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Abstract 

 

Family caregivers are crucial persons in the successful rehabilitation of persons with head and 

neck cancer, as they are often providing needed physical and emotional care that these persons 

will require. Caregiving for a person with head and neck cancer is an experience that touches 

upon many potential physical, emotional, social and economic issues. The purpose of this study 

was to describe and understand the lived experience of primary family caregivers for persons 

with head and neck cancer. A qualitative, phenomenological study using van Manen’s human 

science approach was conducted. Data on a total of nine family caregivers of persons with head 

and neck cancer were collected through conversational interviews. The five themes that emerged 

from the data analysis were: (a) information; (b) disruption of roles and routines; (c) coordinating 

and receiving help and support; (d) vigilance, and (e) major emotions experienced. The result of 

data analysis resulted in an exhaustive description, which was both descriptive and interpretive, 

of the family caregivers’ lived experience of providing care to a person with head and neck 

cancer. These findings support that nurses have a responsibility to recognize the importance of 

family caregivers in the plans of care for persons with cancer and advocate for them by making 

them integral partners in cancer care.  
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Chapter 1 – The Phenomenon of Investigation 

Introduction  

Cancer as an Illness Warranting Further Investigation   

 Quality cancer care exists today because of dedicated multidisciplinary, healthcare 

provider teams who assist patients and family members face a diagnosis of cancer, a potentially 

life-threatening and chronic illness. In 2012, there were an estimated 1.6 million new cases of 

cancer diagnosed and nearly 577,000 deaths attributed to cancer (Siegel, Naishadham, & Jemal, 

2012). The lifetime probability of developing cancer for a man is 45%, and for a woman, 38% 

(American Cancer Society, 2012). At present, cancer is the leading cause of death for individuals 

40-80 years of age (Jemel et al., 2007). Cancer can be considered both an acute and chronic 

illness, but it is an illness that is likely to surpass cardiovascular disease as the leading cause of 

death in the United States in the next 10-15 years, at great expense to both society and 

individuals and families (Gaguski, 2006; Hanson & Grant, 2003; Wagner & Lacey, 2004). The 

financial burden of cancer to the healthcare delivery system is both tremendous and rising. The 

total cost of cancer care in 2007 is cited to be approximately $226.8 billion and includes direct 

medical costs and costs incurred due to illness or premature death because of cancer (American 

Cancer Society, 2012). The rise in cost is most attributed to a growing aging population 

(National Cancer Institute, 2011).   

Preventing cancer illness and subsequently premature deaths is therefore paramount to 

cost containment. Prevention of cancer and related problems occurs through health promotion 

and risk reduction, as well as early detection and treatment. Many cancers can be avoided simply 

through lifestyle modifications such as better diet, increased physical activity, or elimination of 

carcinogens such as tobacco from their lives. The purpose of early detection and cancer 

screening is important so that cancers may be found very early in their development, when they 
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are most treatable (American Cancer Society, 2007; Oncology Nursing Society, 2007). At 

present, the 5-year survival rate is 86% for all cancers found in early stages (American Cancer 

Society, 2007).  

 Cancer prevention may be difficult because of the increasing problem of individuals not 

being able to access a healthcare delivery system or being able to afford healthcare. Delays in 

cancer diagnosis and treatment result when persons cannot access healthcare, making cancers 

costly to treat from economic, physical and psychosocial perspectives of individuals and 

healthcare systems. For Americans younger than age 65, 17% do not have health insurance that 

may pay for routine preventive healthcare and regular cancer screenings (American Cancer 

Society, 2007). Finding cancer at early stages is cost saving, as it is much more treatable at the 

time of early detection. However, 6% of American citizens cannot get needed medical care for 

many health problems, including cancer care (American Cancer Society). In some cases, 

individuals seek care for a medical condition when it is too late and may be untreatable. For 

example, African Americans are less likely to be diagnosed with cancer in early stages and more 

likely to have regional or advanced cancers as well as lower 5-year survival rates for almost 

every type of cancer at every stage of diagnosis than Caucasians (Siegel et al., 2012). It is 

thought that these statistics for the African American population are linked to healthcare access 

issues because the statistics improve when African Americans have the same care and access as 

Caucasians (Jemel et al., 2007).  

 Healthcare access issues can also continue after cancer treatment is completed. Nurses 

and healthcare providers must recognize that there may be no regular follow-up by an oncology 

specialist or other healthcare provider once the person is considered to be a survivor. Once 

treatment is completed, the responsibility for care of these at-risk individuals may rest with 
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primary care providers or even family members who need to be trained and educated in 

monitoring for cancer recurrence or late effects of cancer treatment (Houldin, Curtiss, & 

Haylock, 2006).  

The Shift in the Healthcare Delivery System 

  Technological and economic forces in healthcare must also be considered in the delivery 

of quality cancer care. Cancer survival rates are improving because of the rapid advancements in 

medical technology and pharmaceuticals used in the treatment of cancer. However, these 

advancements come with a cost to the developers of the technology, healthcare delivery systems 

who use the technology, and individuals and families facing cancer. In most cases, this 

technologically complex oncology care is shifting from the inpatient environment of hospitals to 

outpatient, ambulatory settings or the home (Oncology Nursing Society, 2006).  This shift to 

outpatient and home care has a strong potential to create actual, high caregiving demands in the 

home that may not be easily managed and may be considered physically, emotionally, socially, 

and economically burdensome to individuals and family members. To provide care that is safe in 

the home, healthcare providers, particularly nurses, must assure that individuals and their family 

members are trained and instructed in care at home. Training must address issues such as the 

management of side effects of cancer treatment, the use of highly technical equipment, the 

recognition of other untoward symptoms that require healthcare provider follow-up, and the 

proper accessing of emergency care (Collins & Swartz, 2011; Donelan et al., 2002; Oncology 

Nursing Society, 2006; Wagner & Lacey, 2004). Providing this type of care in the home can be 

an overwhelming and frightening experience for families. Family caregivers need to be 

considered a high-risk population for physical and psychosocial health issues (Haley, 2003; 

Northouse, Katapodi, Schafenacker, & Weiss, 2012). Therefore, the importance of family 
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caregivers in delivering cancer care and giving them the necessary support in the home cannot be 

underestimated.  

The Importance of Family Caregivers in Delivering Cancer Care  

 The National Caregiving Alliance and the American Association of Retired Persons 

(AARP) estimates that of the 65.7 million unpaid, family caregivers, 7% provide care to an 

individual with cancer, with the majority being female family members (National Caregiving 

Alliance & AARP, 2009). The AARP Public Policy Institute (2011) estimates the economic 

value of caregiving to society to be at least $450 billion (Feinberg, Reinhard, Houser, & Choula, 

2011). At least 50% of individuals diagnosed with cancer will be cared for by a person in their 

immediate family (Barg et al., 1998).  These statistics are significant as they highlight the 

importance of considering families as an important team member in cancer care.  

 The caregiving roles and services that family members can provide to individuals with 

cancer are highly valued, but not necessarily fully recognized. Family caregivers may offer direct 

assistance with activities of daily living, shopping, transportation, and symptom management 

when the individual with cancer cannot perform them. The family caregivers often function as 

coordinators of care as they assist the person with cancer to negotiate and navigate a very 

complex healthcare system. Family members give emotional support to the person who is trying 

to cope with a cancer diagnosis. For some caregivers, helping the care recipient deal with 

feelings is often the most challenging aspect of care (Potter et al., 2010). Family members may 

also provide financial support as they often continue to work to support the economic cost of the 

cancer diagnosis and impact on the family. The estimated monetary value of unpaid family 

caregiving in the home may actually surpass that of formal home care or nursing home care 
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(Arno, Levine, & Memmott, 1999). The cost of care can economically devastate families facing 

cancer.    

Potential Consequences of Providing Care to Persons with Cancer 

 Family caregiving can be rewarding and meaningful, but often the physical, emotional, 

social, and financial tolls outweigh the rewards. Nurses and healthcare providers must recognize 

the potential demands that family caregiving imposes so that appropriately tailored physical and 

psychosocial supports can be put into place ideally before and at the latest when problems are 

encountered. Healthcare providers must also recognize and utilize the strengths that family 

caregivers possess and use as an additional means of support.  

 Physical effects of caregiving are well known. For many family caregivers, it may be a 

physical challenge to assist the person with direct care activities such as toileting, dressing, or 

bathing, particularly if the person or the caregiver has any physical limitations or disabilities. The 

caregivers are often fatigued because they are assuming extra responsibility for the entire family 

in addition to caring for the person with cancer (Glajchen, 2004; Northouse, 2005; Stenberg, 

Ruland, & Miaskowski, 2010). Sleep disturbances are also well cited as a physical consequence 

of caregiving (Carter & Acton, 2006; Carter & Chang, 2000; Carter, 2003; Stenberg et al., 2010). 

 The emotional effects of caregiving are more frequently cited in the literature. Family 

caregivers express a wide range of feelings and experiences. There may be anxiety, depression, 

distress, fear, and anger about the cancer diagnosis or treatment process. The family caregiver 

may feel isolated as there is often a strong desire to keep personal feelings inside and place the 

emotional needs of the person with cancer ahead of one’s own. There may also be strong feelings 

of uncertainty about many aspects of the caregiving process. For example, there is often 

uncertainty about personal caregiving ability, managing treatment side effects, and what may 
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happen in the future, such as cancer recurrence (Nijboer et al., 1998; Schumacher et al., 2008). 

Socially, the caregiving process may affect interactions and communications with others inside 

and outside of the family network. Inside the family, normal patterns of interactions may be 

interrupted as the priority focus is often on the person with cancer. Marital strain and 

dysfunctional communication may result (Edwards & Clarke, 2003; Fang, Manne, & Pape, 2001; 

Fried, Bradley, O’Leary, & Byers, 2005). The family caregiver may curtail activities that may be 

a source of social support and form of catharsis in order to carry out caregiving responsibilities.  

 Financially, family caregivers often continue to maintain employment throughout the 

cancer caregiving process. Family caregivers are challenged to prioritize work and caregiving 

issues (Swansberg, 2006). In some cases, the family member is working to maintain health 

insurance that is used to offset the cost of cancer. In other cases, the family caregiver is also now 

the sole income provider and will have financial responsibility for other family members. Family 

members must also juggle work responsibility with family household responsibilities and 

caregiving responsibilities. Many families are not able to afford professional home care or respite 

services (Feinberg et al., 2011; Ganz, 2001). Access to professional home care services or respite 

services could ease caregiver concerns with prioritizing work and caregiving demands.   

 Overall, healthcare providers must recognize the multifaceted needs of the family 

caregivers for persons with cancer. The caregiving process will undoubtedly be a unique and 

stressful experience depending on the individual, the family, the actual cancer diagnosis, and 

resources available to the person and family. Family caregiver issues are recognized as a domain 

of cancer research that needs further study, particularly in understudied populations such as 

clients with cancers of the head and neck (Hewitt, Greenfield, & Stovall, 2006). To substantiate 

this claim, a CINAHL search conducted using a keyword search of Caregiv*, head and neck 
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cancer retrieved 24 articles. Furthermore, if the search terms Famil* cargiv* and head and neck 

cancer are used, 14 articles are retrieved. It is very evident that there is a paucity of literature and 

research that has specifically addressed the needs of the family caregivers for persons with head 

and neck cancer.  It is an area of cancer caregiving research that must be addressed.   

Purpose of the Study, Research Question and Aims 

 The purpose of this study is to describe and understand the lived experience of primary 

family caregivers for persons with head and neck cancer. The major research question is: What is 

the lived experience of the primary family caregiver for a person with head and neck cancer upon 

completion of treatment for new or recurrent disease? The overall aim of the study is to uncover 

knowledge related to the family member’s caregiving experience for a person with head and 

neck cancer so that healthcare professionals can more readily recognize the physical and 

emotional needs of the primary family caregiver for a person with this specific type of cancer. 

The study has four goals that are designed to make a contribution to the body of literature on 

family caregivers of persons with head and neck cancer: 

1. To describe the lived experience of providing physical care to a person with head 

and neck cancer. 

2. To describe the physical needs of the primary family caregiver during the 

caregiving process of a person with head and neck cancer. 

3. To describe the psychosocial needs of the primary family caregiver of a person 

with head and neck cancer.  

4. To develop an understanding of the meaning of the head and neck cancer 

diagnosis from the perspective of the primary family caregiver.   
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Key Terms 

 There are several key terms that are important in this study. First, there must be an 

understanding of the definition of head and neck cancer and who is considered a primary family 

caregiver. Each and every caregiving lived experience for a person with cancer, particularly head 

and neck cancer, will be a unique one and it may be appraised as a positive, negative, or as a 

mixture of positive and negative appraisals. Therefore, definitions of “lived experience” and 

“caregiver appraisal” are warranted. Persons with cancer and family members as part of an 

appraisal process look for meaning in illness in to find some purpose in a cancer illness. Lastly, a 

definition of “meaning in illness” is provided.  

 Head and Neck Cancer: Head and neck cancers include those that begin in the mucosal 

linings of the head and neck, have a primary location above the clavicle and are not tumors of the 

brain, spinal cord, skeleton, or vertebrae (Dropkin, 1999; National Cancer Institute, 2012; 

Semple, Sullivan, Dunwoody, & Kernohan, 2004). Head and neck sites include structures such 

as the oral cavity, nose, pharynx, sinuses, larynx, upper third of the esophagus, thyroid, and 

salivary glands as well as bony structures of the face and its surrounding soft tissue.  

 Primary Family Caregiver:  The primary family caregiver is the specific family member 

identified by the person with head and neck cancer who has the most significant role and 

responsibility for direct, physical, psychosocial and coordination of care activities that are a 

result of a cancer diagnosis and treatment (Given & Given, 1996; Given, Given, Kozachik, & 

Rawl, 2003; Mellon & Northouse, 2001; Vallerand, Collins-Bohler, Templin, & Hasenau, 2007).  

 Lived Experience: The lived experience is the “nature or meaning of our everyday 

experiences” (van Manen, 1990, p. 9).  
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 Caregiver Appraisal: The caregiver’s appraisal is a dynamic and continuous assessment 

of the caregiving situation that is “expected to change over time as a function of naturally 

occurring changes in the stressor, coping induced changes in the stressor, or changes in available 

coping resources” (Oberst, Thomas, Gass, & Ward, 1989, p. 211). The appraisal may be positive 

or negative depending on the caregiving situation.  

 Meaning in Illness: “The nature of each individual’s and the dyad’s perception of their 

relationship and their world, as it is shaped by the occurrence of cancer” (Germino, Fife, & Funk, 

1995, p. 44).  

 To address and research the potential family caregiver issues for persons with head and 

neck cancer, one must understand head and neck cancer as a disease and its potential treatment. 

The nature of head and neck cancer and its treatment may have an effect on the caregiver’s 

appraisals and meanings that may result from family involvement in caring for a person with 

head and neck cancer.  

The Nature and Significance of Head and Neck Cancer 

 Head and neck cancer is the 10
th

 most common cancer in the world (Mehanna, Paleri, 

West, & Nutting, 2010). Cancers of the head and neck are predominantly squamous cell 

carcinomas that are located in five basic areas: the oral cavity, pharynx, larynx, nasal cavity and 

parasinuses, and the major salivary glands. There has been limited attention to researching 

cancers of the head and neck region. This may be due to three reasons: (a) head and neck cancers 

only represent 3% to 5% of all cancer cases, (b) there is an identified lack of statistics that 

encompass all the diverse head and neck structures involved, and (c) there is no common 

reporting mechanism for cancers of the head and neck (Davies & Welch, 2006; National Cancer 

Institute, 2005). For example, thyroid cancer may be considered a head and neck cancer, but 
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other reporting mechanisms consider thyroid cancer to be an endocrine cancer (Clarke & 

Dropkin, 2006; National Cancer Institute, 2007). It is estimated that approximately 75,000 new 

cases of head and neck cancer will be diagnosed yearly, with 30,000 related deaths (Davies & 

Welch, 2006). Seventy-five percent of head and neck cancers are attributed to tobacco use and 

the incidence rises with alcohol use (Mehanna et al., 2010; National Cancer Institute, 2012). The 

use of alcohol has a synergistic effect with tobacco accounting for between 80 and 95% of 

squamous cell carcinomas in the head and neck (Colwill & Lazio-Stegall, 2006; Haggood, 2001). 

It is a cancer that may be highly preventable through good lifestyle choices.   

 It is preferable that cancers in the head and neck are found early, but this is often not the 

case. Only 30-40% of patients present with early stage cancer, with more than 50% considered to 

be in advanced stages. In advanced stages, the 5-year survival rates are at best 40-50% if 

managed with a combination of surgery, radiation therapy, and chemotherapy (Stenson, 

Brockstein, & Chung, 2007). The combined 5-year survival rate for all head and neck cancers 

was reported in 2007 to be 57% (Piccirillo, Costas, & Reichman, 2007). The 5-year survival rate 

for all cancers including ones found in later stages is 67% (American Cancer Society, 2012). 

These statistics indicate a need for earlier diagnosis and treatment. However, preventing and 

detecting these cancers at early stages is often very difficult.  

Currently, there are no established routine screening guidelines for head and neck cancer, 

particularly due to the structures not being readily visible and easily examined by healthcare 

practitioners (Colwill & Lazio-Stegall, 2006). The American Cancer Society only recommends 

an oral cavity examination as part of cancer screening, particularly to detect cancers of the 

oropharynx. In many cases, an oral examination is completed by dentists, and not routinely 

completed by the primary care practitioner or specialist unless the person is exhibiting 
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symptoms. The reason it is so difficult to detect these cancers early is that symptoms often mimic 

more common disorders found in the head and neck. Common symptoms such as ear pain, 

chronic sinus infections, epistaxis, eye trouble, or voice changes may not lead healthcare 

practitioners to a cancer diagnosis initially (Mehanna et al., 2010; National Cancer Institute, 

2005). To visualize many of the head and neck structures, a nasopharyngolarygoscope is needed 

or other expensive diagnostic tests, such as computed tomographic (CT) scans, magnetic 

resonance imaging (MRI), barium swallow, and endoscopy. Furthermore, by the time head and 

neck cancers become symptomatic and diagnosed, the disease has often already progressed and 

is identified in the advanced stages of the disease.  

Risk factor identification is the best way to recognize individuals at risk for cancers of the 

head and neck. Tobacco and alcohol use are the biggest risk factors for cancers of the oral cavity, 

pharynx and larynx. It is well known that tobacco cessation is difficult and not all persons are 

able to quit, even during cancer treatment phases. This lifestyle choice puts the tobacco user at a 

high risk for recurrence, unsuccessful treatment, and may increase the side effects of treatments 

that are administered (Sharp & Tishelman, 2005). Interestingly, due to lifestyle choices, heavy 

smokers and alcohol consumers are also more likely to delay seeking treatment and have larger 

tumors at diagnosis (Brouha, Tromp, Hordijk, Winnubst, & De Leeuw, 2005; Tromp et al., 

2005). Other risk factors include environmental and occupational exposures, genetics, and 

viruses such as Epstein-Barr and human papillomavirus (HPV). HPV-related oropharyngeal 

cancer has a known increase in incidence in recent years (American Cancer Society, 2012).    

 In addition, there is a documented rise in the number of head and neck cases in minority 

groups. The incidence in African American, Asian, and Hispanic ethnic groups have all risen 

significantly between 1976 and 1999 (Sikora, Toniolo, & DeLacure, 2004). African Americans 



12 

 

have higher rates of incidence and mortality, especially with respect to oral and pharyngeal 

cancers (Clarke & Dropkin, 2006; Stenson et al., 2007). Seventy-three percent of African 

Americans are first diagnosed when the cancer is in the latest stages compared to 57% in 

Caucasians and have poorer 5-year survival rates of 36-39% (Clarke & Dropkin, 2006; Jemal et 

al., 2005). Lower quality healthcare, barriers to prevention and screening, lifestyle factors and 

low income are cited to be some reasons for the disparities (American Cancer Society, 2012; 

Gourin & Podolsky, 2006).  

The cost for head and neck cancer care depends on the location, stage, and the amount of 

treatment required. The last comprehensive statistics reveal that the total cost of care for head 

and neck cancer was nearly $3.6 billion in 2010, nearly 3% of all cancer costs (Mariotto, 

Yabroff, Shao, Fuer, & Brown, 2011).  The cost for squamous cell carcinoma is found to be 

comparable to or higher than other solid cancer types (Lang, Menzin, Earle, Jacobson, & Hsu, 

2004). Diagnosis at an early stage is advantageous from an economic perspective as advanced 

squamous cell carcinomas are the most expensive to treat and therefore may become bigger 

financial burdens to patients and families (Fisher, 2006; Menzin, Lines, & Manning, 2007). Head 

and neck cancer diagnosed at advanced stages often requires extensive surgery, radiation therapy 

and chemotherapy and all patients may have morbidities associated with these treatments.  

 Since many cancers of the head and neck are diagnosed in advanced stages, treatment 

decisions are often complicated and difficult to make for persons and families facing this 

diagnosis. The treatment plan is often interdisciplinary, requiring the expertise of oncologists, 

surgeons, otorhinolaryngologists, dentists, nurses, speech therapists, nutritionists, and other 

rehabilitation specialists (Menzin, et al., 2007; Spaulding, 2002). The treatment will often 

include a combination of surgery, radiation and chemotherapy. In this type of treatment situation, 
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persons with head and neck cancer and family caregivers may have difficulty navigating this 

complex healthcare delivery system. It may be very difficult for the family caregiver to manage 

and coordinate clinical care for the person with head and neck cancer with everyday 

responsibilities.  

 Surgical management is a common treatment for head and neck cancers at all stages of 

diagnosis and may be the only treatment if the person is fortunate to be diagnosed in the early 

stages. In more advanced stages of head and neck disease, surgery is almost always combined 

with radiation and possibly chemotherapy. Examples of surgeries include radical neck dissection, 

mandibulectomy, maxillectomy, glossectomy and laryngectomy (Scarpa & Zevallos, 2006). 

Goals of surgery include resection of the tumor while attempting to maintain function of the 

structure affected and provide some cosmetic protection (Agrawal & Malone, 2002; Spaulding, 

2002). The decision to have surgery is difficult as the individual is often faced with making a 

conscious and deliberate decision to alter visible facial features to treat cancer that may affect the 

appearance and function of an area that is seen by others. Family caregivers may be affected as 

well as they will likely be called to assist the person with communication deficits, swallowing 

and eating problems, and airway management.   

 Radiation therapy is often used as primary or adjuvant therapy with both early and 

advanced stage tumors. This type of therapy attempts to control tumor cells from invading 

healthy tissue and to localize cancer to the affected area. Side effects of radiation therapy are 

well documented but those that are most likely to affect the person with head and neck cancer 

include radiation burns, mucositis, xerostomia, oral infections, radiation caries, pain, taste 

alterations, myelosuppression, and fatigue (Blevins, 2006). With this type of treatment the 
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caregiver may assist with pain management for mouth sores, administer tube feedings, or assist 

with activities of daily living when the person is tired and fatigued.  

 Chemotherapy is generally used in conjunction with surgery and radiation therapy and is 

rarely used as primary therapy. The decision to use chemotherapy depends on the type and 

location of the cancer and the person’s health status. The side effects of chemotherapy can 

include fatigue, nausea and vomiting, and infection due to myelosuppression.  

 Most individuals with advanced stage cancer will require all three treatment modalities. 

The persons may be facing the negative treatment effects of surgery, radiation and 

chemotherapy. They may need to cope with an alteration in function that was associated with 

surgery that may be exacerbated further with the associated side effects of radiation and 

chemotherapy. Family caregivers will be caring for these persons throughout the treatments and 

treatment symptom experiences, providing physical, emotional, and financial support.  

Significance of the Issue to Healthcare and the Nursing Profession 

 This planned research study has the potential to contribute to the body of research on 

both cancer caregiving by family members and head and neck cancer. Through studying family 

caregivers of persons with head and neck cancer, the findings will augment the growing body of 

literature on family caregiving to persons with specific types of cancer. The study will also 

contribute to the care of persons with head and neck cancer. Family caregivers are crucial 

persons in the successful rehabilitation of persons with head and neck cancer, as they are often 

providing the necessary physical and emotional care outside the professional healthcare setting 

(Gamba et al., 1992; Penner, 2009). Further research is warranted about the family caregiving 

concerns and needs for persons with head and neck cancer.  
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 Nursing organizations such as the American Nurses’ Association (ANA) and the 

Oncology Nursing Society (ONS) have recognized the importance of family caregivers in 

delivering cancer care and are encouraging further study and research to support these 

caregivers. By gathering additional research evidence on cancer caregiving, healthcare 

professions may continue to support family caregivers through diagnosis, cancer treatment, 

cancer treatment effects, and follow-up care. Much of cancer research at present is focused on 

cancer treatment advancement and is not fully addressing the needs of families facing cancer. 

Focusing on the latter will be very important as people continue to survive longer with cancer 

and experience potential long-term consequences.  

 In support of the importance of informal caregiving by family members, the ANA issued 

a position statement on informal caregiving. This position statement emphasizes the importance 

of supporting family caregivers through policy development, establishing community resources 

to support caregivers, and providing financial resources to help families obtain respite care 

(American Nurses' Association, 1995).  By conducting this study, information gained from the 

research may be helpful in identifying the resources needed by family caregivers of persons with 

head and neck cancer in support of this position statement.  

