________________________________ 
From: Labree, Kimberly 
Sent: Wednesday, March 06, 2019 10:11 PM 
To: Milton, Marie Y 
Subject: RE: Thoughts and Approval From Stakeholders 
 
Marie, LeeAnn was supportive and thought it was great. I have been unable to meet with Dr. Smith but 
hope to do so on Friday or at least get an email out to him. I am sure he will be ok with it but again just 
want his buy in. 
 
I hope to have a final for you by Monday. 
 
Kimberly LaBree, DNP, ARNP, ANP-BC | Outpatient Clinical Director | Baptist MD Anderson | 
904.202.7359 (O)| 646.241.3417 (C)| 904.202.7433 (F) | Kimberly.LaBree@bmcjax.com 

 

 

 

 

 

 

 

 

 

 

mailto:Kimberly.LaBree@bmcjax.com
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Appendix R – Demographic Questionnaire  

 

 

 

 

 

This questionnaire provides information for the quality improvement project, “Improving 

Resource Access and Implementation for Informal Cancer Caregivers in a Clinic at an Outpatient 

Cancer Center: A Quality Improvement Project”. This information will remain anonymous and 

will be used for statistical purposes only.   

Circle the item as it applies to you (please choose one) 

 

1. What is your relationship with the patient? 

Friend  Spouse  Partner  Child  Parent 

 

2. What is your gender? 

Male  Female   

 

3. Do you live with the patient in the same household? 

Yes  No 

 

4. What is your employment status? 

Full-time  Part-time  no job  student 

 

Participant’s ID: 

_________________ 

Date: ___________________ 

Date:__________ 