 The Oncology Nursing Society (ONS) also recognizes the importance of family 

caregivers as members of a cancer care team. First, the position statement, Oncology Services in 

the Ambulatory Practice Setting, emphasizes the nursing role in assisting patients and families to 

provide safe care in the home through good assessment of family needs and teaching about 

preventing and managing treatment side effects (Oncology Nursing Society, 2006). There is also 

a joint position between the ONS and the Association of Rehabilitation Nurses on the 

rehabilitation of cancer patients. It is the position of these two organizations that successful 
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rehabilitation depends on the integration of persons with cancer and their families into the role of 

active participants in the treatment decision making process (Association of Rehabilitation 

Nurses & Oncology Nursing Society, 2006). This study will also make a significant contribution 

to the goals related to family caring of both the ANA and the ONS. 

The Role of Nursing in Advocating for Safe Patient Care & Quality Oncology Care for 

Families Facing Head and Neck Cancer 

 Finally, this study will contribute to the literature that supports the role of nursing in 

advocating for safe patient care in the home, in the pursuit of quality oncology care for families 

experiencing head and neck cancer. Nurses must recognize the value of caregiving in the home 

and support public policy endeavors to assist family caregivers in managing the potential 

burdens that cancer may place on families (Feinberg & Houser, 2012; Donelan et al., 2002). 

Policy is needed to address reimbursement issues for healthcare institutions and caregivers for 

services provided (Collins & Swartz, 2011). Nurses may be the healthcare professionals that 

caregivers seek out the most, and they should be educated in the resources available to support 

the caregiver (Given, Given, & Sherwood, 2012; Northfield & Nebauer, 2010; Northouse, 2012; 

Wagner & Lacey, 2004).  All populations of cancer patients and families must be served, 

including the underserved. Healthcare initiatives that support cancer care access must be 

developed and supported. As stated before, African Americans are a population of persons who 

are underserved with regard to family-oriented head and neck cancer care. Individuals with 

cancer and their families need access to information about treatments and will need referrals to 

obtain the most current information available (van Ryn et al., 2011; Ferrall, 2006; National 

Caregiving Alliance and AARP, 2009). Patients and their families will require written and oral 

instruction for prevention and management of side effects that is provided by a qualified 
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healthcare provider such as an oncology nurse or advanced practice nurse (Clarke, 2002; Grant 

& Ferrell, 2012; Honea et al., 2008; Semple & McGowan, 2002). Providing formal training to 

primary family caregivers to perform care tasks such as medication administration, and activities 

of daily living safely in the home is necessary (Collins & Swartz, 2011; Hendrix & Ray, 2006).  

 Nurses must also carefully assess the family’s resources and the ability to attain or access 

those resources. An assessment of the home environment may be needed as well as an 

assessment of access to transportation to receive cancer treatment. The nurse must assess 

whether the person with cancer or the caregiver have the ability to perform caretaking 

responsibilities that may need to be performed at home (Collins & Swartz, 2011; Levine, 2011; 

Oncology Nursing Society, 2006). Nurses need to be certain that community supports are in 

place to assist caregivers so that they may receive respite care, and have access to paid 

caregiving assistance and psychological and social support. Regular contact should be 

established with the family caregivers, independent of the person being cared for, to give 

individual emotional support that is needed to the caregiver and identify those at risk for negative 

health outcomes (Bevans & Sternberg, 2012; Given et al., 2012; Northouse, 2012; Ferrall, 2006).  

Healthcare providers, including nurses, need to specifically assess what the caregiving needs of 

persons with head and neck cancer are so that appropriate information and intervention are given 

throughout the cancer care continuum, from diagnosis to survivorship.  
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Chapter 2 – Conceptual Framework and Review of the Literature 

 

Introduction  

 A review of the literature was completed to find a relevant conceptual framework for the 

study and to identify the pertinent research related to the caregiving experiences of family 

members for persons with cancer. The Given Family Caregiver Model was chosen as the 

conceptual framework for the study and organizes the literature reviewed. Keywords used to 

identify research on family caregiver issues for persons with cancer were: Famil*, Caregiv* and 

Cancer. Keywords relevant to locating literature related to head and neck cancer included head 

and neck cancer or head and neck neoplasm, famil* and caregiv*.   

Conceptual Model 

  The Given Family Caregiver Model (1996) is an appropriate selection (Figure 1) because 

it considers many aspects of the cancer care continuum.  

 

Figure 1.  Given Family Caregiver Model. Reprinted with permission: Adapted from Figure 9-1 

Continuing cancer care demands and family caregiver burden in Given, B. A., & Given, C. W. 

(1996). Family caregiver burden from cancer care. In R. McCorkle, M. Grant, M. Frank-

Stromberg & S. B. Baird (Eds.), Cancer nursing: A comprehensive textbook (2nd ed., pp. 93-

109). Philadelphia: W.B. Saunders Company, p. 94.  
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The focus of the model is assessment of the factors that may contribute to potential caregiver 

outcomes and burdens resulting from caregiving. Caregiver burden results when there is a 

biopsychosocial reaction to an imbalance between care demands and requirements for a person 

with cancer by the caregiver (Given & Given, 1996).  Seminal work by Montgomery, Gonyea, 

and Hooyman (1985) defined two different types of burden, objective burden and subjective 

burden, both attributes of caregiver burden. Objective burden is defined as, “the extent of 

disruptions or changes in various aspects of the caregiver’s life and household” (Montgomery et 

al., 1985, p. 21). Subjective burden is defined as a caregiver’s “attitudes toward or emotional 

reactions to the caregiving experience” (Montgomery et al., 1985, p. 21). Therefore, caregivers 

are affected by both physical and emotional events surrounding the caregiving experience. The 

level of caregiver burden, both of the objective and subjective nature, may be minimal to 

overwhelming depending on the context of cancer caregiving. There are several areas that need 

to be addressed in order to understand or recognize family caregiver burden as an outcome: (a) 

background of the family, (b) characteristics of the caregiver, (c) characteristics of the patient, 

(d) nature of the cancer and care situation, and (e) formal care system present, and (f) informal 

care system present. All of these areas can influence what care demands are placed on both the 

patient and the caregiver and therefore contribute to either positive or negative caregiver 

outcomes, such as caregiver burden. Each area is discussed in the context of cancer caregiving 

with the relevant research to support each area of the framework.  

Background Characteristics of the Family 

  In order to start assessment of a family facing cancer, one must consider the background 

of the family and recognize the current or potential concerns that may be present. Given and 

Given (1996) suggest that family role characteristics, developmental stage of the family, living 
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arrangements, and socioeconomic status must all be considered. The healthcare provider needs to 

assess the roles of the various family members and how these roles may affect a family dealing 

with a cancer diagnosis, in particular the primary family caregiver. The nurse must identify the 

family members who are participating in the care of a person with cancer since they will become 

an integral part of the patient care team (Collins & Swartz, 2011; Levine 2011). Careful and 

early assessment of the family structure will allow nurses and health professionals to quickly 

identify family members who may be at greatest risk for negative health outcomes (Bevans & 

Sternberg, 2012; Given, Given & Sherwood, 2012). The nurse must also assess families for 

changing roles in relationships, increased responsibilities at home, and the potential for the 

caregiver to neglect self and important relationships while in the caregiving role (Ussher, Tim 

Wong, & Perz, 2012).  

 The quality of the relationships between family members should be considered, because 

it is expected that a cancer diagnosis will strain family relationships to some degree. The 

developmental stage of the family is important to consider, as the timing of the cancer diagnosis 

or treatment in a family’s life may vary the response of the caregiver to the cancer. For example, 

in a younger family, the caregiver may be caught between prioritizing care of a patient with 

cancer with childrearing and work responsibilities. A middle-aged family may be faced with a 

loss of a wage earner. The living arrangement may become important because the person with 

cancer or caregiver may temporarily or permanently alter the place of residence to meet 

caregiving needs. Families with low socioeconomic status might be more burdened financially 

with a cancer diagnosis (Given & Given, 1996). 

A cancer diagnosis can affect marital quality and communication in the family; there may 

be a sense of a loss of togetherness, and a decrease in the number of planned activities and 
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contact with others (Fang et al., 2001; Matthews, Baker, & Spillers, 2003). Dysfunctional 

communication in the family is found to contribute to anxiety and perceived caregiver burden 

(Edwards & Clarke, 2003; Fried, Bradley, O'Leary, & Byers, 2005). Therefore, it is important to 

assess the background of the family and possibly the communication patterns that may exist. If 

nurses are aware of the communication patterns, they can target interventions to assist families 

more effectively (Wittenberg-Lyles, Goldsmith, Oliver, Demiris, & Rankin, 2012).  Facilitating 

communication in families about the cancer allows persons to express openly feelings that may 

lessen depression, anxiety, and feelings of burden (Edwards & Clarke, 2003; Northouse, 2005; 

Wittenberg-Lyles et al., 2012).   

Caregiver Characteristics 

  The caregiver should be assessed with respect to age, gender, marital status, role 

obligations and resources to meet the caregiving demands of the person with cancer. In many 

cases, caregiving responsibilities are often taken on by a female spouse in the care of a male 

person with cancer or an adult daughter in the care of a parent. Spousal caregivers are most at 

risk for caregiver burden since they often are exposed to caregiving responsibilities on a daily, 

around-the-clock basis and living with the person often causes more distress than those who do 

not live with the person with cancer (Given & Given, 1996). Role obligations outside of 

caregiving such as employment or other family management responsibilities also need to be 

considered.  

There is research to support why assessments of the caregiver characteristics are relevant.  

Persons who are older caregivers may see the caregiving situation as less threatening than 

younger caregivers (Oberst, et al., 1989). However, for older caregivers, caregiving is cited as a 

risk factor for mortality, particularly in elderly women caregivers living with a care recipient. 
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Elderly women who reported a caregiver burden were 63% more likely to die within 4 years than 

women who were not caregivers (Schultz & Beach, 1999). Daly, Douglas, Lipson, and Foley 

(2009) found that younger caregivers had a greater lack of family support than older caregivers. 

Nurses must identify older or younger caregivers at risk for poorer outcomes.  

Gender issues are also prevalent in the literature, particularly the effects of caregiving on 

female caregivers. One meta-analysis examined gender differences in caregiver stressors, social 

resources and health. Women were found to have higher levels of burden and depression, and 

lower feelings of subjective well-being and physical health than men (Papastavrou, 

Charalambous, & Tsangari, 2009; Pinquart & Sorenson, 2006). Female caregivers are most 

likely to experience more psychological distress and feelings of being trapped in care 

responsibilities (Gaugler et al., 2005; Hodges, Humphris, & Macfarlane, 2005; Matthews et al., 

2003). Adult daughter caregivers report high levels of caregiving stress in contrast to adult sons 

(Kim, Baker, & Spillers, 2007). Female caregivers are also found to experience more 

psychological distress and spiritual distress in caring for persons with a non-gender specific type 

of cancer (Kim, Wellisch, Spillers, & Crammer, 2007). Adult daughters who have high self-

worth and higher household income may buffer the perception of burden since they may be able 

to meet the care recipients’ needs through other caregivers (Bachner, Karus, & Raveis, 2009).  

There may also be adjustment issues, feelings of uncertainty, feelings of abandonment, or fear of 

recurrence experienced by the caregiver (Lohne, Miaskowski, & Rustøen, 2012; Matthews, 

2003; Northouse, 2005; Tsigaroppooulos et al., 2009; Walsh, Estrada, & Hogan, 2004; 

Winterling, Wasteson, Glimelius, Sjoden, & Nordin, 2004). Female caregivers are also more 

anxious than male caregivers with respect to those issues (Matthews, 2003; Northouse, 2005). 
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Depression is also more likely in female caregivers than male caregivers (Edwards & Clarke, 

2003).  

Studies have also been completed to see if family caregiver characteristics may be used to 

predict psychosocial functioning. Caregivers with higher levels of education and income have 

lower perceived burden and depression (Bachner et al., 2009; Papastavro et al., 2012). Hudson, 

Hayman-White, Aranda and Kristjanson (2006) studied 35 primary family caregivers who were 

providing care to a person with incurable cancer. In this sample, caregivers who were less 

anxious and felt higher levels of competency in providing care at the beginning of a palliative 

care program had better psychosocial functioning than those caregivers who were more anxious 

and felt less competent (Hudson, Hayman-White, Aranda, & Kristjanson, 2006).  

 One role obligation that the caregiver may need to maintain is employment. Swansberg 

(2006) examined workplace factors that either inhibit or facilitate the family caregiving process 

and thereby affect this role obligation in a qualitative study of 30 caregivers. The major themes 

identified were: (a) finding a balance between working and providing care, (b) developing 

resources and creative strategies to meet employment and caregiving needs, and (c) the 

importance of social support by co-workers. In these situations, the caregivers attempted to 

balance the prioritization between work and caregiving to a loved one (Swansberg, 2006). 

Mazanec, Daly, Douglas, and Lipson (2011) found that there is decreased work productivity for 

some working caregivers who are trying to balance employment and family roles. The work 

productivity loss is manifested in caregivers’ being absent from work, needing to come in late or 

leave early, or being distracted at work to attend to caregiving responsibilities. Work 

productivity loss was correlated with the number of hours involved in caregiving activities and 
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with caring for a person with advanced cancer. Nurses may need to provide additional support to 

caregivers who are having difficulty managing work-life balance.  

Family caregiver characteristics have also been studied as a predictor of quality of life.  

In a study that examined 123 cancer survivors and 123 caregivers, cancer survivors had 

significantly higher quality of life than family caregivers in the study. Higher quality of life 

scores were found in family caregivers who were older, had a higher family income, were 

married, and male (Mellon, Northouse, & Weiss, 2006). In contrast, Alptekin, Gönüllü, Yücel, 

and Yaris (2010) found that caregivers who were older, unemployed, female, had lower 

education levels, curtailed social activities, and had personal health issues perceived negative 

quality of life effects.  

Kurtz, Kurtz, Given and Given (1995) measured optimism as a caregiver characteristic in 

a longitudinal study of 150 cancer patients and caregivers. Caregiver optimism was found to be a 

strong predictor of caregiving reactions to burden. Those caregivers with more optimism 

perceived less of an impact on caregiver schedule and health and had lower levels of depression 

(Kurtz, Kurtz, Given, & Given, 1995). 

Patient Characteristics 

  The same characteristics of age, gender, marital status and role obligations of the patient 

also need to be considered in the context of caregiving (Given & Given, 1996). Caring for an 

older or elderly person with cancer may increase care demands for the caregiver. An older person 

may require additional assistance with activities of daily living in addition to the medical care 

tasks that might be associated with the cancer diagnosis. If the person is unmarried, assistance 

with care may be done by parents or siblings or other persons in an informal care network. In 

other cases, unmarried, adult persons may not have a support network on which they can rely to 
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access necessary help and support. Role obligations of the person with cancer are also important 

to consider. The person with cancer may need to give up certain household roles during 

treatment or while managing the side effects of treatment. These roles may need to be fulfilled 

by family caregivers in addition to their already existing personal and household responsibilities. 

Finally, if the person with cancer has co-morbid conditions such as heart disease, lung disease or 

diabetes, an increase the care demands on the caregiver may be experienced. The nature of the 

cancer and care situation may be different because multiple co-morbid conditions need to be 

addressed.  

Nature of the Cancer and Care Situation 

  The site, type, stage, treatment and side effects of the cancer influence caregiving 

responsibilities and determine the risk for caregiver burden (Given & Given, 1996). The disease 

and treatments can change over time with varying degrees of demands on the caregiver. For 

example, advanced stage cancers may require more treatment such as surgery, radiation, or 

chemotherapy than cancers found at earlier stages. Therefore, the person may have more 

complications such as treatment related effects that may increase the care needs provided by 

family members.  

 Weitzner, McMillan, and Jacobsen (1999) studied the effects of providing care to persons 

in a curative (N=267) versus a palliative care setting (N=134) and its effect on family caregiver 

quality of life. Family caregivers of patients in the palliative care setting had significantly lower 

quality of life scores than those in a curative setting. Persons in palliative care are more likely to 

be physically debilitated and increase the care demands on the caregiver (Weitzner, McMillan, & 

Jacobsen, 1999).  
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 Doorenbos et al. (2007) studied 619 caregivers of persons near the end of life over a 1-

year period of time. Spousal caregivers in this study experienced greater caregiver burden than 

non-spousal caregivers in the end of life period. Caregivers of persons who died within 6 months 

of cancer diagnosis experienced more signs of depression than those caregivers of persons who 

survived longer (Doorenbos et al., 2007). Therefore, there may be increased feelings of 

emotional and subjective burden for caregivers of persons near the end of life.  

 Communication and information needs are cited in the research related to issues of the 

nature and treatment of cancer. Carter (2001) presented qualitative findings from 21 adult female 

caregivers 50 years of age and older. In this sample, the women identified a need to know about 

the cancer and its prognosis in addition to keeping informed during the treatment process. When 

this information was available, the women felt more prepared to anticipate and to deal with 

illness related issues (Carter, 2001).  Another descriptive study supports a need for information 

related to managing problems by caregivers of persons with advanced disease. Osse, Vernooij-

Dassen, Schade, and Grol (2006) described the information needs of 76 informal caregivers. 

More than 50% of caregivers wanted more information on the anticipated physical problems, 

expectations about the future, and possibilities of treatment and side effects (Osse, Vernooij-

Dassen, Schade, & Grol, 2006). Morrison et al. (2012) studied the met and unmet information 

needs of cancer outpatients. The least met information needs included information about lifestyle 

changes, managing fear and worry related to recurrence, and genetics of the cancer (Morrison et 

al, 2012). Chambers et al. (2012) reported unmet information needs related to healthcare services 

and information about the care recipient in caregivers who called a cancer information service 

support line. 
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 Caregiver preparedness is inversely correlated to caregiver burden. Scherbring (2002) 

studied the effect of caregiver perception of preparedness to care for a person with cancer and the 

effect on caregiver burden in a sample of 59 caregivers. An inverse relationship was found 

between perceived preparedness and caregiver burden. The more prepared the caregiver felt, the 

less burden was reported (Scherbring, 2002). Findings of another study indicated that caregivers 

who feel more prepared for the caregiving roles are more likely to experience decreased fatigue, 

confusion, and total mood disturbances and even an increased sense of vigor (Schumacher et al., 

2008). Chen et al. (2009) also found a correlation between caregiver burden and information 

needs. If the information needs of the caregiver regarding supportive care of the care recipient 

were met, less caregiver burden was reported. 

Formal Care System 

 The formal care and informal care systems in place influence the caregiving 

responsibilities. The formal care system for the person with cancer may include a combination of 

acute care, home care, palliative care, or hospice care (Given & Given, 1996). The family 

caregiver may be required to coordinate or facilitate care within this formal care system. 

Coordination of care has been identified as a challenge for caregivers, and studies are still being 

conducted on the best way to coordinate care for families. Walsh et al. (2011) identified a clear 

need for a key contact person and assistance in organizing care across multiple healthcare 

providers and systems. Participants in the study stated that having a key contact person was 

helpful in having confidence and trust in the information and advice that were shared. The key 

contact person identified is usually the most familiar with the patient and family circumstances 

and who can track progress over time and across providers (Walsh et al., 2011). A key contact 

person who has emerged in the cancer care literature as an effective way of providing formal 
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care support to families facing cancer is the professional patient navigator, who is most often a 

nurse. Families with access to a nurse navigator are often more satisfied with care received (Lee 

et al., 2011), felt benefits from the navigator’s presence (Thygesen, Pedersen, Kragstrup, 

Wagner, & Mogenson, 2011), and have lower distress scores (Swanson, 2008). The formal care 

system may also serve as a means of support for the family caregiver through providing care 

activities that may be demanding for a family caregiver in the home setting.   

Informal Care System 

  There may also be an informal care system in place to assist the caregiver, which may 

include other family members, friends, or other informal means of support (Given & Given, 

1996). This informal care system could decrease many of the care demands placed on the family 

caregiver as responsibility can be shared with other people. It may also be burdensome if the 

informal care system is inadequate to meet the needs of the caregiver or there are too many 

people to coordinate. The level of care that the informal care system can provide depends on the 

nature and extent of the cancer, and the perceptions of the family about what is actually needed 

and welcomed.   

 The importance of social and care support through informal networks of family, friends, 

and acquaintances is supported through research. Perceptions of strong social support serve as a 

means of protecting the caregiver from undue stress and tension in family relationships (Gaugler 

et al., 2008). The informal care system also serves as a means of obtaining emotional support and 

practical help with day-to-day activities (Foxwell & Scott, 2011). Some caregivers may perceive 

a need to be in contact with self-help and support groups, especially if the caregiver is female 

and married (Baghi et al., 2007).  
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 Case (2006) conducted a small qualitative study of 6 patients, 12 caregivers, and 3 

networks of informal caregiving support. The informal care system included co-workers, adult 

siblings, friends, and in-laws, as well as members of faith-based groups and other cancer 

patients. These networks of friends and family were relied on heavily during a cancer caregiving 

period. Interestingly, the family caregivers and cancer patients were concerned about the burdens 

they placed on this informal care network, fearing loss of relationships because of the increased 

responsibility the network was assuming. Another theme that emerged was that the family, 

friends and co-workers expressed that they had not done enough for the person with cancer or the 

caregiver (Case, 2006). However, little is known about who is supporting the informal care 

system when these family, friends, and co-workers are providing valuable care to others.   

Demands on Caregiver and Patient 

  The demands on the family caregiver and the person with cancer may vary depending on 

the nature of the cancer and the care situation as previously described. Caregivers of persons 

with cancer report similar levels of physical and psychological demands and distress when 

compared to caregivers of persons with dementia (Kim & Schulz, 2008). The patient’s symptom 

experiences as a result of cancer or cancer treatment can affect both the person and the caregiver. 

The person with cancer may need direct assistance with care such as symptom management, 

watching for treatment side effects, and medical care tasks or assistance with shopping and 

finances. Pain management is a major symptom experience that affects caregivers and persons 

with cancer. For example, the caregiver may be the one who makes decisions regarding the type 

of medication therapy, the timing of the medication administration or encourages the patient to 

use pain medication (van Ryn et al., 2011). In most cases, much of the care given is done within 

the context of the formal and informal care systems, but careful and close attention is needed to 
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ensure that caregivers have the proper training and skill to perform complex tasks at home (van 

Ryn et al., 2011).   

 Cancer-related pain management is often appraised and cited as a challenging aspect of 

cancer caregiving. Vallerand, Collins-Bohler, Templin and Hasenau (2007) designed an 

exploratory study to determine pain management knowledge and perceived barriers to pain 

management in a sample of 46 primary family caregivers in the home care setting. In this 

sample, caregivers cited a fear of opioid-related side effects and addiction, and believed that an 

increased pain level signified progression of the cancer. In addition, caregivers who report higher 

knowledge of pain management report fewer barriers (Vallerand et al., 2007). Therefore, pain 

knowledge must be assessed with information provided depending on the nature of the cancer 

and cancer treatment.  

 Communicating pain to healthcare providers is also important to manage the treatment 

symptom experiences. Kimberlin, Brushwood, Allen, Radson, and Wilson (2004) conducted a 

qualitative study using focus groups to identify the barriers and facilitators of effective 

communication of pain.  Major themes of this study highlighted the importance of 

communicating pain issues to healthcare providers, improving healthcare provider relationships 

with patients and caregivers who experience pain, and addressing fears regarding pain 

management.  

 Miaskowski, Kragness, Dibble, and Wallhagen (1997) studied a convenience sample of 

family caregivers who cared for persons with and without cancer-related pain. Family caregivers 

of persons with cancer-related pain were found to have significantly more mood disturbances 

such an increased tension, depression, and fatigue than family caregivers of persons who were 

pain-free (Miaskowski, Kragness, Dibble, & Wallhagen, 1997). 
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 Two studies examined the congruence of pain assessment between family caregivers and 

persons with cancer (Redinbaugh, Baum, DeMoss, Fello, & Arnold, 2002; Riley-Doucet, 2005). 

Redinbaugh et al. (2002) studied 32 patient-caregiver dyads in a descriptive, correlational study. 

Family caregivers in this study reported significantly more pain than the patients’ reports of pain. 

If the caregivers felt distressed about the patient’s pain, they were more likely to report a higher 

pain score. In addition, for patients who experienced high levels of pain, their caregivers were 

more likely to report psychological distress and greater caregiver burden (Redinbaugh et al., 

2002). Riley-Doucet (2005) studied 81 patient-caregiver dyads on the perception of pain 

controllability in older adults. In patient-caregiver dyads where both persons felt the pain was 

controllable, the caregiver was less likely to report subjective caregiver burden than those dyads 

who perceived their pain to be uncontrollable.  

Caregiver Outcomes 

  Therefore, the overall purpose of this conceptual model is to guide assessment of the 

family facing cancer so that nurses can recognize caregivers who may be at risk for developing 

problems that can be appraised as burdensome or troublesome. These assessments may assist the 

nurse in developing interventions and a plan of care that will benefit the family caregiver as well 

as the person with a cancer diagnosis. The assessments may also serve in being a family health 

promotion measure because the strengths of the family may be recognized early and can be 

capitalized on throughout the cancer care continuum. The hope is that healthcare providers can 

minimize the anxiety, depression, role burdens, or economic burdens that may be placed on the 

family (Given & Given, 1996).  It is obvious that cancer affects not only the individual with 

cancer; it is a family event. The well-being of family members and family caregivers must be 

taken into account when providing comprehensive nursing care that encompasses physical, 



32 

 

psychosocial, spiritual, and economic domains (Northouse, 2005). It is through research in these 

areas that effective interventions may be developed to support the family caregiver and to 

minimize the potential caregiver burden associated with a cancer diagnosis of a loved one.  

 Physical effects of caregiving.  Physical effects on the caregiver most frequently cited 

are lack of sleep and fatigue, and are most evident if the caregiver is caring for a patient at the 

end of life (Gibbins et al., 2009; Glajchen, 2004; Northouse, 2005; Stenberg et al., 2010). 

Problems with sleep quality, sleep duration, sleep disturbances, and daytime dysfunction are 

reported (Carter & Chang, 2000; Carney et al., 2011). Sleep maintenance is also difficult for 

many caregivers and contributes to feelings of fatigue (Dhruva et al., 2012). In one sample of 51 

cancer caregivers, 95% reported severe sleep problems that correlated with measures of 

depression (Carter, 2002; Carter & Chang, 2000). There was a link between depression and sleep 

problems in caring for persons with advanced cancer (Carter & Acton, 2006; Carter & Chang, 

2000). Decreased coping strategies were also linked to sleep problems (Carter & Acton, 2006). 

Sleep disturbances may also be increased in women caregivers, especially if they are not 

physically active (Willette-Murphy et al., 2009).  

 Additional physical effects were studied among caregivers providing care to a person 

with cancer over an extended period of time and their perceived burden. Corà, Partinico, 

Munafò, and Palomba (2012) found in a small pilot study that cancer caregivers giving care over 

a prolonged period of time had high levels of sleep dysfunction and increased blood pressure, in 

addition to higher levels of depression and anxiety.  

 The impact of fatigue on caregivers was studied in a sample of 248 family cancer 

caregivers. This study found a significant positive correlation between fatigue and impact of 
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fatigue on a caregiver’s schedule. As a caregiver’s schedule was perceived to be burdensome, the 

more pronounced the fatigue experienced by caregivers (Jensen & Given, 1991).  

 Caregivers may be less likely to engage in health promotion activities such as exercise, 

eating well, keeping wellness appointments, and managing already existing health problems that 

result from caregiving responsibilities, although the research findings did not always support this 

finding. However, if health is neglected, caregivers will be at greater risk for chronic illness 

including diabetes and hypertension (Mazanec, Daly, Douglas, & Lipson, 2011). 

 Caregiving may also have positive effects on physical health. Bowman, Rose and 

Deimling (2005) studied 109 spouse and family members of older adults who have survived 

cancer in a descriptive, correlational study. The caregivers were studied to see if they advocated 

health maintenance activities for cancer survivors to participate in health maintenance activities. 

Family members who provided care during the active and treatment phases for cancer advocated 

for cancer survivors participating in health maintenance activities. Caregivers also personally 

participate more in health maintenance activities as result of being a caregiver. Participating in 

more activities that facilitate health may limit the effects of caregiving on the physical self. 

Limited attention is paid to this area of research.  

Psychosocial outcomes of cancer caregiving.  The psychological and social effect of 

cancer is the most researched area of cancer caregiving. Anxiety, depression, and feelings of 

burden are well cited (Stenberg et al., 2010). Cancer-related distress is more often reported by 

the caregivers or family members than the individual with cancer (Matthews, 2003; Matthews et 

al., 2003). If the person with cancer is experiencing problems with mood, caregivers are more 

likely to feel overloaded with caretaking responsibilities (Gaugler et al., 2005). The caregivers 

may be distressed and burdened emotionally because they are trying to manage their own 
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feelings and those of the person at the same time during points along the cancer care continuum 

(Thomas, Morris, & Harman, 2002). If the individual with cancer has a poor prognosis, has many 

care needs provided by the family, or a cancer that requires multimodal therapy, cancer-related 

distress may be most evident in those persons with cancer (Zabora, Brintzenhofeszoc, Curbow, 

Hooker, & Piantadosi, 2001).  

Matthews, Baker and Spillers (2004) examined the influence of a health protective stance 

and emotional strain on caregiver quality of life in a sample of 203 family caregivers. Health 

protective stance addressed the issue of how caregivers view life, positively or negatively, and 

their engagement in behaviors that facilitate health. Emotional strain included the degree of role 

entrapment felt, the degree of perceived overload, and the feelings of isolation during the time of 

giving care. Caregivers who cared for persons with cancer diagnosed at an early stage, had a 

lower income bracket, had more positive expectancies, had better performance of health 

protective behaviors, and reported less emotional strain, were found to have higher quality of life 

scores. In addition, those caregivers who reported fewer feelings of isolation and overload had 

better psychological well-being scores (Matthews et al., 2004).  

One meta-analysis investigated the relationship between psychological distress of cancer 

patients and their caregivers across 21 independent research studies. A positive relationship was 

found between patient and caregiver psychological distress (Hodges et al., 2005). As patients 

perceived distress, so did the caregivers.  

Spiritual issues and the meaning of the cancer diagnosis.  The body of research only 

briefly addresses the consequences of spirituality and meaning of the cancer illness for family 

members. Spiritually, individuals with cancer and their caregivers often seek meaning to their 

illness to adjust to the diagnosis and enhance well-being (Glajchen, 2004; Mah & Johnston, 
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1993; Northouse, 2005). In a study that examined quality of life of family caregivers two years 

post-treatment period, an increased awareness of spirituality had been experienced and 

contributed to overall adjustment to their loved one’s cancer (Kim & Spillers, 2010).  Enhancing 

feelings of hopefulness may reduce feeling of caregiver strain (Lohne, et al., 2012). Germino, 

Fife and Funk (1995) examined the meaning of cancer in a partner relationship. Patients who 

found more positive meanings in illness were more likely to have a more positive emotional 

response to cancer, have less anxiety and depression, feel greater personal control over cancer 

care related issues and have an overall better adjustment to illness. Partners who felt the cancer 

diagnosis had a positive meaning felt that the communication in the relationship was improved 

and experienced better sexual adjustment (Germino et al., 1995). Caregivers who were more 

optimistic about the cancer perceived a lesser impact on their schedule and health, and felt less 

depressed (Kurtz et al., 1995).  

Economic effects of cancer caregiving. The role of economics in the caregiving 

relationship has been studied. Family members who are employed may feel trapped between 

maintaining employment and caretaking responsibilities (Gaugler et al., 2005; Swansberg, 2006). 

In most cases, caregiving responsibilities are prioritized over work and often interfere with 

employment responsibilities (Swansberg, 2006). Families with higher incomes or caregivers who 

are retired are more likely to report a higher quality of life and less feelings of entrapment in a 

caregiving situation (Mellon et al., 2006). It is possible that families with higher incomes are 

more likely to be able to hire help for caregiving needs or may adjust more easily to an income 

fluctuation.  

In summary, there are many caregiver issues and characteristics that need to be assessed 

by healthcare providers to minimize caregiver burden outcomes. Physical, psychological, 
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spiritual, and economic burdens all should be incorporated into the care of persons with cancer 

and their families. However, one type of cancer that is not well addressed with respect to any of 

these issues is head and neck cancer. In almost all of the studies reviewed regarding cancer 

caregiving, most of the samples did not include persons or family caregivers facing a head and 

neck cancer diagnosis. The site, types and treatments for head and neck cancer were discussed in 

Chapter 1. However, further discussion and review of the research is needed relative to the 

treatment effects and the potential symptom experiences of persons with head and neck cancer 

for an understanding of the potential care demands that may be placed on the primary family 

caregiver. 

The Potential Treatment Experience of Persons with Head and Neck Cancer  

 Cancers of the head and neck are often found in advanced stages because they are 

difficult to diagnose. Most of these cancers are treated with a combination of surgery, radiation 

and chemotherapy and all have treatment related sequelae that affect not only the patient, but the 

family caregiver as well.  

Surgical Effects  

 Disfigurement or altered appearance of the face is an important point to consider in the 

care of head and neck cancer patients. To excise tumors in the area of the head and neck, a 

combination of bony and soft tissue is often removed, therefore altering the appearance of the 

face, even with reconstructive surgery (Dropkin, 1999). In these cases, the individual and family 

have made a conscious and difficult decision to surgically alter visible facial features to treat 

cancer. A change in head and neck appearance is not easily hidden. In addition to change in 

appearance, the person may also be faced with changes in functional processes such as breathing, 

eating or speech that may also be seen by other people. In both cases, persons with head and 
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neck cancer, their family members and even healthcare providers must learn to cope with these 

issues. 

 Dropkin (1997) has studied the coping behaviors of persons with head and cancer who 

experienced disfigurement and dysfunction as a result of surgery. A positive relationship was 

found between pre-operative and post-operative coping behaviors. Those persons with head and 

neck cancer who were coping better prior to surgery, coped better following surgery (Dropkin, 

1997).  Dropkin (2001) also studied the effect of anxiety on coping strategies prior to head and 

neck surgery finding a statistically significant negative relationship between anxiety and self-

care. As persons with head and neck surgery became more confident in the ability to perform 

self-care related to the surgical site in the post-operative period, anxiety levels decreased 

(Dropkin, 2001). Family caregivers may be assisting the person with head and neck cancer 

during the initial post-operative period with self-care and may have a role in lessening anxiety. In 

addition, as the family caregiver accepts the change in facial appearance this may also put the 

person with head and neck cancer at ease.  

 Baker (1992) examined the relationships between perceived social support, perceived 

severity of dysfunction, degree of disfigurement, and mode of treatment (surgery or surgery and 

radiation) on rehabilitation outcomes in a population of persons with head and neck cancer. One 

of the statistically significant findings of this study was that perceived social support was 

negatively correlated to rehabilitation outcomes as measured by the Sickness Impact Profile. 

Those persons with head and neck cancer who perceived higher levels of social support had 

decreased scores on the Sickness Impact Profile, particularly the psychological dimension. A 

more recent study compared the effect of self-efficacy on distress in groups of persons with and 

without disfigurement. Higher levels of self-efficacy in both groups buffered the negative effects 
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of social distress on depression and anxiety (Deno et al., 2012). Therefore, it is possible that 

family caregivers may be influential in helping persons with head and neck cancer cope with the 

disease.  

 Other research findings regarding disfigurement from surgery indicate that there may be a 

worsened relationship with the partner, reduced sexuality, and increased social isolation (Gamba 

et al., 1992; Hagedoorn & Molleman, 2006; Monga, Tan, Ostermann, & Monga, 1997). 

Interventions may be needed that are aimed at the intimate partner relationship. Greater 

disfigurement may also result in depression, particularly in women with head and neck cancer or 

those with little social support (Katz, Irish, Devins, Rodin, & Gullane, 2003). Interventions may 

also be needed to assist women facing head and neck cancer or those with little or no family 

support.  

 In addition to body image disturbances, surgery may also temporarily or permanently 

affect functional processes such as speech, swallowing, and breathing in an attempt to treat the 

disease. For example, the family caregiver of a person with head and neck cancer who has 

experienced a total maxillectomy and orbital exteneration as a surgical intervention will require 

much assistance with physical problems. The person with this type of surgery may experience 

visual problems because of the loss of an eye. The family caregiver may need to manage a 

feeding tube due to eating and swallowing problems associated with missing facial structures. 

Assistance with breathing may also be needed as the caregiver may assist in tracheostomy care to 

protect the airway. The family caregiver may also provide communication assistance due to 

speech alterations resulting from the loss of the palate structures in the oral cavity. All of these 

problems need further investigation with respect to family caregivers.  
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 For persons facing head and neck cancer, the communication deficits may have short and 

long-term implications. If speech is perceived as unintelligible, the person is more likely to 

experience a diminished sense of self (Meyer et al., 2004). Alternative methods of 

communication may need to be explained in detail prior to surgery as well as the means to cope 

with potential voicelessness in the post-operative period (Happ, Roesch, & Kagan, 2004; 

Rodriguez & Blischak, 2010). Rodriguez and Blischak (2010) studied the communication needs 

of non-speaking hospitalized patients. The researchers found that patients needed ways to 

communicate pain, the need for suctioning, ask for assistance with toileting needs, and identify 

psychosocial needs. Family caregivers found that psychosocial needs were most important in 

addition to the needs expressed by the care recipients. The family caregivers needed a way to be 

able to ask how the loved one was feeling (Rodriguez & Blischak, 2010).    

 Rodriguez and VanCott (2005) addressed the issue of pain assessment in speech impaired 

post-operative head and neck patients in a mixed method study. From a professional nurse 

caregiver perspective, pain assessment was time consuming, frustrating, and aggravating because 

of the communication deficit. The patients’ perspective revealed that they felt frustrated and 

impatient with making pain needs known to healthcare providers (Rodriguez & VanCott, 2005).  

This study may have implications for family caregivers because they may also experience this 

type of problem with pain assessment and management as the nurses.  

Radiation Therapy  

Radiation therapy also poses care challenges to both the person experiencing radiation 

treatment as well as the family caregiver. One study indicated that there may be a decrease in 

physical and functional well-being from treatment initiation up to one month after treatment or 

even later for persons with head and neck cancer (Rose & Yates, 2001). Radiation therapy can 
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profoundly affect the ability to eat, chew and swallow and these problems may be long-term 

problems (El-Deiry et al., 2005; Gritz et al., 1999; Rose-Ped et al., 2002). Radiation therapy is 

likely to increase the probability that the person with head and neck cancer will experience 

increased oral mucosal irritation, ulcers and mucositis, especially at high doses of radiation 

(Taheri, Sohrabi, Salehi, & Najafi, 2008). The experience of radiation therapy also puts persons 

with head and neck cancer at risk for post-operative wound infections or additional surgery due 

to the amount of tissue damage it may cause in surgically treated areas (Mücke et al., 2012).  

As an example of the potential problems with nutrition experienced by persons with head 

and neck cancer, Larsson, Hedelin, and Athlin (2003) conducted a qualitative study related to 

eating problems associated with radiation therapy. Overall, they found that the eating problems 

worsened with the progression of radiation therapy treatments. The loss of ability to chew and 

swallow as well as the loss of will and desire to eat were the two main eating problems that 

emerged and there seemed to be an interrelationship between these issues. The participants 

experienced changes in saliva, pain with swallowing or “narrowness” with trying to swallow, as 

well as changes in taste. In some cases, the participants were nauseated by the eating difficulties 

due to the saliva changes or the taste changes experienced, which affected the will to eat 

(Larsson, Hedelin, & Athlin, 2003). In the weeks that follow treatment, daily life may continue 

to be disrupted by eating problems that are not easily managed outside the formal care healthcare 

environment (Larsson, Hedelin, & Athlin, 2007). The effect of radiation therapy on nutritional 

needs may change the meaning of food for persons with head and neck cancer due to the 

associated physical, emotional, and social losses that may occur as a result of treatment 

(McQuestion, Fitch, & Howell, 2011). Caregivers may also experience similar losses. Locher et 

al. (2010) studied the disruptions in meal preparation among older cancer patients and their 
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family caregivers. Female caregivers expressed frustration, bewilderment, anger, and 

hopelessness when the care recipients did not eat the way the caregivers thought they should 

(Locher et al., 2010).  

Therefore, nutrition during radiation treatment is very important to address in persons 

with head and neck cancers. The disruption of the structures used to eat by radiation therapy may 

necessitate the insertion of a feeding tube or creation of a parenteral nutrition source to prevent 

weight loss or nutritional deficiencies (McGuire, 2000; Wermker, Jung, Hüppmeier, Joos, & 

Kleinheinz, 2012). This is yet another care task that may be assumed by family caregivers. 

Family caregivers may have to manage the feeding tube or intravenous feeding device. They will 

also have to face feelings of potentially watching their loved ones cope with the eating problems; 

doing so can be both painful and difficult for family caregivers. Mayre-Chilton, Talwar, and 

Goff’s (2011) study revealed that patients with a feeding tube may be more informed about the 

purpose of inserting and maintaining a feeding tube than caregivers. Caregivers in this study felt 

a greater negative effect on their daily activities than patients, including meal preparation and the 

alterations required to maintain caloric intake (Mayre-Chilton, Talwar, & Goff, 2011).  

 Wells (1998) qualitatively studied 12 participants’ life experiences after radiation 

therapy, finding that physical and emotional stress in persons with head and neck cancer was 

often “hidden” from others. Many participants downplayed their symptoms and often compared 

themselves to others who were “worse off” in terms of recovery. The physical and emotional 

symptoms affected everyday life despite completion of treatment and included tiredness, 

difficulty swallowing, sleep disturbances, and mouth and skin disturbances. The participants 

often felt that these concerns were not significant and therefore did not address them with 

healthcare providers, keeping them hidden. The perception that life was “on hold” existed until 
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participants felt they could resume some of their normal activities. Living with uncertainty was a 

major source of emotional stress for these participants. The period after radiation therapy 

provided participants time to reflect on their experiences and they described feeling of little 

emotional support during this process of reflection. It was perceived that the healthcare providers 

were not as accessible after treatment completion and participants wished that the providers 

would have included additional follow-up for physical and emotional symptoms (Wells, 1998). 

Family caregivers may be in a position to report problems to healthcare providers and may help 

“uncover” what is hidden.  

Pain as a Symptom Experience 

 Pain is often a consequence of treatment for cancer and must be seriously considered in 

the care of the person with head and neck cancer. Pain experienced by persons with head and 

neck cancer is as significant as or more so than many persons with different cancers. Stuver et al. 

(2012) conducted a major study of oncology patients with advanced diseases revealing that 

cancers of the thorax, breast, and head and neck had the highest pain scores in comparison to 

other cancers. Fischer, Villines, Kim, Epstein, and Wilkie (2010) compared pain experiences of 

persons undergoing radiation therapy for lung, prostate, and head and neck cancers. In this 

sample of patients, pain was significantly higher for persons with head and neck cancer when 

compared to persons with prostate cancer, but not significantly different from persons with lung 

cancer. The inability of the patient to obtain pain relief caused increased anxiety and depression 

in all of the groups (Fischer, Villines, Kim, Epstein & Wilkie, 2010). In a study by Chen, Liao, 

and Chang (2011), pain could be predicted in patients with head and neck cancer who had 

surgery or radiation therapy, in older patients, those with eating difficulty or speech impairment, 

or had depression. Logan et al. (2010) also reported that persons with head and neck cancer who 
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continued to smoke had higher general and oral pain levels than persons who never smoked or 

quit smoking.  

  As stated earlier, pain assessment may difficult for the speech-impaired person in the 

post-operative period. Chua, Ready, Lee and Patt (1999) conducted a descriptive study of head 

and neck cancer survivors treated with surgery and radiation therapy in a pain clinic. Pain in 

persons with head and neck cancer was found to be multifactorial and vary in origin. The pain 

can be nociceptive, neuropathic, myofascial, or chronic depending on the type and response to 

treatment. The treatment for pain in this population varies and often uses a combination of 

traditional pain remedies supplemented with adjuvant treatments such as tricyclic 

antidepressants, anticonvulsants, and anxiolytics (Chua, Reddy, Lee, & Patt, 1999). Furthermore, 

persons who were treated with surgery and radiation therapy more likely to have troublesome 

pain than persons treated with only radiation therapy (Whale, Lyne, & Papanikolaou, 2001).  

Pain assessment and treatment may be managed by family caregivers, where they may be 

assessing complex types of pain and medications to treat pain.  

Psychosocial Effects of Head and Neck Cancer 

 The psychosocial needs of the person with head and neck cancer may also be diverse and 

caregivers may be needed to assist the person in coping with psychosocial problems. The effect 

of treatment on quality of life can be significant. Bower, Vlantis, Chung, and Van Hasselt (2010) 

found that quality of life impairment is worse in patients who received a combination of 

therapies, rather than monotherapy, or had advanced cancer. Social isolation may also put 

persons at risk for adjustment issues related to physical and emotional recovery, especially if 

perceived social support decreases from the pre-treatment to post-treatment phases (Penedo et 



44 

 

al., 2012). The research reviewed addresses the predictive factors for psychosocial problems, 

information needs, emotional stress, and pain and suffering.  

 Two studies in Japan addressed predictive factors for depressed mood and psychological 

distress in persons with head and neck cancer. The presence of advanced head and neck disease, 

being unmarried, and poor coping were associated with depressed mood (Kugaya, Akechi, 

Okamura, Mikami, & Uchitomi, 1999). Being unmarried, living alone, having advanced disease, 

and the use of alcohol was predictive of psychological distress (Kugaya et al., 2000). Therefore, 

family caregiver support or other types of social support may be helpful in decreasing the 

distress felt by persons with head and neck cancer.  

 Furness (2005) studied the information and supportive care needs of 38 facial surgery 

patients, including 21 persons with head and neck cancer. The participants in this study described 

that proper information about the nature and process of the surgery was given, but the 

information provided did not prepare them for the consequences of surgery, such as physical 

symptoms and the actual facial appearance. A lack of referral to a support network post-

operatively was also reported. The significant others and caregivers interviewed felt a need for 

information so that they could be involved in patient care tasks. The facial surgery patients felt 

that there was support available, but it was not regularly offered even if the participants 

expressed a need. Healthcare providers who demonstrated caring and concern and who made 

themselves available to the patients and families were valued. However, participants felt that 

members of health staff were not fully trained to help participants cope with the consequences of 

facial surgery or in facilitation of supports in the community. The biggest barrier identified by 

the participants in receiving emotional support was the time to talk and bring up issues related to 
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coping (Furness, 2005). While this study identified needs of patients, it also highlighted that 

there are caregiver needs for information that are not being met.  

 Persons with head and neck cancer may also be experiencing emotional pain and 

suffering as a result of their illness. Moore, Chamberlin, and Khuri’s (2004) qualitative pilot 

study examined the experience of emotional pain and suffering after completing treatment for 

head and neck cancer.  Persons with head and neck cancer experienced a self diminished by 

cancer. All of the participants described a unique personal and social process of being 

diminished after diagnosis and in the treatment phase with respect to treatment effects, 

information needs that were not met, or feeling of a loss of control. Fear was another theme 

described by participants. There was fear expressed related to the diagnosis of cancer and the 

possibility of recurrence. Hopelessness and loss of meaning in life was the final theme addressed. 

All of the participants had feelings of both fighting an unending battle and of uncertainty about 

their futures in relationship to head and neck cancer. All participants struggled with coping with 

the initial diagnosis of cancer, treatments, cures, and in some cases recurrences. Some 

participants struggled to find meaning in life. Often the participants’ priorities in life were 

changed as a result of the head and neck cancer experience (Moore, Chamberlain, & Khuri, 

2004). The family caregivers may also face similar feelings when the treatment for head and 

neck cancer is completed.  

 It is evident that the potential care needs for a person undergoing treatment for head and 

neck cancer may be unique and complicated and require both physical and emotional support by 

family caregivers and by healthcare professionals. However, this issue is not well studied.  

 

 



46 

 

Specific Needs of the Caregiver for a Person with Head and Neck Cancer 

 

In summary, there are a number of issues that may influence the level of distress felt by 

caregivers for persons with head and neck cancer. However, there is a paucity of literature that 

specifically addresses the needs of the primary family caregiver for a person with head and neck 

cancer. The primary family caregiver of the person with head and neck cancer often provides the 

necessary physical, emotional and financial care needs for a person with the head and neck 

cancer in all phases of the diagnosis and treatment. In some cases, treatment for head and neck 

cancer had been delayed, and therefore the disease is diagnosed in later stages, increasing the 

potential care needs of the patient (Tromp et al., 2005). During the process of providing care to 

the loved one with head and neck cancer, it is nearly certain that daily life will be disrupted for a 

period of time. Caregivers may have lifestyles that now revolve around planning schedules for 

treatment or supportive care and additional responsibilities at home, thereby neglecting self or 

others while in the caregiving role (Ussher et al., 2011; Winterling, Glimelius, Sjoden, & Nordin, 

2004). There is a positive correlation between level of disruption and the amount of emotional 

distress and burden experienced (Longacre, Ridge, Burtness, Galloway, & Fang, 2012; Roing, 

Hirsch, & Holmstrom, 2008).  Distress and burden are worsened when the disruption affects the 

caregivers’ ability to participate in valued cathartic activities (Cameron, Franche, Cheung, & 

Stewart, 2002). Ross, Mosher, Ronis-Tobin, Hermele, and Ostroff (2010) found less disruption 

in routines and better coping with caregiving activities for caregivers who had a greater number 

of hours spent per week in the caregiving role. This finding may be particularly applicable to 

caregivers who do not have other competing demands such as employment or raising a young 

family while in the caregiving role.  
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Individuals with head and neck cancer may need physical care from their family 

caregivers that may be complicated and may go beyond just providing assistance with routine 

activities of daily living. Although there may be paid professional home care staff for assistance 

at times, care is usually not provided 24 hours a day. The family caregivers may need to perform 

physical care tasks that require troubleshooting and problem solving. Physical care needed by 

persons with head and neck cancer that family caregivers provide may include dressings of 

surgical sites, wound drain care, tracheostomy care, enteral nutrition, and pain management 

(Baehring & McCorkle, 2012; Chua et al., 1999; Gendron et al., 2002; Gritz et al., 1999; Krouse 

et al., 2004; Mah & Johnston, 1993; Watt-Watson & Graydon, 1995).  Performing these types of 

tasks requires education and anticipatory guidance provided by the healthcare provider, so that 

the caregivers can perform the tasks safely and with the ability to recognize and report problems 

to prevent harm to the patient or further hospitalization. There may be feelings of uncertainty and 

a period of adjustment to providing physical care for the caregiver. Careful discharge planning is 

needed to facilitate safe care in the home and requires multidisciplinary healthcare effort 

(Baehring & McCorkle, 2012).  

 Emotionally and socially, providing care to these patients may be challenging. Surgical 

treatments for head and neck cancers can alter function and structure of facial features and cause 

disfigurement which may lead to body image disturbances that are perceived by both the persons 

and their families (Agrawal & Malone, 2002; Deno, et al., 2011; Dropkin, 1999; Gamba et al., 

1992; Gritz et al., 1999; Katz et al., 2003). Family caregivers may also find it difficult to 

communicate with the person as the effects of surgery or radiation may impair speech 

(Rodriguez & Blischak, 2010). Once communication patterns are established, the caregiver may 

need to speak on behalf of the person, so that they may convey needs to other family members 
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and healthcare providers (Agrawal & Malone, 2002; Happ et al., 2004; Happ, Roesch, & Kagan, 

2005).  Another example where communication problems may be alleviated by the family 

caregivers is for a person who has experienced a laryngectomy. Communication and speech 

deficits may be long term for many persons who have experienced a head and neck cancer. 

Long-term survivors of head and neck cancer may have speech deficits that not only affect 

communication but also interfere with activities such as eating, recreation, and interactions with 

others in public places, which in turn can affect the caregiver (Meyer et al., 2004). In this case, 

the caregiver may need to assist the person with eating or interacting with others outside the 

family. The person with head and neck cancer may feel isolated in unfamiliar places and may be 

reluctant to go out in public. The caregiver may also feel obligated to curtail social activities as 

well to support the person with head and neck cancer.  

 Fear of recurrence of the cancer is also an emotional concern for the caregivers of 

persons with head and neck cancer. Hodges and Humphries (2009) found that caregivers actually 

have more concern related to recurrence than the care recipient. High levels of fear are reported 

to be positively correlated with emotional distress and anxiety (Hodges & Humphries, 2009; 

Longacre et al., 2012; Watt-Watson & Graydon, 1995). Recurrences are common in the head and 

neck population, especially if the individual does not comply with treatment or continues 

unhealthy lifestyle choices, such as smoking and alcohol use (Fisher, 2006).  

 A systematic review of literature specifically on the psychological and emotional 

responses of caregivers for persons with head and neck cancers revealed that in addition to fear, 

emotional distress, anxiety, and depression were reported (Longacre et al., 2012). Anxiety was 

reported to be at clinical levels requiring treatment and may even be higher than the persons with 

cancer, particularly in female caregivers (Hodges & Humphris, 2009; Vickery, Latchford, 
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Hewison, Belllew, & Feber, 2003). Caregivers of persons with head and neck also reported 

moderate to high levels of emotional distress or poor psychological health (Ostroff, Ross, 

Steinglass, Ronis-Tobin, & Singh, 2004; Ross, Mosher, Ronis-Tobin, Hermele, & Ostroff, 2010; 

Verdonck-de Leeuw et al., 2007), and needing psychological care (Baghi et al., 2007).  A 

positive relationship was found between caregiver and patient emotional distress in a meta-

analysis; as patients perceived stress, so did the caregivers (Hodges et al., 2005). Other 

researchers have found correlations between patient health status and feelings of hopelessness 

and depression in caregivers (Mystakidou, Tsilika, Parpa, Galanos, & Vlahos, 2007). 

Sexuality issues that may arise and affect the caregiving relationship between a person 

with a head and neck diagnosis and a spouse/significant other are not well studied, but certainly 

must be considered (Monga et al., 1997; Siston, List, Schleser, & Vokes, 1997).  Physical 

attractiveness and intimacy issues may surface for the person who has experienced disfiguring 

surgery or the partner in the intimate relationship. Effects of radiation therapy such as stomatitis 

or xerostomia may impact the ability to kiss due to discomfort and lack of saliva production. 

Fatigue caused by radiation therapy or chemotherapy or through intense caregiving may impair 

the desire to be sexually active (Gilbert, Ussher, & Hawkins, 2009). An assessment of sexuality 

concerns is usually not prioritized as high as other aspects of symptom management, but a sexual 

assessment needs to be integrated into the plan of care, especially if it seems to be a priority for 

the patient or family caregiver (Anastasia, 2006; Ganz, 2001; Olsson, Berglund, Larsson, & 

Athlin, 2012). 

Economically, the caregiver may be the sole source of income for the family in this 

population; patients with advanced head and neck cancer, a history of heavy alcohol 

consumption, heavy smoking and a low educational level are more likely to have a work 
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disability that could significant impact family finances (Vartanian, Carvalho, Toyota, Kowalski, 

& Kowalski, 2006). This may mean that the family caregiver of a person with head and neck 

cancer may be obligated to work in order to pay for healthcare related expenses or to keep family 

finances intact. Caregivers may experience economic losses related to missed days of work or 

financial problems before the cancer occurred (Mazanec et al., 2011). Lost hours from work are 

positively correlated to care recipients’ need for assistance with activities of daily living, which 

is very likely for persons with head and neck cancer (Sherwood et al., 2008).  

Therefore, it is not surprising that caregivers for persons with head and neck cancer have 

been found to have decreased mental health and well-being and increased psychological distress 

and anxiety (Ostroff, et al., 2004; Vickery et al., 2003). Caring for a person with head and neck 

cancer can be a unique and intensely stressful experience. In a study of caregivers for persons 

with oral cancer, caregiver burden could be predicted by several variables including lack of 

family and social support, increased care recipient physical care needs, unmet health information 

needs, disrupted schedules, and financial issues (Chen, Tsai, Liu, Yu, Liao, & Chang, 2009). All 

of these variables are stressors that nurses and healthcare professionals need to recognize as 

potential needs of caregivers.  

Little is known about the physical and psychosocial effects of head and neck cancer on a 

population of family caregivers. The psychosocial effects of head and neck cancer in head and 

neck patients have not yet been fully studied and therefore research on these issues cannot assist 

in developing hypotheses about caregiver involvement with psychosocial issues. Most of the 

studies reviewed in both the literature on cancer caregiving and care of the persons with head and 

neck cancer problems were qualitative or descriptive level studies. Many of the studies reviewed 

that were related to family caregiving of persons with cancer did not include persons with head 
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and neck cancer in their samples. Therefore, it is difficult to generalize those findings with 

respect to a population of family caregivers of persons with head and neck cancer.  

Given the statistics for head and neck cancer, caregivers for patients with this type of 

cancer are likely to be middle-aged females who are likely to be living or have lived with a 

tobacco and/or heavy alcohol user. Living with a person who abuses alcohol can be a stressful 

experience by itself, but will be worse when adding the potential stress of a cancer diagnosis. 

Many of the studies reviewed identified female family caregivers at risk for caregiver burden and 

distress, but did not specifically address them in the context of caregiving for persons with head 

and neck cancer. Caregivers are also likely to be faced with fear, uncertainty, and recurrence of 

disease in the head and neck, especially if lifestyle modifications are not made or if the cancer is 

found in advanced stages. Most of the caregiving for persons with cancers is occurring in the 

home as the technology shifts away from the inpatient setting to the home and community 

settings, putting enormous physical and psychosocial pressures on caregivers for persons with 

head and neck cancer. It is possible that family caregivers may experience many of the problems 

and issues discussed relative to cancer caregiving, but no generalizations are possible. Therefore, 

a qualitative, phenomenological study is planned to start addressing the caregiver burden issues 

of primary family caregivers of persons with head and neck cancer.  
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Chapter 3 – Method of Investigating the Phenomenon of Interest 

 

Introduction 

 

 Caregiving for a person with head and neck cancer is an experience that touches upon 

many physical, emotional, social and economic issues, but the specific lived experience of these 

issues in this population is not well understood. To identify and describe the lived experience of 

a caregiver for a person with head and neck cancer, a qualitative, phenomenological study was 

conducted.   

Why a Qualitative Design? 

Qualitative research has the ability to contribute to the expanding knowledge base of 

nursing practice. Through this type of research, previously undiscovered concepts and 

phenomena can be explored, contributing to nursing theory and nursing practice (Morse & Field, 

1995). A qualitative method was chosen for this study because of the paucity of the literature 

specific to family caregiving experiences and issues for persons with head and neck cancer. For 

this specific group of family caregivers, the phenomena and concepts need to be discovered and 

described before theory development or quantitative measurement can be pursued by the 

researcher.  

Qualitative research offers a method of discovery to study personal experiences along a 

health and illness continuum. There are several underpinnings common to all types of qualitative 

research. First, there is an understanding on the part of qualitative researchers that multiple 

realities exist and that there are numerous ways of understanding a phenomenon (Speziale & 

Carpenter, 2007). Individuals are unique beings and experience phenomena differently. For 

example, the lived caregiving experience of family members for persons with head and neck 
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cancer may be similar in some ways, but the experience and meaning is still unique to the 

individual family member.  

Another underpinning of qualitative study is that researchers make a commitment to 

consider all individual viewpoints, build trust with the individuals being studied, and conduct 

their studies in as natural a setting as possible (Lincoln & Guba, 1985; Speziale & Carpenter, 

2007). The researcher is the primary data collection instrument for a qualitative study and must 

be able to establish rapport with others, be trusted by participants, and be able to maintain 

objectivity and sensitivity toward participants (Morse & Field, 1995). The qualitative research 

findings are always described from the viewpoint of the individual and biases on the part of the 

researcher are carefully considered, but not always avoidable. 

Research Question 

 The purpose of this study was to describe and understand the lived experience of primary 

family caregivers for persons with head and neck cancer. Therefore, as previously stated, the 

major research question was: What is the lived experience of the primary family caregiver for a 

person with head and neck cancer upon completion of treatment for new or recurrent disease? 

Description of Phenomenology 

In order to address the purpose of the study and research question, phenomenology was 

the chosen method for this qualitative research study. Phenomenological studies aim to describe 

phenomena as they exist through the everyday lived experience of people (Boyd, 2001; Morse & 

Field, 1995; Speziale & Carpenter, 2007). The major research questions for phenomenological 

study attempt to uncover the meanings of experiences to people who have lived them. 

 Phenomenology is both a philosophy and a research method that is appropriate for 

answering questions in nursing as, “specialized knowledge for the practice of nursing must 
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reflect the lived, contextual realities and concerns of the client for whom nurses provide care” 

(Lopez & Willis, 2004, p. 726). Therefore, phenomenology is a valuable qualitative method that 

has the potential to influence nursing practice and the practice of other healthcare professionals.  

Two popular traditions of the practice of phenomenology are the descriptive tradition of 

Husserl and the interpretive, hermeneutic tradition of Heidegger (Heidegger, 1962; Husserl, 

1970). Followers of the descriptive tradition believe that human experience is worthy of 

scientific study. One major underpinning is that the researcher only describes the lived 

experience and describes the commonalities of the experience or phenomenon being studied. 

Descriptive phenomenology requires the researcher to set aside all prior knowledge of a 

phenomenon and to bracket for rigor (Husserl, 1970; Lopez & Willis, 2004). According to 

Husserl, bracketing in its purest form is meant to suspend judgment about phenomena. In some 

cases, researchers who use the descriptive technique do not perform a literature review prior to 

conducting a study so that this information does not influence the research process when the 

phenomenon is being investigated (Lopez & Willis, 2004; Speziale & Carpenter, 2007).  

Phenomenological philosophers of the interpretive tradition go beyond just describing the 

commonalities of a lived experience; they search for meaning in the lived experience (Lopez & 

Willis, 2004; van Manen, 1990). Heidegger (1962) encouraged the researcher to focus on the 

relationship between the individual to the lifeworld and being in the world. A lived experience 

cannot be separated from the context of the world or environment in which it takes place; the 

world and environment have the potential to influence the choices that people make in certain 

situations. One major difference of the interpretive tradition and the descriptive tradition is the 

notion of bracketing all prior knowledge of an experience. Interpretive researchers only make a 

call for making preconceptions explicit and how they might be used in the interpretation of a 



55 

 

lived experience. Often the researcher’s prior knowledge and investigation of the phenomenon 

actually lead to finding an area that needs further study and the use of the phenomenological 

process (Lopez & Willis, 2004). Again, the researcher must be clear on what information was 

used to create the descriptions and interpretations of the lived experience.  

Van Manen’s Approach to Phenomenology 

Although there are several interpretations of the method of conducting a 

phenomenological study, van Manen’s (1990) human science approach was used. Van Manen is 

considered a second generation phenomenologist who uses a hermeneutical human science 

approach to study the lived experiences of people (Dowling, 2007; Munhall, 2007). 

Phenomenology is viewed by van Manen as both a philosophy and a practice (van Manen, 1990). 

This contemporary, human science approach to phenomenology has gained popularity in the 

nursing and medical professions because it combines descriptive and interpretive 

phenomenology (Dowling, 2007). His phenomenological philosophy is grounded in the works of 

both Husserl (descriptive) and Heidegger (hermeneutics). Van Manen recognized that the writing 

of any lived experience requires both description and interpretation on the part of the researcher. 

In essence, it is the hermeneutical, phenomenological writing process that transforms the 

meanings of experience of an individual so that others might more fully understand the 

phenomenon (van Manen, 2006). According to van Manen (1990), one goal of 

phenomenological study is to enable persons “to act more thoughtfully and more tactfully in 

certain situations” (p. 23). This goal would apply to nurses in care situations.  

Van Manen’s hermeneutic phenomenological human science research assumptions.  

There are eight assumptions regarding how hermeneutical, phenomenological research may be 
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defined and expressed. According to van Manen (1990, pp. 9-13), phenomenological research is 

the: 

 study of lived experience, 

 explication of phenomena as they present themselves to consciousness, 

 study of essences, 

 description of the experiential meanings as we lived them, 

 human scientific study of phenomena, 

 attentive practice of thoughtfulness, 

 search for what it means to be human,  

 poetizing activity of writing. 

Engaging in Phenomenological Research 

 The eight assumptions are reflected in the research process that van Manen suggests. Van 

Manen describes four essential processes to engage in phenomenological research: (a) turning to 

the nature of lived experience, (b) investigating the experience as it is lived, (c) engaging in 

hermeneutic phenomenological reflection, and (d) hermeneutic phenomenological writing (van 

Manen, 1990). In the process of engaging in these four processes, the phenomenological 

researcher stayed oriented to the research question at all times to gather the true lived experience.  

Turning to the nature of lived experience. In order to turn to the nature of the lived 

experience, a phenomenon that seriously interested and committed the researcher to desire to 

study and to provide a description of some aspect of human existence was identified.  After a 

phenomenological question was posed, the researcher needed to make sure there was openness to 

the phenomenon so that there are no preconceived notions or biases. In van Manen’s (1990) 

terms, this process is called explicating assumptions and pre-understandings. The 
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phenomenological investigator needs to be aware of personal suppositions and theories, the 

existing body of scientific research, and even pre-understandings of a phenomenon as 

contributors to bias in a phenomenological study (Lopez & Willis, 2004; van Manen, 1990).   

To facilitate objectivity and to decrease bias, the researcher wrote a personal account of 

the phenomenon or described feelings about the phenomenon to help minimize bias at the 

beginning and throughout the study (van Manen, 1990). Documenting this personal account of 

the experience allowed the researcher to examine personal history and knowledge of the topic 

areas, as well as to make known the underlying motivations and concerns about studying a 

particular experience (Pollio, Henley, & Thompson, 1997). Van Manen (1990) stated that 

preconceived notions or assumptions about the research question being studied cannot simply be 

forgotten or bracketed; these ideas are already part of the experience and need to be documented 

at the beginning and throughout the phenomenological investigation.    

Investigating the experience as it is lived. Investigation of the phenomenon to 

understand its meaning truly takes place through a variety of modalities. Data collection may 

include interviews, written observations such as a diary or journal, close observation and 

biographies in an attempt to generate an exhaustive text that is descriptive and interpretive (van 

Manen, 1990). The interviews are encouraged to be conversational in nature so that the 

participant can truly reflect on a meaningful experience or event. Van Manen, however, 

encouraged the researcher to stay true to the original research question when interviewing so that 

the experiences collected do not diverge from the phenomenological question.  

 Engaging in hermeneutic, phenomenological reflection. The process of reflecting on 

the data collected is a challenging and rewarding process; the major goal is to uncover the 

structures and themes of the lived experiences. Isolating the phenomenological themes was 
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accomplished through reading the data as a whole, selecting passages of data to review, and 

studying the data line by line (van Manen, 1990). As themes were identified, they were verified 

by other researchers and the participants. Van Manen (1990) warned, however, that identifying 

themes is only a simplification of the lived experience, and not all themes will fully cover the 

true lived experience. The themes do help in the development of a rich, exhaustive description.  

 Hermeneutic, phenomenological writing. Once the themes and essences were 

identified, the researcher engaged in the process of writing and rewriting an exhaustive 

description of the lived experience that was both descriptive and interpretive. Thoughtful and 

insightful writing helps the reader to see and understand the phenomenon as the researcher 

presents it. The language used to present the phenomenon needs to make the invisible visible to 

the reader (van Manen, 1990).  

 All of these processes take place in a phenomenological study, according to van Manen. 

There is, however, often dynamic interplay between the steps as the study progresses so that one 

can stay oriented to the research. In some cases, the processes occur intermittently or even at the 

same time during the research process, which allows flexibility and may help the researcher stay 

true to the research question.  

Sample & Setting 

 In order to address the research purpose and question, an appropriate sample of persons 

who have experienced the phenomenon of interest was selected. Purposive sampling was used to 

obtain adult primary family caregivers for the study. This type of sampling is consistent with 

qualitative, phenomenological study as it selected patients who can best inform the researcher 

about the research question and assured appropriateness for the study (Morse & Field, 1995). 

Persons selected for study had a common lived experience through which the researcher would 
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be able to understand the meaning of the experience (van Manen, 1990). The sample size was 

estimated to be 6-10 participants (Morse, 2000). Participants were recruited until data saturation 

was achieved; a case where no new data would be uncovered with additional subjects and 

collection strategies (Morse & Field, 1995). The final sample size was nine participants. The 

adult primary family caregivers were self-identified as the primary caregiver, identified by 

persons with head and neck cancer, or identified by oncology staff members who care for 

persons with head and neck cancer.  

 Setting.  Participants were recruited from two main hospital systems that provide care to 

cancer patients or who had been referred to the researcher by a healthcare professional in the 

State of New York. Most persons with head and neck cancer received either radiation therapy or 

radiation and chemotherapy as treatment for their disease at these hospital health systems.    

 Inclusion criteria. Participants included this study were 21 years of age or older, 

communicated in the English language, were willing to participate in a recorded interview, and 

were actively involved in the care of an individual with head and neck cancer after completion of 

treatment. Treatment was defined as surgery, radiation therapy, chemotherapy, or a combination 

of these therapies.  

 Exclusion criteria. Participants were excluded from participation in the study if they 

were under 21 years of age, unable to communicate in English, not actively involved in the care 

of the individual with head and neck cancer, unwilling to be recorded during the interview 

process, or primary family caregivers of persons who were officially enrolled in a palliative or 

hospice care program. 

Accessing the sample. To access the sample at the health systems, the researcher initially 

met with members of the oncology care team, particularly oncology nurses and oncologists, who 
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were most likely to interact with caregivers of persons with head and neck cancer to describe the 

research study. The researcher prepared a letter to distribute to the oncology nurses who gave the 

letter to potential participants during one of the last two treatment sessions that detailed the 

nature of the research study. See Appendix A for the letter. The distributed letter had the 

researcher’s personal contact information and a reply card to send back by mail in the case that 

the participant did not want to initiate contact by phone. A flyer was also created and was posted 

in the cancer treatment areas to recruit potential participants. See Appendix B for the flyer. One 

healthcare system had a nurse navigator assigned to a radiation therapy department that was a 

key contact person to recruit participants.  

A different healthcare system made initial contacts with key healthcare providers of 

potential participants to allow access to additional participants. The healthcare provider obtained 

permission from potential caregiver participants to release their names and contact information 

directly to the researcher so that initial contact could be made by the researcher. The researcher 

determined if the primary family caregiver met the inclusion criteria of the study. For the 

participants who did not meet the inclusion criteria, the researcher thanked them for their 

willingness to participate in the study. Permission was also obtained to contact the participant for 

future study on the topic area.  

Procedures Before Data Collection Began 

 The researcher was the data collection instrument for this study, and measures were put 

in place to minimize subjective bias and to ensure the rigor and trustworthiness of the research 

process (Morse & Field, 1995). Specific measures used included writing a personal account of 

the phenomenon, a bracketing interview, and the creation of a research journal and audit trail.  
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 Written personal account and bracketing interview. Before data were collected, a 

written personal account of experiences related to the phenomenon of interest was completed. In 

addition, Pollio, Henley and Thomas (1997) suggested a bracketing interview as an additional 

process to assist the researcher to set aside preconceived notions and biases that may already be 

present or may arise during data collection or analysis stages. The bracketing interview uses the 

same questions that were asked of participants during the conversational interview. The written 

account was a complete response to the questions that would be asked of the participants in 

additional to other personal experiences and exposures to the phenomenon; therefore it included 

the elements of the bracketing interview. The written account was shared with the researcher’s 

dissertation committee. This process required the researcher to use reflexivity to identify the 

potential biases that may affect the objectivity of the study (Ahearn, 1999). These processes also 

maximized trustworthiness and credibility of the study findings. The documentation of the 

written account and bracketing interview was placed in a research journal initiated before data 

collection began.  

 Research journal and audit trail. Beginning a research journal at the start of the study 

was another measure of ensuring trustworthiness issues of credibility, dependability and 

confirmability throughout the study as outlined by Lincoln and Guba (1985). The research 

journal was used throughout the study to keep track of the logistics of the study as well as 

maintain the audit trail for the study (Lincoln & Guba, 1985; Rodgers & Cowles, 1993).  The 

audit trail documented contextual field notes, methodological decisions, analytic documentation 

related to categorization of data, and personal responses to the data.  Contextual field notes 

included data such as behavioral and emotional responses to the interview questions and the 

interview process, by either the participants or the researcher. The contextual field notes served 
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to supplement important information that may not be gleaned from the words of an interview 

alone. The field notes recorded the setting of the interview and the potential problems with the 

interview site such as distractions or interruptions that may have affected the interview. The 

audit trail documented the researcher’s decision making process throughout the study regarding 

methods or processes of data analysis for the study. All methodological concerns were discussed 

with the dissertation committee. Documentation of the analytic process was completed 

throughout the process of deciding on thematic structures. The audit trail reflected the personal 

responses of the researcher to any part of the research process and attested to researcher self-

awareness and how bias was controlled (Rodgers & Cowles, 1993). This portion of the research 

journal and audit trail also documented personal issues/feelings about the participant or 

interview, conflicts between the data and personal value systems, perceived role conflict, and any 

other personal feelings that might have interfered with objectivity (Ahearn, 1999). The research 

journal ultimately documented many aspects of the study.   

Data Collection Instruments and Procedures  

 The first data collection tool utilized was a demographic data form completed at the 

beginning of the study that collected information about the primary family caregiver and was 

used to describe the sample. The demographic form asked for information about age, gender, 

employment status, location of residence, the self-reported type of head and neck cancer of the 

family member, and treatments for the cancer. Please see Appendix C for the complete form.   

The majority of the data was collected through phenomenological interviews that were 

conversational in nature (Pollio et al., 1997; van Manen, 1990). Phenomenological interviews 

took place in the caregiver’s home, private work office of the researcher, or at a location of the 

participant’s choosing. According to van Manen (1990), the interviews should be conversational 
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in nature, but semi-structured to maintain focus and stay true to the research question. Useful 

questions should focus on specific lived experiences that are described in as much detail as 

possible (Pollio et al., 1997). The purpose of the interviews was to gather verbalized narrative 

material the can be analyzed to understand the phenomenon in question and its meaning to the 

participant.  

Interview process. An interview guide was used to maintain consistency of participant 

interviews in order to achieve the major goals of the study. Examples of broad statement and 

interview questions used are listed in Appendix D. Examples of the broad opening statements 

used included: “Tell me about being the caregiver for someone with head and neck cancer”, 

“Tell me about your personal physical needs during the caregiving process”, and “Tell me what 

the diagnosis of head and neck cancer of your spouse/partner/significant other/family member 

meant to you personally as the caregiver.” Probing questions were aimed at eliciting specific 

examples of caregiving challenges, meanings of illness, and impact of cancer illness on the 

personal life of the caregiver.  

It was occasionally necessary to deviate from the guide at certain times, however, to elicit 

data that pertained to the study of the lived experience. Participants were expected to be 

interviewed twice, once to collect data and once to verify findings. The initial interview, after 

completion of the informed consent process (15 minutes), was no longer than 90 minutes in 

length, and the time frame was contracted with the participant. The purpose of the first interview 

was to collect data pertinent to the lived experience of being a primary family caregiver for a 

person with head and neck cancer. The first interview was digitally recorded and transcribed for 

review by the researcher to assist with credibility and trustworthiness of the data (Lincoln & 

Guba, 1985). A second interview was anticipated after the completion of all other participant 
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interviews to verify the themes and findings with the participants and was expected to last no 

longer than 30 minutes (Pollio et al., 1997). A second meeting was not needed to accommodate 

caregiver schedules, however. The process instead included a process of sending the exhaustive 

description to the participants by mail, with the option for them to respond by mail, e-mail, or 

phone. A second interview could have taken place in person or via phone if requested by the 

participant, but none of the participants requested a meeting. Verification of themes and findings 

with participants is known as member checking and is one method identified by Lincoln and 

Guba to establish trustworthiness (Lincoln & Guba, 1985).  

At the conclusion of each participant interview and as part of the audit trail process 

detailed in the research journal, contextual field notes were taken during the interview process, 

when appropriate, and at the conclusion of each interview. Researcher journaling and bracketing 

also took place after each interview to document thoughts and feelings related to the interview.   

Data Management 

 The demographic data were entered into a SPSS 
® 

software program to generate 

descriptive statistics about the purposive sample.
 
After each participant was interviewed, the 

interview was transcribed by a professional transcriptionist service and returned to the researcher 

in text format compatible with Microsoft Word 2010 
®.

 Confidentiality of the recordings and 

transcripts was assured by the transcription service. Each of the original digital voice recording 

transcriptions was reviewed and compared with the written transcripts word by word by the 

researcher. All potentially personal identifying data were removed at this time with pseudonyms 

substituted to maintain confidentiality of the data, the identity of study participants, the identity 

of the cancer patient, and the specific identity of healthcare institutions or providers. This final 

set of “cleaned” study data was uploaded as primary documents to ATLAS.ti 
®
 a Data 
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Management/Analysis software program. All electronically stored data were secured with a 

computer password on a secured computer network. All hard copy data produced were stored in 

a locked filing cabinet in the researcher’s locked office.  

Data Analysis  

 Data collection, management, and analysis occurred concurrently as participants were 

enrolled in the study. Each participant’s transcription was reviewed for phenomenological 

themes, a process in the hermeneutic phenomenologic reflection stage in van Manen’s human 

science approach (1990). To appropriately identify the themes, an iterative process known as the 

hermeneutic circle was used. This process encouraged the researcher to read the individual 

elements of interviews, the interviews as a whole, and the interviews in comparison to all 

interviews (Pollio et al., 1997; Speziale & Carpenter, 2007; van Manen, 1990). This process 

occurred many times in an attempt to uncover the most essential themes and meanings of the 

participants’ lived experiences. The purpose of this activity was to immerse oneself in the data to 

consider all possibilities of data analysis through multiple readings of the transcripts and 

listening to voice recordings of the interviews. There was prolonged engagement with the data to 

satisfy an element of credibility and trustworthiness of the data analysis (Lincoln & Guba, 1985).  

 According to van Manen (1990), conducting a thematic analysis is a “process of 

recovering the theme or themes that are embodied and dramatized in the evolving meanings and 

imagery of the work” (p. 78). A theme is a structure that attempts to describe a phenomenon that 

one is trying to understand. To isolate the themes in this study, van Manen (1990) described 

three processes important to phenomenological, hermeneutic reflection. First, the text from an 

interview was considered as whole. The researcher attempted to write a sentence or phrase that 

captured the essence of the text. Second, the researcher selected passages for highlighting and 
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wrote statements about the passages that might become a theme. Thirdly, the text was also 

considered line by line, in a detailed approach in attempt to capture words or statements that may 

be a theme or a structure of a theme. This whole process then continued for the entire participant 

data set. Lincoln and Guba (1985) also suggested a “negative case analysis” as a means of 

establishing credibility at this stage of data analysis. As the themes are described, the researcher 

would find examples from the participants’ texts that did not reflect a particular theme. This 

process further assisted the researcher in developing and refining thematic statements that 

reflected the phenomenon of interest. Eventually, a thematic structure was developed with a 

coding system to keep track of the themes and examples from the transcripts to support the 

themes.  

 As the themes emerged and were documented, they were shared with the dissertation 

committee as well as an external reviewer for validation and revision. Van Manen (1990) called 

this process collaborative analysis, and it served to help the researcher to gain deeper insights, 

meanings and understandings about the data collected. This process may also be seen as an 

external audit process to assist the researcher in achieving accuracy in the final, exhaustive text 

description (Lincoln & Guba, 1985; Pollio et al., 1997).  

 After the themes were finally identified, the process of hermeneutic, phenomenological 

writing began to transform the experiences and meaning of the experiences of the caregiver into 

text form. Van Manen (2006) stated, “the research produces knowledge in the form of texts that 

not only describe and analyze phenomena of the lifeworld but also evoke understandings that 

otherwise lie beyond their reach” (p. 715). The outcome of this data analysis phase was an 

exhaustive text description of the lived experience of primary family caregivers for persons with 

head and neck cancer. According to Lincoln and Guba (1985), this description allows “someone 
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interested in making a transfer to reach a conclusion about whether transfer can be contemplated 

as a possibility” (p. 316). Transferability can be analogous to applicability of the findings to 

other situations and settings. In general, qualitative research findings are not transferable to other 

settings, but they may uncover concepts that need further development or study. The findings are 

often a reflection of one purposive sample of participants in one setting, at a specific time and 

place. 

 Prior to preparing the final report of the exhaustive description, a participant “member 

check” was completed. The participants were asked to verify the findings and assisted the 

researcher in clarifying the description before the final report was prepared (Lincoln & Guba, 

1985; Pollio et al., 1997). This process took place by mail and responses by the participants were 

communicated to the research by phone, mail, or e-mail in lieu of a second interview. Five of the 

nine participants responded to the mailing of the exhaustive description to provide feedback. 

Multiple attempts were made to reach the remaining four caregivers at the contact information 

provided at the start of the study. It is possible that they may have experienced a change in 

residence or contact information.  

 As a result of data analysis, a rich description through the hermeneutic, 

phenomenological writing process described by van Manen (1990) was completed. This data 

analysis process had powerful application to assist in the development of new knowledge related 

to the experiences of caregivers for persons with head and neck cancer that have not yet been 

studied. It is planned that elements of this exhaustive text will be disseminated in professional 

healthcare literature. Finally, results from phenomenological inquiry “can be used for policy 

development, change in practice, increasing our capacity for care and compassion, and raising 
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our consciousness to what was known or otherwise erroneous” (Munhall, 2007, p. 154). For a 

pictorial diagram of the entire data collection and analysis process, see Appendix E. 

 Lastly, at the conclusion of the study, a doctorally prepared nurse researcher reviewed the 

entire audit trail. This process of external review validated the overall credibility, confirmability, 

and dependability of the study (Lincoln & Guba, 1985; Rodgers & Cowles, 1993).     

Protection of Human Subjects  

 An Institutional Review Board (IRB) application was completed and submitted to the 

Office of Research and Sponsored Projects at Villanova University. The same IRB application 

was also submitted to the health systems to satisfy their IRB application processes. Several 

modifications were needed to satisfy agency requirements and to expand recruitment efforts. All 

modifications were approved by Villanova University’s IRB.  

 Written informed consent was obtained from each primary family caregiver participant at 

the first interview. Please see Appendix F for the consent form. At this time and throughout the 

research study, the researcher answered questions and clarified any concerns verbalized by the 

participants. Their participation in the study was completely voluntary, and the participants could 

withdraw from the study at any time, for any reason.  

 Confidentiality was maintained through assigning pseudonyms to replace actual names of 

persons or places that were present in the written transcriptions of the interviews. Demographic 

forms were assigned a coded number to de-identify the participants. The original list of 

participant information and their associated pseudonyms or codes was stored under lock and key 

in a secure filing cabinet in a locked office of the researcher. Digital voice recordings were 

stored as a secured computer file that is password protected on a secure computer network to 

which only the researcher and dissertation committee had access once the transcriptions were 
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completed. At the completion of the study, the digital voice recordings were deleted and 

destroyed. Any outside personnel needed to conduct the study were required to sign a 

confidentiality statement.  

 There were no anticipated physical risks anticipated for participation in the study. It was 

anticipated that there could be psychological risks to participating. The primary family 

caregivers were anticipated to be anxious and emotional as the person being cared for had just 

completed treatment for cancer. The cancer treatment process may have been a new experience 

with unanticipated caregiving effects or a recurring experience where the caregiver may have 

been fearful and uncertain about the future. The interview questions were anticipated to 

potentially stimulate the caregiver to relive a potentially traumatic event that may have occurred 

in the process of caregiving or to re-experience the reaction to the cancer diagnosis. The 

researcher or participant were able to stop the interview at any time for any reason to minimize 

this psychological risk. If caregivers appeared to be in psychological crisis and in need of 

assistance, they would have been immediately referred to the social work department of the 

respective health system. Depending on the location of the interview, there was the ability for the 

researcher to place a phone call to the social worker “on-call” at the facility for further 

assessment, assistance and direction. The participants could have been referred to their primary 

care provider if needed, depending on the nature of the problem experienced. No referrals were 

needed or made for psychological issues. It was also anticipated, however, that research 

participation may have been cathartic and stress relieving. There was no specific or direct benefit 

to the individual for participating in the study. The cost involved for participants was the time to 

participate in the informed consent process (15 minutes) and the actual interview (90 minutes), 
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as well as the verification process of the exhaustive text description of the lived experience (30 

minutes). 

Summary 

In conclusion, the purpose of the study was to capture the lived experience of the primary 

family caregiver for a person with head and neck cancer. This study was accomplished using a 

qualitative, phenomenological method or process as described by van Manen. Measures were 

taken to ensure credibility, dependability, confirmability, and transferability and therefore add to 

the trustworthiness and rigor of the study throughout the research process (Lincoln & Guba, 

1985). The participants’ rights were protected at all times during the process. The end result was 

an exhaustive text description that will help healthcare professionals gain insights and knowledge 

related to the caregiving process by family members of persons with head and neck cancer.  
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Chapter 4 – Results 

 

Introduction  

 This chapter discusses the results of the phenomenological inquiry of nine family 

caregivers each facing a head and neck cancer diagnosis of a family member. A description of 

the caregiver participant sample, qualitative themes discovered, and an exhaustive description of 

the lived experience of caring for a person with head and neck cancer are presented.  

Description of Caregiver Sample 

A total of nine family caregiver participants were interviewed about their lived 

experience of caring for a person with head and neck cancer. The purposive sample of family 

caregivers was accessed from two main healthcare systems in the state of New York. A majority 

of the participants were referred to the researcher by a nurse navigator who had knowledge of the 

study’s purpose and an existing relationship with the care recipients and their family caregivers. 

Other caregiver participants who enrolled in the study approached the researcher with an interest 

in participating as a result of a mailing sent by one of the healthcare facilities on behalf of the 

researcher.  

A caregiver demographic data form was created by the researcher to collect information 

about the caregiver and care recipient. Caregivers were between the ages of 43 and 76 years 

(M=59, SD=11.56), with the majority being female spouses (N=8, 88.9%). The other caregiver 

was a male adult son. One caregiver was experiencing chronic illness, and two caregivers were 

in treatment for their own cancer while performing caregiving duties for their loved ones.  

 The caregiver sample provided care for persons with a variety of head and neck cancer 

diagnoses, primarily in the oral, pharyngeal, and laryngeal areas of the head and neck region. 

Seven of the care recipients were being treated for a new diagnosis of a head and neck cancer 
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and two care recipients were being treated for a recurrence of the cancer after initial therapy 

failed in a short period of time. Table 1 provides a summary of the care recipients’ 

characteristics, including the specific type of cancer, time since initial/first diagnosis, and time 

since initial treatment completion at the time of the scheduled interview date with the caregiver 

participant. The time since initial diagnosis ranged from 4-34 months (M=17.22, SD=9.54). The 

time since completion of initial treatment ranged from 1-33 months (M=14.14, SD= 9.63). 

Table 1 

Care Recipient Characteristics 

Care Recipient Type of Cancer (new 

or recurrence) 

Time since Initial 

Diagnosis (months) 

Time since Initial 

Treatment (months) 

    

Participant 1 

Participant 2 

Participant 3 

Participant 4 

Participant 5 

Participant 6 

Participant 7 

 

Participant 8 

 

Participant 9 

Tonsil (new) 

Larynx (new) 

Nasopharynx (new) 

Tonsil (new) 

Pharynx (new) 

Pharynx/Tongue (new) 

Oral/Tongue (new with 

recurrence) 

Lip (new with 

recurrence) 

Tonsil (new) 

 9 

18 

18 

12 

14 

16 

30 

 

34 

 

 4 

 6 

18 

13 

 9 

12 

11 

24*  

 

33* 

 

1.25 

 

  M=17.22 months 

SD= 9.54 months 

M=14.14 months 

SD=9.63 months 

* time since initial treatment for the first new cancer prolonged treatment time due to the 

overlap between the new, initial diagnosis and the recurrence.   

All care recipients with head and neck cancer received radiation therapy (N=9) as part of 

their cancer treatment plans. In addition to radiation therapy, six of the nine patients received 

chemotherapy. Two of the care recipients had specialty surgeries as part of the treatment regimen 

that altered their facial appearances. For most care recipients, the cancer was treated near their 

homes (N=8). One care recipient started care initially near this individual’s place of residence, 

but sought additional care in a major metropolitan city, nearly 200 miles away, when faced with 
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recurrence of the initial cancer and when initial therapy failed. Another caregiver and loved one 

traveled 150 miles round trip for cancer surgery prior to returning to their home area for 

chemotherapy and radiation therapy treatments. Table 2 presents the cancer treatments received 

by the persons with head and neck cancers and the round trip distances traveled to the treatment 

sites. The two care recipients who required surgery as part of the treatment plan had the greatest 

travel requirements. Data were also collected regarding the use of alternate treatments or 

therapies to treat the cancer. No one reported use of alternative treatments or therapies.   

Table 2 

Cancer Treatments Received and Distance to Treatment Site 

Care Recipient 

 

Cancer Treatment(s) 

Received  

 

 Distance to  

Treatment Site in 

Miles (Round Trip) 

    

Participant 1 

Participant 2 

Participant 3 

Participant 4 

Participant 5 

Participant 6 

Participant 7 

Participant 8 

Participant 9 

Radiation, Chemotherapy 

Radiation 

Radiation, Chemotherapy 

Radiation, Chemotherapy 

Radiation, Chemotherapy 

Radiation, Chemotherapy  

Surgery, Radiation, Chemotherapy 

Surgery, Radiation 

Radiation 

    32 

     6 

     8 

   80 

   10 

   24 

 150 

 396 

   30  

 

   M= 81.77, SD=126.6 

 

Only one of the nine caregivers was employed at the time of interview, the other eight 

caregivers described themselves as being a housewife (N=2), on disability leave (N=1), retired 

(N=4), or a full-time student (N=1). Three of the eight caregivers reported that the caregiving 

responsibilities had a negative effect on their employment status, since they could not pursue 

employment due to care responsibilities or personal disability. Two caregivers felt that they 

could not explore work opportunities while caring for the loved one. One caregiver had a 
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temporary personal disability but was unsure about being able to return to work, even if cleared 

medically, due to the amount of care that might still be required by the care recipient. One 

caregiver was taking family medical leave from employment for treatment of cancer at the same 

time as caring for a loved one who was in the process of receiving and completing treatment for 

head and neck cancer, but the caregiver did not feel it would affect the ability to return to work.  

Data Analysis 

The main research question explored in this qualitative study was: What is the lived 

experience of the primary family caregiver for a person with head and neck cancer upon 

completion of treatment for new or recurrent disease? The caregivers were asked this main 

question at the start of the interview process. Examples of follow-up questions addressed in 

interviews included: What were your physical and emotional needs during the process of 

caregiving? What were your greatest challenges as a caregiver? What was it like to hear that your 

loved one had cancer? How has being a caregiver affected your personal life? What did the 

cancer diagnosis mean to you as a caregiver? What caregiving tasks did you feel well prepared or 

ill-prepared to do? Additional guiding questions are presented in Appendix E.  

Van Manen’s (1990) human science approach to phenomenological research was used to 

answer the main research question. To stay oriented to the research question at all times, the 

researcher used the four essential processes of van Manen’s approach: (a) turning to the nature of 

the lived experience, (b) investigating the experience as it is lived, (c) engaging in the process of 

hermeneutic phenomenological reflection, and (d) engaging in hermeneutic, phenomenological 

writing. To turn to the nature of the lived experience, the researcher identified the lived 

experience of the primary family caregiver for a person with head and neck cancer as 
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phenomenon for investigation. During this first essential process, the researcher needed to be 

aware of any preconceived understandings or assumptions about the research question.  

Procedures before data collection began included the researcher’s writing a personal 

account of the experience with the phenomenon being investigated. The written personal account 

assisted the researcher in identifying and setting aside any preconceived notions, pre-

understandings, or biases about the phenomenon before conducting the interviews to assure 

objectivity of the analysis as well as to ensure trustworthiness and credibility of the data. A 

research journal was created and maintained throughout the study to bracket personal feelings 

and thoughts experienced during the interview and during the analysis phase. This journal 

assisted the researcher to maintain self-awareness and to control for bias throughout the study.  

To investigate the experience as it was lived, all participants were interviewed in person 

at a location of their choosing, the most common place being their residence. The interviews 

were semi-structured and conversational in nature in order to stay true to the original research 

question. All interviews were recorded with a digital audio recorder. The recordings were 

transcribed by a professional transcriptionist to create a text document that the researcher 

reviewed for accuracy by comparing the recording to the text document created, making 

necessary word and phrase changes and edits to match the audio file. The text documents were 

stripped of any potentially identifying data such as specific names of healthcare providers or 

agencies. The final clean transcripts were uploaded to Atlas.ti v. 6.2, a qualitative software 

program, as primary documents.  

All interviews were then analyzed through the hermeneutic, phenomenological reflection 

process (van Manen, 1990). Each interview was analyzed line by line and passage by passage, to 

identify meaningful statements. The interviews were also analyzed for the sense of the whole 
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experience for the caregiver. All interviews were then analyzed as a collective whole, identifying 

the major themes and potential thematic structure for further review. The transcriptions were 

read multiple times to immerse the researcher in the data and in order to consider all possibilities 

of data analysis. A total of 371 meaningful statements were identified and further refined to a 

potential structure of nine themes. The nine initial themes were confirmed by an external 

reviewer who was doctorally prepared and familiar with the methodology.  

As the researcher engaged in the hermeneutic writing process to tell the story of the 

participants, nine themes were refined to five. The final five themes are: (a) information; (b) 

disruption of roles and routines; (c) coordinating and receiving help and support; (d) vigilance, 

and (e) major emotions experienced. The result of data analysis resulted in an exhaustive 

description, which was both descriptive and interpretive, of the family caregivers’ lived 

experience of providing care to a person with head and neck cancer.  

Theme One: Information 

 After any diagnosis of cancer, there is a need for rapid assimilation of information by 

patients and their caregivers related to diagnosis, treatment, and after-care. This information may 

be conveyed by multiple healthcare providers to the person with cancer and family caregivers. 

Depending on the care recipient’s circumstances, major responsibility is placed on the caregiver 

to organize the information, seek out new information, and manage the processes of giving and 

receiving care. This process of assimilating information is often occurring while the family is 

still in shock at hearing the diagnosis or in the middle of treatment. The family caregivers (N=7) 

in this study spoke of their experiences of receiving, assimilating, and applying the information 

given to them about responsibilities they would have in taking care of their loved one. The care 

responsibilities that are fairly common in the post-treatment care of persons with head and neck 
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cancers included nutritional support, respiratory supports, and wound care. Information on 

nutritional support included discussion of specialty meal preparation and preparation and 

administration of enteral (tube) feedings. Respiratory support information included oxygen 

therapy and tracheostomy care. Wound care provided was usually for post-operative incisional 

care or stoma care of the neck and/or feeding tube insertion site. Some caregivers felt that they 

had all of the information they needed to function, but a bigger challenge was gaining the 

confidence to do required tasks alone when they were no longer in the safety and security of the 

healthcare environment. The caregivers had this sense of doubt about their personal capability.  

 Four of the seven caregivers shared experiences specifically related to receiving and 

gaining information related to diagnosis and treatment. One caregiver shared an experience 

related to an unexpected, prolonged doctor’s visit: “A lot was done in that one visit and I think 

that in general, while we were shocked with everything that happened and how quickly it 

happened, in hindsight, there was an awful lot of information gathered in that one meeting.” The 

information required in this case needed to be processed at a rapid pace to avoid delaying 

treatment; there was little to no time to debate care options. Another caregiver spoke of an 

experience of receiving information on radiation therapy treatments from the primary nurse. The 

information received created a sense of doubt whether as to whether the caregiver could help the 

loved one through treatment. The caregiver also had compassion for the nurses who needed to 

discuss difficult treatment information frequently with families. The caregiver stated: 

I remember when the radiation nurse sat [down and talked to my loved one]. [The nurse] 

had a stool there in the examining room and looked [my loved one] straight in the eye 

and [explained] what was ahead. And I really wanted to run away from it. But as the 

weeks, as time went on, I saw when [the nurse] got up, it wasn’t easy to do this and I 
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know [the nurse] must do it often. But, that was when I felt I don’t know if I’ll be able to 

do it. 

The caregiver later revealed that her loved one “felt better than I expected.” The caregiver was 

braced for the worst outcomes, but they never occurred. Another caregiver indicated that a 

background in healthcare made it possible to find resources and information beyond what was 

given by healthcare providers. The information provided by healthcare providers was described 

as including handouts, pamphlets, and even a cookbook, but this caregiver took it several steps 

further, diving into research articles through a university library. This caregiver felt that gaining 

information gave one personal power about treatment decisions and care.  

I was directly thrown into dealing with the illness, facing the outcome, and taking care of 

my best friend all at the same time, so having the information from the care providers, 

school, and other resources gave me power…. And, if the information didn’t seem right, 

[my loved one] and I pushed to find the right answers… That gave us power in seeking 

an answer more close to the truth.  

 Four caregivers described experiences related to information surrounding actual care 

tasks in the post-treatment phases, including meal preparation and tube feedings, tracheostomy 

care, oxygen therapy, and dressing changes. One caregiver had a major role in preparing meals 

for the loved one, who had a feeding tube placed. This caregiver had been presented with ways 

of preparing nutrient rich meals that were safe to swallow and how to alter recipes. The caregiver 

stated:  

I didn’t know anything about it [the cancer]. We were told by [the doctor] what to expect 

and by [the nurse] what to expect…. I remember going in for an initial visit and [the 

nurse] just spelled out everything for us [related to nutrition]…You need to come home. 
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You absorb it, but you don’t absorb it, but you just need to come home and look at 

everything. 

This participant needed the time to return home and process the information received in order to 

be able to care for the loved one and ask questions at future meetings with the healthcare 

providers.  

 One caregiver was facing a diagnosis of cancer at the same time as the care recipient, so 

the information related to diagnosis, treatment, and after care was doubled. The loved one 

required home care of a tracheostomy, feeding tube and oxygen equipment. This caregiver spoke 

about the amount of information and how it did not always prepare a person for a task. The 

caregiver felt the information was cursory and not enough to give the confidence needed to avoid 

feeling overwhelmed.   

So, it was a tremendous amount to absorb and each of us had different agendas in terms 

of treatment and care and I was pretty much responsible for everything…. It was just a 

huge amount of information to absorb. They did give us a quick run-through on all these 

pieces of equipment. It worked, but it wasn’t really enough that you felt confident you 

could do it… The other thing is that when they [healthcare providers] are doing the 

training for using the things like the suctioning unit, it’s very cursory and to me that was 

more terrifying than anything else…. You know, I am an educated person with a master’s 

degree and I can read and understand what I’m reading, but just the huge amount of 

stuff… that you need to know.  

Another participant also spoke about the differences between doing a care task under the 

guidance of a healthcare professional and doing it on one’s own at home. This caregiver was 

shown how to do the dressing change around the loved one’s feeding tube, but said that felt like 
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it was a different experience once they got home. “I had to change the dressing around the tube 

which scared me because, I’m not a nurse and I wasn’t exactly sure how to do it. They would 

show me how to do it and then sure, when you get home, it’s like a whole different thing.” This 

caregiver felt greater confidence when a healthcare provider was directly available to give 

feedback that the dressing change was performed correctly.  

A different caregiver spoke of the experience receiving information about tracheostomy 

care, wound care, and medications. In this case, any new information was reinforced by a 

healthcare provider. This caregiver did not have the lack of confidence that the other participants 

expressed since the instructions were constantly reinforced. The caregiver stated: 

The trach care—there was a training course that was done at the hospital, and then it was 

reinforced when [my loved one] came home. And, because [the care recipient] was 

seeing doctors here locally that didn’t necessarily do the surgery, we would get 

instructions every time that we’d go through [with] our home care nurse, [who] would 

make sure that we were comfortable with whatever, whether that be medication or taking 

care of a wound. 

 Finally, one caregiver described a situation in which information was not available from 

the care recipient to enable the caregiver to make choices about care during a crisis. The care 

recipient did not want extreme measures taken to preserve life during a cardiac arrest, yet the 

caregiver made decisions regarding life-saving measures when the care recipient did not have a 

healthcare proxy or advance directive in place, based on the information given by healthcare 

providers. “[The care recipient] didn’t want it [CPR] this time. [The care recipient] didn’t have 

any papers [advance directives]. I didn’t know what to do.” While the caregiver did not discuss 

the conversation with the healthcare providers, the caregiver felt that the best choice was made at 
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the time with all the information given, “God put [my loved one] through all this and kept [the 

loved one] alive for a reason.”  At this point in time, the caregiver was confident that the right 

choice was made with the information for consideration.  

 There was a plethora of information that was communicated by healthcare providers to 

the persons with cancer and their caregivers. The caregivers needed time to assimilate all the 

information and develop confidence in their ability to provide care to their loved ones. The 

amount of information was overwhelming, but it was necessary to enable them to make choices 

about care. For most caregivers, there was the experience of a sense of insecurity and self-doubt 

that occurred when the formal safety net of being near a medical professional was not available.  

Theme Two: Disruption of Roles and Routines  

 Daily life was often disrupted when the process of cancer diagnosis and treatment ensued. 

Family caregivers altered what they considered to be their normal schedules and created new 

ones to accommodate caregiving activities. For example, caregivers often picked up the normal 

household responsibilities that their loved ones did, for a short period of time or indefinitely, 

while the loved one went through the processes of cancer treatment and recovery. There were 

multiple appointments to attend at healthcare providers’ offices, treatment facilities, and even at 

home. As in most cases of head and neck cancers, there was a routine of caring for a 

tracheostomy or a feeding tube that required meticulous, scheduled care. The added 

responsibilities for the caregivers curtailed activities and decreased the amount of free time for 

self during this time of stress due to the amount of time required for caregiving. All of the 

caregiver participants described clearly described departures from their usual day to day routines 

that were exhibited through examples of: (a) changes in usual roles and responsibilities; (b) 

living a life around caregiving activities such as tube feedings and tracheostomy care to the point 
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of feeling restricted, “tied down”, with little time for self; and (c) describing the specific 

activities that were curtailed while caregiving. With time and practice, many of the caregivers 

found a new routine that worked for them and made life feel more normal and relaxed, even 

though it may have been a complete departure from what life was like before diagnosis and 

treatment.  

 Five caregivers spoke of how their usual roles, responsibilities, and routines changed 

during the process of cancer treatment and the time following treatment. One participant felt that 

the routine was changed by the loved one’s treatment for cancer, but the caregiver tried to let the 

person be involved in usual pre-treatment routines as much as possible.  

The routine changed. Everything that needs to be done has to be done by me. My [loved 

one is able to]: empty the trash, sometimes feed the dog, and get the mail and the 

newspaper from the mailbox. [The loved one] makes a really good cup of coffee, but in 

terms of any other physical stuff, taking things up and down stairs, taking care of pets 

particularly…I have to take care of all that kind of everything.  

 A second caregiver spoke about personal role change while the loved one was in and 

recovering from treatment. The caregiver was enrolled in school at the time, close to the end of a 

semester, at the time of the loved one’s diagnosis and treatment. The caregiver knew the personal 

role needed to change from full-time student to full-time loved one and caregiver. The caregiver 

had prepared to shift into that primary role as caregiver, particularly when this individual saw the 

loved one enter a rough part of treatment. “I knew I had big things coming up. I knew I had a lot 

to read and all (to prepare for school exams), but that sort of took a back seat. I got through 

exams and the instructors were wonderful…. So once exams were done then I put my complete 

focus on [the loved one] and that was good because that’s when things started getting worse.” At 
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this time, the caregiver shifted focus and routine around attending school to the home 

environment. “I just kind of didn’t have any contact with anybody from school; it was just me 

and my [loved one], but I did my normal things, I went to church…. [However] over the 

holidays, I didn’t bake much, I did my ‘not normal’, but I did a few things I knew the family 

would like.” The caregiver described the new responsibilities assumed that were normally 

accomplished by the loved one:.  

[There was a] dramatic flip in role. We heat with wood. And, of course, my [loved one] 

could not do certain things. [My loved one] was tired; although [not] like other people 

that would sleep all day. So I assumed the responsibilities of going out, getting the wood, 

bringing it in the house, stacking it, and it bothered [the loved one]. So, yeah, I took over 

a few more of those kinds of things. [The loved one] would go up and maybe walks the 

dog or something and couldn’t do it. So I did assume a lot of the things that [the loved 

one] had done before… like being pretty good at doing dishes and, cleaning the house, 

helping me out and all. And I just picked them up and did them.   

This caregiver never questioned the increased responsibilities, but felt it was all part of the 

commitment to the care recipient.  

 A third caregiver also described how her daily life and responsibilities changed. “I just 

took over everything…. I just stepped in and did it.” From this caregiver’s perspective, the 

responsibilities assumed were “things that I always wanted to do, but let [the loved one] do it.” 

The caregiver perceived the change in roles and responsibilities as an opportunity for 

independence, rather than a burden. This individual became more resourceful and was able to 

meet the needs of the household without being dependent on the loved one. The caregiver 
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provided examples of becoming more independent with the gardening and grocery shopping, 

tasks that the loved one would normally participate in doing.  

 Another caregiver was not accustomed to the loved one being home for days and weeks 

at a time due to a job requiring a lot of distant travel. So, when the care recipient was diagnosed 

and treated for a specific cancer, this individual was home all of the time. The caregiver was 

used to maintaining the household responsibilities alone without the loved one present. This 

caregiver was used to keeping an independent schedule, but now had the loved one at home all of 

the time.  

I wasn’t used to [the loved one] being here, especially sick. I think that was the 

hardest…We’re not used to 24/7 being on top of one another, but in the beginning … [the 

loved one] would go and take a nap for a couple of hours [when sick]. The loved one was 

just exhausted, so then I would have free time. When the loved one was getting better, the 

naps stopped. I’d say, “don’t you need a nap?” 

 One participant was distraught by role changes experienced in comparison to the other 

participants. This caregiver was a newlywed, marrying the care recipient shortly after the time of 

diagnosis, unlike the other caregiver participants in this study who had longer term relationships 

with the care recipient. The caregiver believed to have found someone who could take care of the 

caregiver, but the process of going through cancer treatment dramatically changed the perception 

of this individual’s role as a loved one and understanding of the normal routine for a married 

couple.  

I thought I’ve got [someone] to take care of me and all of a sudden [this person] was like 

a little child. So that kind of bothered me, because I wanted somebody to take care of me 

and there I was taking [the loved one] back and forth to the hospital and holding [the 
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loved one] up and putting [the loved one] in the wheelchair when I was taking [the loved 

one] in [to the hospital] because [the loved one] was too weak. [I was] going out and 

shoveling the snow in the winter time. I was doing all of the work that I consider [the 

loved one’s] work and I wanted [the loved one] to be able to do all  of this stuff; but I was 

doing all that and that was upsetting. 

 Five of the nine caregivers also experienced changes in mealtime routines or described 

living a life around caregiving activities such as tube feedings and tracheostomy care to the point 

of feeling restricted, “tied down”, with little time for themselves to do other things. 

One caregiver felt like life revolved around the routine schedule of tube feedings for the care 

recipient, saying, “We get up at 8:00 a.m., feed [care recipient] at 8:30 a.m., 12:30 p.m., 5:30 

p.m., and 11:30 p.m.–12 midnight.” The caregiver described how the routine of feeding the care 

recipient affected life and curtailed usual activities.  

 We don’t go out. We can’t go no place. We used to always be going someplace. All 

 summer long, we haven’t done anything. We try to go to church, but we have to wait 

 until [the care recipient] gets done with [tube feedings]. [We try to] go back out and do 

 some work, come back in and do it [tube feeding] again… Then you’ve got to stop 

 everything and go to the doctor’s. 

This caregiver could not go about the normal daily routine, because of having consistently to 

stop what one was doing to attend to the care recipient’s needs. The caregiver also felt restricted 

because of not being able to leave the house for long periods.  

 Another caregiver managed the loved one’s tube feedings, even though this individual 

could have managed them independently. The caregiver had made the conscious choice to take 

charge of the tube feeding, but described how the tube feedings affected one’s ability to go out 



86 

 

with friends for lunch, saying “I didn’t go out to lunch with friends, which I often do… I just 

didn’t do that. I couldn’t do that because of the feedings, but they kept in touch with me and I 

was okay with that.” This caregiver, however, was able to maintain some usual activities and 

routines, saying, “I swim in the morning and I never gave that up. I continued to do that because 

it wasn’t like I couldn’t leave [the loved one]. I just had to work it around the tube feedings.” 

The caregiver described one point when the tube feedings provided a break from the usual 

worrying about whether the loved one was getting enough nutrition. In the case of this caregiver, 

the routine of tube feedings, once established, offered some flexibility.  

When [the loved one] was exclusively on the feedings, [it] was easy because this 

individual didn’t eat anything. All I had to do was be there for the feedings, which [were] 

never taken more than four times a day. [The loved one] could have gone up to five, I 

guess, which would have been interesting because once you get up to five, it feels like 

you are just doing it all the time, whereas four isn’t bad. So that was actually a break for 

me actually, because I could stop worrying about [the loved one] completely, [as a result 

of not] taking any food. 

At this point in time, the caregiver could eat when hungry at a convenient time and schedule the 

loved one’s feedings around other routines.  

  Another caregiver also spoke about how the development of a mealtime and 

tracheostomy care routine made life somewhat easier, saying, “It’s pretty simple now that we’re 

onto a routine. We feed the loved one three times a day and also clean the trach. We have this 

little routine. It is probably on a good day or good session, probably 20 minutes three times a 

day.”  The caregiver further described the mealtime routine in greater detail.  
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I’ll feed [the loved one, who] then goes in [the living room] on a chair. We have the radio  

on a huge amount of time during the day; we listen to NPR (National Public Radio), 

unless it’s the Yankees. So that’s in the background, so I’ll read or just look at a catalog 

or the mail or listen to what’s on the radio, something like that…. [The loved one] gets 

fed maybe about 9:00 a.m. in the morning or a little after depending on what the agenda 

for the day is; late in the afternoon, 4:30-5:00 o’clockish and then just before bedtime. So 

I tried to space them out, during the day so that food is coming in on kind of a steady 

basis. So that’s kind of the way we work it.  

 A different participant also explained a mealtime ritual. This caregiver put the loved ones 

and pets’ needs first in the new established routine. This caregiver, too, was administering tube 

feedings.  

 I eat by myself three times a day. In the morning, I’ll have a cup of coffee, kind of read 

 the paper for 10 to 15 minutes; just wake up time. Then I feed [my loved one, who] 

 comes first and then I feed me. You know, I am always the last one. [My loved one], the 

 pets, then I get around to having a meal.  

 Another caregiver also discussed how life in the post-treatment phases interrupted their 

usual mealtime routine. This person’s loved one was one of the care recipients who had a feeding 

tube. They were used to having dinner at their dining room table. Rather than sharing meals at 

the table, they now used the table for other activities instead.  

We weren’t using it [dining room table] so we’d do jigsaw puzzles for something to do 

together, although we tend to do them together separately. At mealtime, dinnertime, I 

would eat here in the chair so that we would still be together, but not necessarily eating at 

the same time. [My loved one] kind of worked on a personal schedule of feedings to what 
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works best for [physically] and giving … enough time not to feel full on the next one. So, 

it just interrupted completely the idea of [mealtime]. We were definitely a typical sit-

down and have dinner together [type of family].  

This family tried to maintain their routine of sitting together at mealtimes, but not necessarily 

eating at those times.  

 One care recipient did not need a feeding tube, but needed modifications in diet to 

maintain weight. The caregiver was much more relaxed about mealtimes than usual during and 

after treatment; they ate when they were hungry and not on a set schedule, saying, “So, maybe 

not every night do I fix a meal and not every night would [my loved one] eat the meal that you 

would fix… It’s a more relaxed routine. Five o’clock used to the time we’d have dinner, but now 

we don’t worry about it; maybe [my loved one] ate something around 4:00 p.m. and we’ll eat 

again at 7:00 p.m.” They also eat out at restaurants less often, due the large amounts of food 

being served that neither of them could finish in a sitting, the caregiver stated, , “We went out 

once; we were talking about going out. We used to enjoy eating out, but it was really quite a bit 

of food at one sitting. Yes, we brought ‘doggie bags’ home, but you are not going to do that very 

often.” At home, the caregiver always tried to sit and eat with the loved one, when that person 

was hungry: “[my loved one is] eating something now so I’ll eat something now. It was that type 

of thing, and then we would sit down and eat whatever it was that we were going to eat.” This 

couple made an effort to eat together, regardless of the time of day. It was a new routine that 

worked for them and they were not bothered by the disruption of their previous routine.  

 Finally, two caregivers were bothered that the routines of caregiving had affected their 

ability to pursue certain pleasurable activities. One caregiver described the loss of summer 

activity due to her loved one’s cancer. She stated, “Because of the cancer … I knew we wouldn’t 
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get out on the lake. Upkeep for the boat, moneywise and everything … I had to give up my one 

love [the boat that the loved one bought for my birthday]. I love to fish, I couldn’t go fishing. We 

couldn’t go picnicking; we couldn’t go on our boat… I just had to do a lot of things.” The care 

recipient was just too tired to do these things with the caregiver, and there was concern about 

prolonged exposure to the sun after radiation therapy. This caregiver also wanted to try to get the 

house in order, but due to caregiving responsibilities previously for a parent and now the loved 

one, it was delayed. The caregiver’s experience was that “it was just hard, but I needed to put a 

smile on my face all day, every day [but I just wanted] to do my own house. I’ve been here 3 

years and I still don’t have any pictures on the wall.” Another caregiver felt that the routines of 

caregiving really curtailed her ability to do anything outside of the house. During an interview, 

this caregiver offered the advice to other caregivers that they have to do something outside the 

house. The caregiver stated,  “You know, you are doing so much for [the care recipient] and 

you’re out all of the time because you’re taking [the care recipient] back and forth to the 

hospital…It was a just a constant thing, going back and forth to the hospital, that I really didn’t 

have any other break from anything. Praying and the [bible study] group, that was about it. So 

that’s why I am saying for people to go and do something else.”  

 All of the caregivers expressed changes in roles and responsibilities while the care 

recipient was in treatment or in the post-treatment phases. The most common routine disrupted 

was related to mealtimes for the caregivers. The caregivers’ reactions to the changes were unique 

to the individual situations. Some just saw the change of routine as a natural development of a 

new normal situation over time; others were more bothered by it and adapted their situations. 

Some tried to keep daily life as normal as possible, others felt tied down by the new routines and 

responsibilities.  
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Theme Three: Coordinating and Receiving Help and Support 

 During the process of receiving treatment and the months and years following, care 

recipients and their caregivers are likely to interact with a multitude of healthcare providers in 

the formal care system. In the interviews of these caregivers, the list of healthcare providers 

included oncologists, surgeons, oncology nurses, gastroenterologists, pulmonologists, primary 

care providers, case managers, nurse navigators, home healthcare personnel, as well as other 

specialty physicians and even supply vendors. In some cases, the caregivers and care recipients 

were interacting with these healthcare providers at the same time. Concurrently, the caregivers 

and care recipients were being supported by an informal support system of extended family, 

friends, co-workers, and neighbors who made offers of help and assistance during and after 

treatment ended. As one participant stated, “There were so many people doing different things.” 

For most, it was difficult to coordinate and manage the support being provided. For some 

caregivers, there was a feeling of inundation, to the point of feeling “lost in the mix” at times, by 

all of the healthcare provider and social support available at times. However, most caregivers 

recognized that they “could not have done it without them.” The caregivers expressed that just 

knowing that someone was there, be it healthcare providers, friend, or family member, was 

invaluable. It would depend on the circumstance which support system was preferred, but the 

caregivers spoke most fondly of the support received from nurses, friends, and family. All nine 

caregivers talked about their experience of receiving support and help from the formal and 

informal care systems.  

 Five of the caregivers expressed feelings of inundation, frustration, and feeling lost when 

trying to coordinate all of the supports that the formal care system was trying to put into place to 

support families in the post-treatment phases. One caregiver discussed the experience of 
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receiving care supports in the home. This caregiver’s loved one had completed radiation, then 

chemotherapy but had also required a feeding tube and tracheostomy. The care recipient had 

equipment needs in the home that included oxygen, suction set-up, humidifier, tracheostomy care 

kits, feeding tube syringes, dressing supplies, and a hospital bed. The caregiver found the number 

of phone calls received by healthcare providers to set-up care in the home annoying and 

exhausting in this narrative:  

The other thing that was real difficult for me was all the people that kept calling the 

house. Not necessarily friends and family, that you wanted, but it was speech therapy 

people, social work people, this nurse, that nurse, and the other nurse.  Some of them, I 

thought, were kind of condescending in their ways of approaching it like, “Hello, you 

don’t know anything,” and I went “Hello, yes I do!” (laughter).  In retrospect, I wanted to 

hear what the people had to say, but at the same time I got very annoyed at the constant 

calling at the house, because I would say, “We don’t want any social workers here, I 

don’t want physical therapy people here. I don’t want speech people here,” because that 

was very exhausting for me.  

Another caregiver was trying to obtain financial assistance for her loved one’s care. 

Although given many resources, this caregiver but did not know where to begin, since there were 

so many potential persons to contact, and became frustrated by the amount of duplicate 

information expected to be provided to the various resource persons. The caregiver stated: 

I got so many names and places that I didn’t know which one was going to help or which 

one wasn’t going to help. So I was on the phone a lot with each different person. Yeah, I 

got bombarded with a lot of different places that I was supposed to call to see who would 

help. At the time you’re like “Oh my gosh, I can’t call all these people.” They all wanted 
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information. They all wanted pay stubs from whenever, our bank statements, our 

marriage certificate. There were just so many things that they wanted. You know, [my 

loved one’s] hospital bills, the latest ones, all of them and whatever, they all wanted 

copies of everything. I was constantly getting all this paperwork.   

A participant’s loved one had other health issues besides the current cancer and therefore was 

also interacting with multiple providers. The caregiver did not always know the right healthcare 

provider to call when the care recipient was experiencing a health problem. The caregiver stated 

that: 

Nobody seems to be in charge anymore, you know. Who’s the head of this ship? 

(laughter) And, you know, they say they are just a consultant now. And I said, “Well, 

who is in charge?” That [lack of knowing who to call] seems to be a big problem because 

[my loved one] still has serious problems, but it’s not cancer any more. 

For this caregiver, it was confusing about who was the right person to call for medical care and 

support. At this point in time, the caregiver was unable to identify the main healthcare provider 

when the loved one had a specific issue. This could lead to delays in care and 

miscommunications when serious medical issues occur.  

 A different participant had the same issues with knowing who to call when healthcare 

provider support was needed. This caregiver also felt a bit lost in navigating the care system at 

specific times. The loved one had surgery followed by concurrent radiation and chemotherapy. 

When this care recipient needed attention for a medical issue,  

We started to feel lost in the mix. Who was supposed to be responsible for which parts of 

my [loved one’s] issues? It was intermingled. It wasn’t like any one issue was one 

department’s issue, but they were all impacting on each other. But in the meantime, it’s 
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like who calls what? [in terms of making treatment decisions].  

These four caregivers received medical help and support when it was needed, but it was not 

necessarily a streamlined and clearly coordinated process, leading to frustration and feeling lost.  

 One participant in similar circumstances related to coordination of medical care managed 

to alleviate the feelings of being ‘lost in the mix’ by enlisting an adult child to help. The 

caregiver’s loved one had started cancer treatments near their home, but sought additional care in 

a metropolitan city, further adding to the number of providers involved. When this process of 

seeking care outside the local area began, the participant described an experience in which the 

adult child was helpful:  

Our [adult child] took over and was the coordinator who went in with us [to 

appointments]. We always had one [adult child] with us because I thought if [the doctors] 

say anything that [I could be] missing, because sometimes your mind will just [stop or 

wander]. You’ll get stopped at one remark and then [the doctor] keeps talking. [The 

doctor] is very slow in talking and has excellent English, but still keeps talking, and you 

might miss an important statement. [Our adult child] was the coordinator. 

Even as these caregiver participants spoke of the challenges of managing and 

coordinating care, all of them also spoke of the kind, caring and supportive nurses and healthcare 

providers with whom they interacted and offered words of encouragement. The nurses were 

consistently mentioned as the best support, probably because they interacted with the nurses 

most frequently and for long periods of time. The caregiver participants felt a sense of 

reassurance in knowing they could ask knowledgeable people questions, without feeling judged 

by the provider. Five of the nine participants had access to a nurse navigator, akin to a case 

manager.  
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One participant spoke of the lack of knowledge about radiation therapy and how the 

nurses gave the knowledge needed: “I didn’t know anything about it. We were told by [the 

doctors] what to expect, but the nurses were beautiful there. I remember going in for the initial 

visit and [the nurse] just spelled everything out for us.” In this case, the nurse was able to break 

down the information given to them by the doctors to a more simple form that the caregiver 

could understand.  

A second participant spoke about the nurses’ support, care and patience exhibited in 

caring for this caregiver’s inquisitive loved one.  

Everybody was extremely supportive, which really makes a huge difference. I know that 

it seemed to me that you need to have that kind of care and patience, in terms of 

answering [my loved one’s] multitudes of questions, [my loved one] wanted answers. 

[The nurses] were very, very patient, which you have to be, or it just would fall back on 

me. 

 Another participant spoke well of the healthcare providers for his loved one, especially 

the nurses and a nurse navigator stating, “[These two nurses] helped us out a lot. Every time we 

needed to talk to somebody or about something, they were there.” This caregiver had made 

frequent calls to the nurse navigator to ask questions about the loved one’s care.  

 A fourth participant also relied heavily on one of the nurse navigators to be the support 

system at doctors’ appointments for a care recipient. The caregiver felt a need for another person 

to hear conversations to help remember them later if needed. Without a strong family support 

system for this aspect of caregiving, the caregiver relied heavily on the nurse:  

[The nurse] did everything. I mean [the nurse] was just fantastic. I counted on [this 

individual] for everything. I would call [this nurse, who gave me [a] cell number, [a] cell 
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work number, and [a] home number. This nurse gave me every [personal] number and I 

thought it was just me, come to find out, does this for all this individual’s patients there.  

I would call [this nurse] as soon as we got in the hospital and I’d say, “Where are you?  

We’ve got an appointment right now with the doctor.” And [the nurse would] say, “Well, 

do you want me there?” And I’d say “Yeah.” So [the nurse] would come in the room with 

me so I would understand everything and [would] be able to write down everything for 

me, because you’re in a fog, you’re just trying to listen.  

The nurse navigator was available as a resource to this participant at any time and via multiple 

methods of communications. The caregiver really wanted to understand what was being said in 

relation to the care of the loved one.  

 Another participant was amazed by the caring of nurses and the support given to this 

individual and the loved one.  

The nurses from both oncology groups and hospitals were nothing but helpful.  [The 

nurses offered] suggestions on how to manage things, making sure I ate, making sure that 

if my [loved one] wanted something, they would try to get that. It was to the point that it 

just amazed me that you can have a hospital, and have this group of people, that are 

dealing with some of the worst cases that a hospital deals with, and they’re just so caring.  

Two other caregivers always felt that they were able to ask for help and reassurance from 

healthcare providers. One stated, “They [healthcare providers] were so thoughtful and kind, you 

got spoiled. You don’t know what you’re doing and you’re asking for help. I mean, I just did not 

[know what I was doing], and we had wonderful, wonderful people [supporting us].” The other 

caregiver’s experience was that of reassurance: “I needed the interaction with the doctor and the 

nurse. That helped me feel a little more reassured.” This caregiver frequently asked questions 
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about the loved one’s care and course of treatment to be sure that everyone was doing the right 

thing.  

 In addition to the various healthcare providers, family, friends, coworkers, and neighbors 

offered valuable support to the caregiver participants in physical and emotional ways. In some 

cases, the caregivers did not even know what to ask for in terms of support, but wish they had 

asked for more help than they did or had set-up different support systems than were in place at 

the time when it was needed.  

 Neighbors, family, and church group provided transportation and help in the home for a 

caregiver in the middle of the winter months, when driving can sometime be hazardous. The 

caregiver described the experience of help by an informal network of support.   

We had a tremendous amount of support from neighbors and family and church 

members, particularly when [my loved one] had to go daily for radiation treatments.  

They would drive [my loved one] down. At first [my loved one] was very, very weak.  

We had a little wheelchair and all [kinds of medical equipment]. It was the middle of 

winter and these people would come and they were amazing! Family members would 

come and stay for a week and that kind of thing. And you know, I couldn’t have survived 

it [the caregiving experience] without them. 

 A church support group served as support system for one caregiver who felt that the care 

recipient could not be left alone while the caregiver left the house to go grocery shopping, run 

errands, or attend a bible study. The caregiver found someone from the church group or family to 

stay with the care recipient when the caregiver needed to leave the house. The bible study group 

also offered a place for emotional support: 

I was always going over to the church and having somebody stay with [the care 
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recipient], so I could go over to the … Bible Study. I cried through everything and they 

prayed with me at the Bible Study. So, I had somebody, either [someone] from church 

came over or somebody from my family came over.  

For other caregiver participants, there was comfort in knowing that someone would be 

there if they needed assistance or someone to talk to if needed. One caregiver spoke about the 

experience where others wanted to help, but the assistance was not always needed. The caregiver 

was grateful for the offers of help. She stated: 

People offered transportation. It’s like they wanted to do something, but there really 

wasn’t anything to do because I was well and able and really didn’t need it. You know, 

you go to radiation every day and it’s just like going to work every day. You just go do it.  

Chemo was probably about 5 or 6 hours and they offered to go with [my loved one] to 

chemo, but it was only once a week. So I would say I didn’t really [need help] other than 

just knowing that they were there if I needed something.  

Another caregiver was also comforted in knowing people were there to help, saying, “We 

couldn’t have done it without them. My heart goes out to people. I know they’re out there, and 

just to know that people want to [help], it’s just like wow!” It was also the simple gestures of 

caring that meant a lot to these caregivers. One participant stated, “they [friends and family] 

would send cards and call me on the phone to see how [the care recipient] was doing or send an 

email. It was that kind of support.” One of the caregiver participants found consolation when 

others asked about how the care recipient was doing. The caregiver spoke of concerns by friends 

at the church where they belonged: “I was struck by their real concern. You could see it in their 

face and their eyes. They genuinely wanted to know how [the care recipient] was doing. I think 

that was very consoling.” Another caregiver spoke of the care recipient’s co-workers at the place 
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of employment. When the caregiver and care recipient visited at work one day, the caregiver 

could see that others could brighten the care recipient’s spirits, and that meant a lot to both of 

them.  

If [my loved one] was down, you could see [this individual] kind of brighten up [at 

seeing] one of the [people] from work. They’d sit and talk. They’d do a lot of talking and 

[my loved one] would talk a little bit, but they were really good. We went up to visit them 

and they were just, they were all hugging him and it was like “Wow! This is where you 

work?”  You don’t see that too often, and I think that meant a lot.   

The caregiver participants needed the support of others. As one stated, “you are paying so 

much attention to the person that needs help, you can’t see what you need for help. You need 

someone to be your eyes and ears on that, because you are putting all of your effort and your 

energy into taking care of the person in the house.” For these caregivers, the “eyes and ears” 

were the healthcare providers, family, friends, and neighbors. The caregivers needed “so many 

people doing different things” in both formal and informal ways.  

Theme Four: Vigilance 

All of the caregivers had received information and education on the potential 

complications that occur with cancer treatment, particularly radiotherapy. Most head and neck 

cancer patients will have difficulty swallowing, maintaining body weight, pain, mucositis, 

tiredness, and myelosuppression at some time in the course of treatment. Six of the care 

recipients had feeding tubes placed to prevent nutritional problems. Three of these six care 

recipients also had a tracheostomy in addition to the feeding tube, which may have associated 

respiratory complications. All of the care recipients who had radiation and or chemotherapy were 

at risk for myelosuppression that put the person at risk for contracting an illness. Some 
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participants were worried that their loved one could be exposed to illnesses like the cold or flu as 

a result of visits by others. Exposures to illnesses like the cold or flu could be devastating 

because the care recipient may not be able to fight infection effectively. At least one caregiver 

was personally immunosuppressed and worried about becoming ill. Other participants were 

worried that they could cause infection through activities such as wound care, tracheostomy, or 

feeding tube care. 

Therefore, the caregivers all had a strong sense of wanting to “be careful” in order to 

protect their loved ones from additional physical illness or harm in the post-treatment phase. 

There was a need by the caregivers to “pay more attention” and almost watch and wait for 

complications of treatment to occur. Caregivers found themselves paying attention to the 

physical status of their loved one through “being vigilant.” For caregivers that are always in this 

state of vigilance, it can put the caregiver at risk for anxiety, depression or other physical illness 

because they may not be paying attention to physical and mental health needs.  

Three caregivers were specifically worried and careful about people visiting their loved 

one at home or in the hospital. They were all vigilant in making sure that people were not sick 

and were using proper infection control procedures such as washing hands or wearing a mask. 

One participant states,  

You’ve got to be careful of people coming into your house, because you can get sick, 

because your immune system is down …they can give [infections] to you and that would 

be bad. So I was kind of nervous when different people would come in.  It was like, “You 

don’t have a cold do you? You don’t have anything?” 

 

Another participant was very worried that the care recipient would develop pneumonia 

since a tracheostomy was still present post-treatment for cancer. All family members were 
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vigilant in making sure they were wearing masks before they approached the care recipient at the 

hospital or at home: 

We wanted to make sure we were doing right not wrong…..Another scary thing was the 

possibility of [the care recipient] getting pneumonia. People were coming in [to the 

hospital room] every 10 seconds.  [We were making] sure people had masks on.   

  One caregiver worried about becoming ill and not being able to take care of oneself or the 

care recipient, when the care recipient was hospitalized with an infection. The caregiver took 

precautions when visiting the care recipient to protect both of them.  

They showed me how to come into the hospital room and how to protect myself from the 

virus and the bacteria. And I would see [the care recipient], oh, pretty much daily.  I 

think, maybe there was one or two days a week where I would say, “I’m not going to 

come up today,” just to take a break. And my white blood cell count was low so we had 

to make sure that I wasn’t going to be exposed and everything.  

Another caregiver was also concerned that the care recipient would contract an illness as 

well, especially when myelosuppressed. The caregiver noticed that people who were in the 

support system were afraid of giving her loved one an illness. The caregiver was aware of the 

care recipient’s blood cell counts in the post-treatment phase in order to make judgments about 

whether they could receive visitors or leave the house to minimize the risk of developing an 

illness: 

People were afraid. They’d hear [my loved one] had cancer and were afraid of 

[transmitting] anything, … a cold or anything like that. I was afraid that [my loved one] 

would catch anything. There was like one week in between that [my loved one] would 

feel okay and that was when cells would rejuvenate. So during that week, [my loved one] 
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started feeling okay and then would have to go back again and get hit with it again. So 

then we knew during that week, that [my loved one] could actually leave the house when 

the white cell count was up and otherwise we couldn’t have anybody come over.  

 Two participants described vigilance by being extra careful to prevent physical harm or 

pain to their loved one. One participant felt that not having any formal medical training in caring 

for someone with a feeding tube and tracheostomy could possibly bring further harm to the loved 

one.  

As I said, neither of us have really had any medical training as such and I was always 

afraid of hurting [my loved one] somehow, that I would be doing something wrong that 

would cause an infection or in some way damage something.   

Another caregiver’s loved one had a feeding tube that dislodged and needed to be replaced, 

causing soreness in the abdominal area. From that point forward, the caregiver was very careful 

about how she hugged the loved one for fear of causing injury:  

We had to be careful, even to give a hug still. Because [my loved one] had the tube and it 

was still real sore because they had to go in twice, the same spot, but it was still twice.  

So then when you got to get a hug, I’d stop and [my loved one would] say “No, no, it’s 

all right.” Every once in a while I think about it even now. You know, I go to hug [my 

loved one] and it’s like you hesitate for a minute thinking [you might cause injury]. 

One participant found herself paying more attention to the loved one’s physical status in  

the post-treatment phase and waiting to see if complications occurred that might affect the care 

recipient’s ability to fulfill some of the roles in the relationship and, therefore, the caregiver 

would have to plan to assume.  

I was waiting to see whether-if the chemo would affect [my loved one] long range or 
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something. And I said, I guess it would be hard to tell when you’re growing older at the 

same time. But [my loved one] definitely has some neuropathy with the feet. So I pay 

more attention now, before I never paid attention, I just didn’t bother. But I pay more 

attention now and I think it’s because I think “Well, if [my loved one] continues to 

decline, I’m going to have to do all that stuff or at least know where it is.” 

 Vigilance was also described by three caregivers through being watchful of nutritional 

intake and weight loss problems. One caregiver needed to be watchful of the care recipient’s 

condition, especially at a time when the caregiver knew the loved one was getting sick or having 

a complication of treatment. The caregiver said, “So you see it coming and you watch for it to 

come and then you have to get [to] the family physician [to] give antibiotics and then we, of 

course, kept calling.” The caregiver was careful to prepare foods that the care recipient could 

safely eat, preventing aspiration or painful swallowing. “You had to be so careful to fix soft 

foods,” she said. The care recipient’s weight loss after treatment was a concern that the caregiver 

monitored carefully and would discuss with a healthcare provider.  

[My loved one is] thinner than [before] and does eat pretty good … small meals often; 

the [weight] is just not going on. I think that will be something we will ask the radiation 

doctor or surgeon about. I thought [my loved one] would get some of the weight back, 

but no. It isn’t coming. 

 Nutritional intake was also a concern of another caregiver, who described being careful in 

monitoring the loved one’s intake and notifying a healthcare provider if the caregiver did not 

think the care recipient was taking enough nutrition. The caregiver did want the loved one to lose 

weight.  

I had to count the cans. I had to set the empty cans on the sink so I knew how many I was 
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giving [my loved one] a day. I would count them up to make sure I was giving enough. 

And then, [my loved one] wouldn’t want one. So, I would have to call the doctor’s office 

or talk to one of the nurses and ask them what to do.  

In this case, the participant had experienced a prior issue with her loved one becoming 

dehydrated to the point of requiring hospitalization. This situation had made the caregiver feel 

the need to be more careful in how much nutrition the loved one was getting since the caregiver 

felt dehydration or malnourishment would be the caregiver’s fault.   

A final participant had prior knowledge of all the potential complications that might 

occur as a result of treatment beyond what was discussed by healthcare providers. The caregiver 

described the need to be hypervigilant in watching the loved one’s physical status, especially 

nutrition, to the point of nagging in this narrative: 

I just didn’t want to leave [my loved one]. I was hypervigilant. [I watched] every little 

thing, then I had to catch myself, you know, and back down because my [loved one] 

would get annoyed by it. [For example], eating—[my loved one] was pretty good about it 

because I explained [that new cells were] growing now, and needed protein and all—but 

[I was] really being sometimes a horrible nag about it. We had words and I found myself 

just walking away, you know, shutting up, not saying too much, but I think [my loved 

one] realized that I was doing what I’m taught to do or felt that was needed. And [my 

loved one] sometimes would apologize afterwards—so… What else with hypervigilance-

eating, checking everything, listening at night. Every time [my loved one] coughed, I was 

up. So I don’t think I for once let things go naturally. You know, I had to be in control. I 

don’t know if that’s good or bad. 

This caregiver was very vigilant of the care recipient’s weight and took the role as caregiver 
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seriously in spite of not always being able to stop weight loss, saying,  “The week when … six 

pounds [were lost] was a slap in the face. I felt like a failure. I took it on as my responsibility 

when [my loved one] lost weight.” As much as this caregiver was being careful about watching 

the loved one’s intake, this individual still lost weight after treatment, which concerned the 

caregiver.  

Being careful, watchful, and vigilant in providing care to their loved one was important to 

the family caregivers. They really wanted “to do the right thing at the right time” to make sure 

that no additional harm came to their loved one who had just faced cancer treatment. The 

caregivers expressed specifically that they wanted to prevent infection and illness, weight loss, 

and further discomfort that could complicate the healing process or disrupt the ability to receive 

treatment. It was evident that the information given to them by healthcare providers about the 

various issues and problems that could arise was received.  

Theme Five: Major Emotions Experienced 

 All nine participants described an array of emotions that were felt at various times in the 

caregiving process. The most common emotions expressed were fear (N=9), sympathy (N=5), 

and guilt (N=5). Fear was expressed by the caregivers through being afraid, scared, and worried, 

especially about the possibility of a cancer recurrence. Sympathy was expressed through feeling 

sorry for the loved one who may have been feeling sick, in pain, or depressed. Feelings of guilt 

were often associated with meals.  

 Receiving a diagnosis of cancer can fill a person and family members with fear and 

uncertainty about what the future may hold in terms of treatments, treatment side effects, and 

prognosis. For persons with head and neck cancers, a diagnosis of cancer can be most frightening 

to them and their caregivers. The 5-year survival rates for head and neck cancers are significantly 
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lower that all other cancers combined. Head and neck cancers notoriously have a high recurrence 

rate even after treatment. Placement of feeding tubes for nutritional support during treatment and 

in the post-treatment phase is common. Some care recipients may require respiratory support via 

a tracheostomy placement. In both cases, the care recipients and their caregivers at home would 

be managing medical routines and equipment in their own homes that is most likely foreign to 

them. The caregiver participants all expressed some level of being scared, fearful, or afraid at 

some point during their experience. These emotions can be sources of anxiety for caregivers and 

affect their personal well-being.  

 Most caregivers focused on being scared about what the future may bring, especially if 

the cancer returns at a later time. One caregiver stated, “It is life threatening, you don’t trust 

cancer. You can’t ignore this elephant that has moved into your life, there’s just no ignoring it.” 

In other interviews of the participants, there was discussion about being scared in a general 

sense. Some caregivers were afraid to leave their loved one alone for extended periods of time 

for fear that something would happen in their absence. Others expressed being scared as a feeling 

of worry that they would not be a good caregiver.   

 Five participants addressed their fear of the cancer coming back in the post-treatment 

phase. One caregiver described an experience with the loved one related to meal preparation for 

the patient and this individual’s experience with swallowing difficulties after radiation therapy. 

At one point the loved one was having more difficulty swallowing than usual and the caregiver 

and the loved one both thought the cancer had returned.  

We had a scare here six months ago, [the loved one] thought it was back. [The loved one] 

felt something in the throat [similar to [the time of diagnosis], but it was actually a yeast 

infection… [The loved one] dealt with that a couple of times, that’s scary…. You never 
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know when it’s going to come up again and it could happen. 

In this situation, every time the loved one had similar physical symptoms to those experienced 

prior to diagnosis, it often led to fear that the cancer had returned. One care recipient 

had a relatively advanced form of head and neck cancer. The caregiver was initially concerned 

about being able to care for the care recipient, stating, “I didn’t know anything about nursing, 

any way to care for [the loved one], so this was very scary for me… I was scared to death, 

because here I am feeling like one of those people where they are on the phone with somebody 

dying and 9-1-1 is telling you what to do!” The caregiver had read literature provided by the 

American Cancer Society about the loved one’s diagnosis and the prognosis. The prognosis in 

the literature revealed to her that the loved one had a 20% chance of survival. At the time of the 

interview, this patient was considered to be cancer free, but the caregiver knows “there’s a 

chance it could come back, and it is hard living that way and wondering about it … The whole 

deal was scary…I mean everyday was like, what’s going to happen next?” For this caregiver, it 

was hard to stay optimistic in the face of the odds presented at the time of diagnosis and 

treatment. The caregiver felt like “the only one doing the worrying [and being afraid] for [the 

loved one].”  

 A third caregiver ‘s loved one was repeatedly in and out of the acute care hospital and 

home care setting for serious medical issues, including pneumonia and cardiac arrest during and 

after treatment for the cancer. The caregiver stated, “I was scared whether [my loved one] would 

live or not.” At the time of the interview, the care recipient was medically stable at home, but 

concerns about the care recipient’s future persisted, saying, “[I worry] a little bit about how 

much longer [my loved one’s] got. [The care recipient] is cancer free, but they say it comes right 

back. We are afraid that [the care recipient] will get it again.”  
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 One care recipient was within two months of completing treatment for cancer, and the 

healthcare providers believed would be cancer free. However, near the time of diagnosis, the 

caregiver stated, “I was scared, because with my [loved one] you don’t talk about palliative care, 

or about what happens down the road if this doesn’t have a good outcome. [I thought] What are 

we going to do?” The care recipient had other pre-existing medical issues including a history of 

transient ischemic attacks and chronic lymphocytic leukemia. The caregiver spoke of the fear of 

“are we going to get through this” and “is this one [medical issue] going to be it?” After time and 

treatment, the caregiver believed that the outcome would be good, but “until the CT and MRI are 

done and really confirms that it’s gone… I don’t trust things…. I just will not be fully satisfied or 

rest until [that time].” In this case, the caregiver hoped for the best outcome, but needed firm 

evidence to confirm that the fear was no longer warranted.  

 Another participant knew that recurrence was a possibility by observing and speaking 

with patients and caregivers in the radiation therapy waiting room. The caregiver saw members 

of the church support group undergo treatment for cancers. The caregiver was cautiously 

optimistic because the loved one was deemed cancer free, but thought about the future. “I am not 

prepared for [my loved one] to have a reoccurrence, I don’t think.”  

  A sense of being worried and scared was expressed by three caregivers, unrelated to the 

possibility of recurrence. One caregiver felt that it would not be possible to leave the care 

recipient alone for any period of time for fear that something would happen. The care recipient 

was relatively homebound with a feeding tube and tracheostomy that required monitoring by a 

caregiver.  

I was really worried about it when it all started that I would never be able to leave [my 

loved one] alone, even to go to the grocery store or something like that. I can remember 
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the first couple of times… I’d race out, grab three or four things and race back to the 

house. [Thinking] Are you still alive? You haven’t collapsed? Are you still breathing? 

This fear and worry was alleviated, however, with the passage of time and after no traumatic 

events occurred when the caregiver left the house for short periods.  

 Another participant recalled a time of being afraid of seeing the care recipient for the first 

time after surgery. The care recipient was cared for post-operatively in the intensive care unit 

after a 12-hour surgery that significantly altered the facial appearance. The care recipient was left 

speechless due to a tracheostomy placement. The caregiver stated, “I mean my first reaction was 

to cry because I just didn’t know what to expect. The extent at which [my loved one] was cut 

open, the extent of the surgery.” The caregiver was fearful of what would be seen in the post-

operative period and beyond. Another caregiver stated that the whole process of treating the 

cancer was scary, stating, “The whole deal was scary. It was scary. It just came out the blue. It 

was a big nightmare. I mean it was just everyday [thinking], what’s going to happen next?” 

 All of the caregivers expressed some level of being scared at some point during the 

caregiving experience. Persisting fears related to the recurrence of cancer may not ever be 

alleviated. A number of the caregivers expressed some initial fear about what to expect at home 

and the expected caregiving responsibilities, but this often was alleviated by the passage of time 

and further practice with caregiving tasks.  

 In addition to feelings of fear, five caregivers expressed a sense of feeling sorry and 

sympathetic to their loved one. For one participant, it was very hard to see the care recipient 

depressed. The caregiver wanted to reach out to the care recipient, but didn’t always know how 

saying, “[my loved one] didn’t want to be fussed over… It was kind of hard because I would go 

to check on [my loved one, who would] say, ‘what do you want’?... [My loved one] felt 
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dependent and that was hard for [this person].” Another participant also felt sorry for her loved 

one when sick, “that was the worst part for me, to see [my loved one sick] and sleeping, because 

[my loved one] doesn’t just fall asleep in the chair. I think that was one of the hardest things, to 

see [my loved one sick]. One participant’s loved one experienced an episode of pain related to 

mucositis saying, “I think that moment said a lot to me and to [my loved one]. [I felt] there is 

nothing I can do, damn it, and for [my loved one] I had empathy, but I just didn’t know [the pain 

the care recipient was feeling]. That really blew my mind, how painful it was.” Another 

caregiver’s loved one wanted to go to church even though this individual just had surgery; the 

caregiver stated, “I felt sorry for [my loved one], who wanted to keep going to church… [with] 

stitches and stuff. I wouldn’t have done that if it were me.” Another care recipient was unable to 

eat after treatment. The caregiver stated, “I know how [my loved one] feels; I had my teeth out 

and I couldn’t eat for a week after. I don’t know how [my loved one] stands it, not being able to 

eat. That’s how it was, I feel sorry for [my loved one].” 

 Five participants felt feelings of guilt related to eating (N=3) or related to another 

caregiving activity. The three participants who described feelings of guilt related to eating felt 

badly that they could eat, but the care recipient could not. Eating in front of a care recipient who 

could not eat made the caregiver feel guilty was expressed in these statements made by 

caregivers: “[My loved one] would be hungry for that food [but] couldn’t have it. So it kind of 

made you feel guilty, you know?” or “we can have a meal and [my loved one] can’t eat it, and 

we feel guilty to eat in front of [my loved one]. I hate that.” or “If we were sitting there eating, 

and if something kind of smelled good, [my loved one] would come out and we’d feel so bad 

because [my loved one] couldn’t eat it because [this individual] couldn’t swallow. [My loved 

one] would stand there and watch us and couldn’t eat.” In most cases, the care recipients were 
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understanding and not bothered by their loved ones eating, but it did bother the caregivers.  

 Two other caregivers felt guilty related to caregiving issues. One caregiver stated, “there 

were so many times I had to bring [my loved one] in because I wasn’t feeding enough and [my 

loved one] was getting dehydrated. So, I felt I wasn’t a very good caretaker, through a lot of it, I 

felt really guilty that I wasn’t a good caretaker.” Another caregiver felt guilty when arriving 

home a couple of hours late one day, saying, “I felt guilty about Monday. I stayed the full eight 

hours at [school]. ..I said, ‘I’ll be home around 2:00 p.m. or so’, and it ended up being I didn’t 

get home until 4:00 p.m.” This caregiver felt guilty about not being home at the expected time, 

feeling that this lateness caused stress for her loved one.  

 A wide range of emotional experiences were described by the caregivers. For these 

caregivers the emotions of fear, sympathy, and guilt were the most prevalent. In most cases, the 

caregivers did not always know what would help the person feel better, other than to just be 

present.  

 Exhaustive Description  

 The exhaustive description of the lived experience presented here was conducted through 

a hermeneutic, phenomenological writing process. According to van Manen (1990), the 

exhaustive text is likely to be both descriptive and interpretive; in this case the goal was an 

exhaustive description that communicated the lived experience of caring for a loved one with 

head and neck cancer. The exhaustive description was presented to the participants as a means of 

completing a “member check” process to validate the findings (Lincoln & Guba, 1985). This 

process allowed the researcher to further refine the description to capture the lived experience. 

All participants were asked to participate in the member check process. Five participants stated 

that the exhaustive description that follows reflected their experience as a caregiver and provided 
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input on some wording changes. The other four participants were invited a second time to 

participate in the member check process, but did not respond to the researcher’s invitation to do 

so.  

 The primary family caregiver often does not have a choice in deciding whether one will 

provide care. For this sample of caregivers, it was a commitment by relationship, either as a 

spouse or adult child.  “You love a person, you just do and you don’t really think about what 

you’re doing, you just do it,” one caregiver stated. There was an initial state of shock or surprise 

at hearing that the loved one was being diagnosed with a type of head and neck cancer.  The 

caregivers needed time to “absorb” the “tremendous” and “huge” amount of information being 

presented to them about the diagnosis, treatments, and care required during and after treatment. 

Some caregivers felt that while there was a lot of information provided and “run-throughs” 

demonstrated, these did not always prepare them for unexpected care issues when a healthcare 

provider was not available. “You can’t have somebody here all the time,” said one. The 

caregivers needed a sense that they could reach out to someone to get a response or answer that 

was required for an immediate need.   

 During the process of caregiving, the caregivers were surrounded by “so many people 

doing different things.” Healthcare providers, specifically nurses, were praised for the levels of 

physical and emotional support that they provided to the caregivers.  Healthcare providers were 

described as “helpful,”  “beautiful,”  “reassuring,” “supportive,” and “amazing.” In some cases, 

the number of healthcare providers involved during and after the cancer treatment process made 

the caregivers “feel lost in the mix” and unsure about whom to contact to get an answer to a 

question. For other caregivers, especially in the treatment phase and immediately after treatment 

was completed, there was a feeling of being inundated with healthcare provider help and support, 
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which was not always perceived as necessary. In addition to the healthcare providers, the 

caregivers were surrounded by the help of other family members, friends, co-workers, and fellow 

church members. The caregivers did not always need these support systems, but there was a 

pervasive sense that just knowing that they were there was helpful and that they “could not have 

done it without them.” In most cases, the support needed was not directly related to the physical 

act of caring for the person with cancer, but rather helping the caregiver to keep up with other 

daily chores and activities or providing brief periods of respite.   

All caregivers experienced some degree of departing from their normal routines of daily 

life to deal with the issues related to cancer treatment for their loved one and the period 

following treatment. “Everything has to be done by me,” said one. Most caregivers had picked 

up extra responsibilities that had usually belonged to the care recipient for a period of time. The 

caregivers spoke about how a portion of their lives in the post-treatment phase revolved around 

the processes of eating and mealtimes. The caregivers often scheduled elements of normal daily 

routines around the task of preparing and providing tube feedings. 

 Each caregiving relationship was unique, but there was a strong overarching sense of 

being “careful,” “watchful,” and “vigilant,” and wanting to protect the loved one with cancer 

from further harm. The caregivers did not want their loved one to experience further distress 

beyond that necessary to complete treatment. Caregivers were informed of all the potential health 

problems that could occur and were “watching” for them to happen.  

 The overwhelming emotion experienced during the caregiving process was that of being 

scared and fearful. “I was always afraid of hurting him somehow,” said one. The caregivers’ 

greatest fear was that the cancer would return at a future time. Cancer is “life-threatening” and 

you cannot “trust it.” It forced many of the caregivers to consider the future and the question of 
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“what-if?” The idea that “the story isn’t finished yet” left caregivers with a persistent feeling of 

not knowing what may still lie ahead for their loved one after treatment. The other concern 

expressed was being afraid of leaving the loved one with cancer alone for extended periods of 

time so the caregiver would have the opportunity to leave the house to do errands or have a break 

from caregiving. Other caregivers really wanted their loved one to be comfortable and free from 

emotional and physical pain, something they could not always ensure.  

Summary 

 This chapter presented the results of a qualitative, phenomenological study that was 

conducted to answer the following question: What is the lived experience of the primary family 

caregiver for a person with head and neck cancer? Using van Manen’s approach to 

phenomenological inquiry, interviews of nine caregiver participants were conducted. The 

interviews yielded rich data about the participants that resulted in five themes and an exhaustive 

description of the phenomenon of interest.  
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Chapter 5 – Conclusions and Implications 

 

Introduction 

 The purpose of this research study was to describe and understand the lived experience of 

primary family caregivers for persons with head and neck cancer. The main research question 

addressed was: What is the lived experience of the primary family caregivers for a person with 

head and neck cancer upon completion of treatment for new or recurrent disease? The nine 

caregiver participants provided narratives that answered the research question from their 

perspectives. The five themes that emerged as a result of engagement in phenomenological 

inquiry and reflection: information, disruption of roles and routines, coordinating and receiving 

help and support, vigilance, and major emotions experienced, expand the current body of 

literature on family caregivers of persons with cancer, specifically head and neck cancer.   

This chapter discusses the relationship of the study findings and themes to the literature, 

emphasizing the fundamental role that family caregivers play in the care of persons with head 

and neck cancer. The chapter concludes with the limitations of the study, as well as the 

implications for nursing practice, education and future research.   

Relationship of Study Findings to the Review of the Literature 

Theme One: Information  

 For these caregivers, the information provided to them by healthcare providers was an 

important part of being prepared for the caregiving role. The caregivers needed to have 

information regarding diagnosis, treatment, and potential care needs that they would be 

responsible for assuming. It was evident that they wanted and needed information about how to 

troubleshoot potential problems that may be experienced at home after completion of treatment. 
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The caregivers had a strong need to feel prepared to provide the necessary care to their loved 

ones.  

These findings support previous research on the information needs of caregivers (Carter, 

2001; Chambers et al., 2012; Morrison et al., 2012; Osse, Vernooij-Dassen, Shade, & Grol, 

2006; van Ryn et al., 2011). The caregivers needed to feel informed throughout the treatment 

process. They wanted to know what to expect and how to prevent and manage side effects of 

treatment when possible. The information provided at times was overwhelming, creating a sense 

of doubt and insecurity that the caregivers would not be able to fulfill all of the caregiving 

responsibilities, especially once they left the near constant presence of healthcare providers in the 

hospital or clinic setting. However, if information needs are met and the caregiver feels prepared, 

less caregiver burden is experienced (Chen et al., 2009; Scherbring, 2002; Schumacher et al., 

2008).  

 While sources of information came in a variety of written and oral instructions and 

documentation, and from a variety of healthcare professionals, nurses most frequently provided 

the majority of the information. The nurses were the healthcare professionals whom the 

caregivers routinely saw in the hospital, clinic, or home care setting. The caregivers felt they 

could get consistent and trusted information from the nurses when needed as described in the 

later theme of experiencing help and support. More than half of this caregiver sample also had 

access to a nurse navigator who was both a source and coordinator of information. A nurse 

navigator is a key person in assisting patients and caregivers with specific health issues to 

manage resources and support from multiple sources both in and out of acute care settings. Other 

researchers have studied the benefits of a nurse navigator to patients and families facing cancer 
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(Lee et al., 2011; Thygesen, Pederson, Kragstrup, Wagner, Mogenson, 2011) and how the nurse 

in this role can help to decrease feelings of distress in families facing cancer (Swanson, 2008).  

Theme Two: Disruption of Roles and Routines 

All of the caregivers expressed changes in roles and responsibilities while the care 

recipient was in treatment or in the post-treatment phases. The routine day-to-day lifestyle that 

was experienced by the care recipients and the caregivers was interrupted and changed to meet 

the challenges of treatment and the care at home that followed. All of the caregivers experienced 

the process of taking on some or all of the usual roles usually held by the care recipient. The 

literature most often describes the disruption of roles and routines as a burden. This caregiver 

sample described the disruptions as just a change that had occurred, not specifically a burden. 

Some of the caregivers did, however, describe how the changes in roles and responsibilities 

curtailed their normal activities or made them feel restricted in not being able to participate in 

activities they once enjoyed.  

These findings support prior research results related to disruption of roles and routines 

experienced by caregivers. The caregivers did experience a lifestyle change that usually revolved 

around treatment plans and carrying out all of the responsibilities that were once shared with the 

care recipient (Ussher et al., 2011; Winterling et al., 2004). It is common for caregivers to feel 

some level of distress and burden as they curtail personal commitments and valued activities to 

take care of their loved one (Cameron et al., 2002; Chen et al., 2009; Longacre et al., 2012; 

Roing, Hirsch, Holmstrom, 2008; Ussher et al., 2011). One caregiver in the current study was 

particularly distraught and expressed a high level of distress when this individual experienced 

dramatic changes in roles and routines.  
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The most frequently cited change in routine was related to mealtimes. All of the care 

recipients in this study were treated with radiation therapy to the head and neck region that 

caused various nutritional issues. The most common nutritional issues included problems with 

food intake and maintaining body weight. The caregivers had to alter their routine ways of meal 

preparation to accommodate the side effects of radiation such as sore mouth and xerostomia that 

made it difficult for the participants to maintain oral nutrition. Some of the care recipients had a 

feeding tube placed that completely or partially replaced the need for traditionally prepared 

meals. As described in Chapter 4, the caregivers in this study had developed multiple ways of 

managing issues related to nutrition and mealtimes over time that worked well for their 

individual circumstances.  

It is known that radiation therapy to the head and neck area frequently causes eating 

problems that patients and their caregivers may find difficult to address (Larsson, Hedelin, 

Athlin, 2003; Larsson, Hedelin, Athlin, 2007). Physical, emotional, and social losses often occur 

when normal processes of mealtimes are interrupted (McQuestion, et al., 2011). The caregivers 

in the current study clearly described how their lives were affected to various degrees related to 

mealtimes. For some caregivers, the entire day revolved around planning tube feedings or meals 

first, then performing their other responsibilities. A previous study by Mayre-Chilton, Talwar 

and Goff (2007) demonstrated that caregivers may feel a greater negative effect of meal 

preparation alterations than the care recipients do. Even when the caregivers in the current study 

had done everything they could to help their loved one prevent nutritional problems, feelings of 

frustration and failure occurred when the problem occurred despite best efforts. Locher et al’s. 

(2010) caregiving sample also felt frustration, anger, and hopelessness when the care recipients 
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did not take in nutrition as the caregiver thought they should to maintain adequate nutritional 

intake.  

Theme Three: Coordinating and Receiving Help and Support 

 All caregivers in this study recognized and valued the help and support of healthcare 

professionals and informal support networks that included family and friends. These persons all 

provided support in a time of need, and caregivers stated, “they could not have done it without 

them.” Caregivers and persons with cancer face multiple and unique challenges throughout the 

cancer treatment trajectory that require support to lessen feelings of distress and burden. The 

caregivers in this study found the experience of coordinating and receiving help and support 

from healthcare professionals in the formal healthcare settings to be both frustrating and 

wonderful at times. Feelings of frustration occurred when there were many resources available 

that needed to be coordinated, especially when the burden of coordination was placed on the 

caregiver. The caregivers had feelings of frustration when they were unable to identify the key 

person to contact when certain health issues occurred. In some cases, the caregivers had to access 

multiple people to try to the find the right person to respond to their care need or questions.   

Despite the frustrations, the caregiver participants often praised healthcare providers, especially 

nurses and the nurse navigator, for helping them through a difficult time.  

 The caregivers’ descriptions of their experiences of coordinating and receiving help and 

support validated previous findings. Coordination of care was previously identified as a 

challenge for cancer caregivers as well as the need for a key contact person that could help them 

navigate the formal care systems (Walsh et al., 2011). Foxwell and Scott (2012) studied the 

perceived levels of support that healthcare professionals provided to caregivers. For those 

participants who felt a lack of support from healthcare professionals, there was a sense of feeling 
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helpless when they did not have the information they needed to make decisions. For those 

participants who perceived excellent support from health professionals, the caregivers felt greater 

feelings of trust, competence, and humaneness in the providers (Foxwell & Scott, 2012). The 

current study’s caregiver participants revealed that they were frustrated at times with trying to 

coordinate care activities; yet, they still praised the level of support provided and how it helped 

them through a difficult time.  

 In addition to the persons providing support in the formal healthcare environments, the 

informal networks of family, friends and acquaintances were also valuable assets to the 

caregivers in providing much needed physical or social support. In some cases, the caregivers 

just needed to know that someone would be there for them if necessary. The importance of social 

support for caregivers is documented in the literature. Social support helps protect the caregiver 

from undue stress and tension in family relationships (Gaugler et al., 2008), and serves as a 

means of emotional and practical help with day-to-day activities (Foxwell & Scott, 2011). Two 

of the caregivers in the current study had sought out informal support groups. Some caregivers, 

particularly married women, wanted to be in contact with self-help and support groups (Baghi et 

al., 2007). Mah and Johnston (1993) reported that families need social relationships during 

treatment for head and neck cancer. There is a need for both the formal and informal care 

networks to provide support when needed by the caregiver to reduce feelings of being burdened 

(Chen et al., 2009; Tsiagaroppoulous et al., 2009; Winterling et al., 2004).  

Theme Four: Vigilance 

 All of the caregiver participants in this study described a sense of needing to be vigilant 

in the care of their loved ones. The caregivers had a strong urge to protect their loved ones from 

all of the potential complications that could happen in the treatment and post-treatment periods 
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of time. The vigilance seemed to stem from all of the information that the caregivers had been 

given about treatment, the potential side effects, and other ways of maintaining the health of the 

care recipient. It was evident that the caregivers were trying to pay attention and watch for 

potential care needs. While the caregiver may be trying to avert complications by being vigilant 

in care, complications may not always be prevented. This may be a new finding in the literature 

related to caregivers of persons with head and neck cancers. A review of the literature using 

search terms of vigilance, watchfulness, careful, waiting, and protecting with the terms cancer 

and caregivers revealed only a small body of literature. A total of 12 articles were found using all 

of the previous combinations of search terms, but none of the articles reviewed were directly 

associated with the theme and topic area of the current study. The term vigilance was primarily 

used in relation to vigilance at the bedside of dying patients. However, the theme of vigilance in 

this sample may be linked specifically to the emotion of fear, which is discussed in the next 

section.  

Theme Five: Major Emotions Experienced 

 The most common emotion experienced by the caregiver participants was fear. Fear was 

described as being afraid, scared, and worried about treatment, treatment side effects, prognosis, 

and what the future may bring. Fear of recurrence of cancer was common for these caregivers. 

As stated previously, the likelihood of a head and neck cancer returning at a later time is greater 

than that of other cancers and this finding is consistent with previous research. Fear of recurrence 

is usually higher in caregivers than that of patients experiencing the cancer (Hodges & 

Humphries, 2009). Fear is also positively correlated with distress and anxiety (Hodges, & 

Humphries, 2009; Longacre, Ridge, Burtness, Galloway & Fang, 2012; Watt-Watson & 

Graydon, 1995). Caregivers in other studies were also reported to have feelings of uncertainty, 
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feelings of abandonment, and fear of recurrence that contributed to the fear experienced (Lohne, 

Miaskowski, & Rustoen, 2012; Matthews, 2003; Northouse, 2005; Tsigaroppoulos et al., 2009; 

Walsh et al., 2004; Winterling et al., 2004). It is possible that caregiver fear may be linked to 

information, the first theme discussed. Fear and uncertainty about what to expect or the future 

that lies ahead may result if information needs of caregivers are not met. Unmet information 

needs of caregivers could also be linked to both vigilance and fear. Conversely, the caregivers 

may have so much information that the need for them to process and use it to provide care to the 

loved one might create fearful feelings that all of the potential side effects and complications 

may actually occur and be experienced. These fearful feelings may be causing the caregivers to 

be more vigilant as their awareness of what might happen is heightened.  

 In addition to the fear experienced by the caregivers in this study, caregivers expressed 

feeling sorry for and sympathetic toward their loved ones. The caregivers felt sorry that they 

could not always help the loved one when they were feeling sick or depressed. Previous research 

findings have demonstrated positive correlations of caregivers’ emotional distress with care 

recipients’ distress (Hodges, Humphries, & Macfarlane, 2005). Other studies have suggested that 

caregiver distress may be greater than care recipients’ distress (Matthews, 2003; Matthews, 

Baker, and Spillers, 2003).  

 Guilt was another feeling that was frequently reported by caregivers. The feeling of guilt 

was often associated with eating, particularly when the caregiver was trying to prepare or enjoy a 

meal in the presence of the care recipient who could not share it. Guilt was also felt when the 

caregivers felt that they could not meet the care recipient’s needs at all times. These feelings of 

guilt caused the caregivers emotional stress and anxiety at times. The previous studies reviewed 

did not specifically address guilt, but did address caregiver emotional distress when feelings of 
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guilt could be included. Studies have demonstrated that caregivers of persons with head and neck 

cancers have moderate to high levels of emotional distress (Ostroff et al., 2004; Ross, Mosher, 

Hermele, & Ostroff, 2010; Verdonck-de Leeuw et al., 2007). Anxiety levels were also reported 

to be severe enough that intervention was warranted for some caregivers of persons with head 

and neck cancers (Hodges & Humphries, 2009; Vickery, Latchford, Hewison, Bellew, & Feber, 

2003).  

 This caregiver study provided a valuable contribution to the previous literature both by 

supporting prior research results and contributing new knowledge, particularly through the theme 

of vigilance in caregivers for persons with head and neck cancers.  

Limitations of the Study 

 There were several major limitations of this study of the lived experience of the family 

caregivers of persons with head and neck cancer. First, the study sample demographics were 

predominantly those of middle-aged female spouses who were not employed.  The experiences 

described by these participants may not reflect those of younger females, male spouses, or 

working females in the caregiver role. Methods related to study recruitment, sample 

accessibility, and sample size were limitations. All of these participants were recruited from a 

small geographic area of New York State in one of two facilities that provided care to cancer 

patients in the region. The geographic area represented by the study participants would not 

include patients with the most complicated head and neck cancers, particularly those requiring 

major surgery. Patients requiring major surgery would be referred to larger facilities with more 

specialized care, therefore, the sample may not reflect the true needs of all caregivers assisting 

family members facing head and neck cancer. The caregiver participants were mainly recruited 

through one nurse navigator at one of the healthcare facilities, despite multiple recruitment 
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efforts. The caregivers were also specifically invited to participate in the study and known to be 

willing to share their experiences with others. The process of recruiting caregiver participants 

who met the inclusion criteria and were willing to participate took place over a period of 3 years. 

 Another limitation was the relative homogeneity of the diagnosis and treatments 

experienced by the persons with cancer. A majority of the diagnoses were in the oropharyngeal 

and laryngeal area of the head and neck. There were no patients with diagnoses of sinus, thyroid, 

esophageal, or salivary gland cancers in the study. These diagnoses have different treatment 

options that may result in different experiences for care recipients. All of the persons with cancer 

experienced radiation therapy with or without chemotherapy. Therefore, it is expected that there 

would be more similarities in treatment experiences than a person experiencing surgery alone or 

in combination with other therapies. Surgery can create unique issues and challenges that are 

different from radiation therapy and chemotherapy. Extensive post-operative wound care, 

tracheostomy care, or issues related to intimacy and sexuality secondary to major changes in 

appearance were not experienced by this particular sample of caregivers, but may be true for 

other caregivers.  

Implications for Nursing Practice, Education, and Research 

Implications for Nursing Practice  

The shift of cancer care from formal healthcare settings to the home is going to continue, 

increasing the complexity of care that family members will be providing to loved ones. This 

caregiving study reinforced the importance of the family caregivers in providing care to a person 

with cancer. Family caregivers are providing much needed care while trying to navigate a very 

complex and confusing system of healthcare. Nurses must identify the family caregivers who 

will be providing or assisting with care of the person with cancer early in the diagnosis and 



124 

 

treatment phases, so they are fully integrated into all plans of care. The nurse must make 

assessments about the caregiving situations that occur outside the formal healthcare environment 

to identify situations that have a high probability of requiring significant intervention or support 

by healthcare professionals to avoid negative outcomes.  

In this caregiving study, all of the caregivers stressed the importance of obtaining 

information about their loved ones’ care and how in some cases the amount of information 

provided was overwhelming. Nurses must have good communication and listening skills to pick 

up clues on what the families may need in terms of information (Levine, 2011). Nurses also need 

to make sure that information given is understood by both the patient and the caregiver (Bevan & 

Pecchioni, 2008). If the information is understood, and the caregivers are afforded opportunities 

to ask questions or seek clarification, the caregiver is more likely feel secure and prepared to 

give the care needed.  

Nurses must also identify the unmet information needs when working with caregivers. In 

some cases, if the information needs are not being met, the caregiver may seek outside and 

potentially erroneous sources to find the information that they believe they need. Nurses may 

want to ask the caregivers where they are seeking information to make sure it is trustworthy and 

reliable. In practice, nurses should consider having a list of referral sources available that include 

both specific resource persons and places to obtain information that are easily accessible. 

Information and support cannot be provided to caregivers by the nurse alone; both must come 

from multiple quality sources that the families can trust to be available when needed. Nurses 

must help the families recognize reputable sources of information on caregiving (National 

Caregiving Alliance & AARP, 2004). A list of referrals for caregivers to obtain information and 

find support must be incorporated into the plan of care (Given et al., 2012; Northouse, 2012).    
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Nurses must also recognize the changing roles of family members when they make the 

shift to providing care to a loved one, which adds new responsibilities that may have not been 

previously shared or experienced. The caregivers in this study all spoke of how their daily lives 

changed during and after treatment for cancer. They assumed new roles that the loved ones could 

no longer manage. For example, some caregivers assumed new roles in managing the household, 

such as paying bills or doing outdoor chores, while others might be learning the responsibilities 

of administering a tube feeding or performing tracheostomy care. Caregivers will need some 

anticipatory guidance about what to expect their loved ones might need in terms of physical or 

social support as the cancer treatment plan unfolds. Again, establishing good communications 

patterns between the healthcare provider and the patients and caregivers is paramount to making 

sure that their needs are met. If caregivers know what to expect about their loved ones’ cancer 

care trajectory, they can be prepared to manage the associated potential issues and problems. 

Careful assessment allows nurses and health professionals to more quickly identify caregivers at 

greatest risk for negative health outcomes and caregiver outcomes (Bevans & Sternberg, 2012; 

Given et al., 2012). Nurses must be able to recognize the caregivers who may be in crisis as a 

result of the burdens of responsibility and assist them in finding additional sources of support.  

 Nurses must also be good facilitators to maximize communications between patients and 

their caregivers and be able to assist families in coordinating care (Given et al., 2012).  The 

caregivers in this study discussed the issues related to coordinating care, help, and support from 

both formal and informal care networks. The caregivers in this study were fortunate to have 

support resources available to assist them in managing care, but it was of concern that there were 

a few instances in which the caregiver did not know whom to call when certain problems arose. 

A caregiver’s lack of ability to identify an immediate resource of support for a crisis should be 
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considered both quality of care and safety issue. If care recipients or caregivers needs immediate 

attention, they should receive it in timely, effective way and not have to contact multiple persons 

to find the appropriate source of care. Nurses should be assisting caregivers proactively to 

identify and navigate potential coordination of care issues that may develop over a period of 

time. Nurses must also help the caregivers to identify and use the formal and informal support 

systems that are available to them to cope with stressful situations and circumstances.  

 Finally, nurses must recognize the emotional responses that caregivers are experiencing 

during the process of giving care. The caregivers in this sample felt a need to be vigilant about 

watching for potential complications. They experienced fear, guilt and sympathy in caring for 

their loved one. As stated in prior chapters, caregivers are at high risk for emotional distress that 

may actually exceed that of the loved one who experienced cancer. Caregivers may be the 

persons at times that need the most assistance from nurses or other support systems. Nurses must 

assess the emotional health and needs of caregivers in order to intervene and minimize future 

problems. Again, nurses need to have good communication and listening skills when they 

interact with caregivers to make sure that the caregivers’ emotional needs are met. Nurses should 

be aware of referral sources to meet the emotional needs of the caregivers.   

Implications for Nursing Education 

 This study’s findings also have implications for education of both caregivers and 

healthcare professionals. As stated previously, as education and information needs of caregivers 

are met, the more confidence they feel in their new roles and responsibilities of providing care 

for their loved ones experiencing cancer. For healthcare professionals, further education is 

needed about the multitude of physical and emotional issues that can be experienced by 
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caregivers and the potential range of interventions that might be needed. The interventions may 

be provided by nurses, healthcare professionals, or informal networks of support.  

 Caregivers need education on diagnosis, treatment, symptom management, and 

management of disease-related issues (Donelan et al., 2002; Honea et al., 2008; Oncology 

Nursing Society, 2006; Wagner & Lacey, 2004). The caregivers need to be able to specifically 

assist the care recipient in identifying side effects, symptoms, health-related issues, or safety 

issues that require emergency care (Collins & Swartz, 2011; Donelan et al., 2002; Oncology 

Nursing Society, 2006; Wagner & Lacey, 2004). The education provided on such issues needs to 

be tailored to the caregivers and given in small doses to minimize feelings of being overwhelmed 

and inundated with information during highly stressful times. Consistent reinforcement of 

education and information provided is reassuring to caregivers (Northfield & Nebauer, 2010).    

 The caregivers need education and anticipatory guidance on how to manage and 

coordinate care throughout the cancer care trajectory. Not only will caregivers be coordinating 

care for the person with cancer, but they will also need to recognize the importance of 

maintaining their own personal care and health needs as part of that coordination (Levine, 2011). 

Nurses need to educate caregivers on ways to balance healthy living activities, including, but not 

limited to, stress management and continuing their regular personal health screenings (Collins & 

Swartz, 2011; Grant & Ferrell, 2012). The caregivers also need education and reassurance that it 

is appropriate to seek outlets and means of catharsis to manage stress and help with emotional 

feelings and reactions.  

 This caregiver study found that nurses were a main source of information and support. 

Nurses cannot provide the information and educational support if they are not well educated in 

how to meet caregiver needs (Northfield & Nebauer, 2010). Nurses need to be educated on what 
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internal and external resources are available to caregivers so that information is consistently 

available to address the caregivers’ learning preferences (Given et al., 2012; Honea et al., 2008). 

Nurses and health professionals need knowledge about best practices and interventions that are 

known to support caregivers. The interventions identified that are likely to be effective include 

psychosocial interventions, psychotherapy interventions, supportive interventions, and 

multicomponent interventions (Honea et al., 2008). These interventions are likely to be 

performed by a variety of trained healthcare professionals, but nurses need to be educated on 

how they might participate in assisting caregivers to access the necessary interventions and 

resources. 

 Finally, healthcare professionals need education and training on how to assist caregivers 

with coordination of care issues. They need to have a solid base of knowledge about the specific 

health-related issues that the person with cancer may experience and know all of the members of 

the healthcare team with whom the persons with cancer and their caregivers are interacting. 

Coordination of care issues were identified by the caregivers in the present study. Nurses need to 

recognize that they become the key person that the caregivers will rely on to obtain information 

and advice on how to manage issues such as coordination of care. It is imperative that nurses are 

educated and prepared to work together on interprofessional teams that include a variety of 

healthcare disciplines (Northfield & Nebauer, 2010). Working as part of a team would allow the 

nurse to see most of the care recipient and caregiver needs from multiple providers’ perspectives 

to gain a better sense of the whole care picture to assist the caregivers more fully.    

Implications for Future Research 

 Additional research is needed on family caregivers for persons with head and neck 

cancers so that the issues these caregivers experience are more fully addressed and understood. 
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Much of the research literature on this topic continues to be descriptive and correlational in 

nature with relatively small sample sizes, limiting the applicability to nursing practice. The body 

of research literature on caregivers of persons with cancer is growing, but there is still relatively 

little known about caregivers of persons with head and neck cancers.  

Family caregivers of persons with head and neck cancer are not always included in 

research, and therefore the findings of this study may not be generalizable to other populations of 

caregivers. Replication of caregiver studies is warranted with larger sample sizes and with 

deliberate inclusion of caregivers for persons with head and neck cancers. However, to achieve 

larger sample sizes with inclusion of these specific caregivers, there needs to be stronger multi-

site recruitment and collaboration. Cancers of the head and neck may be relatively uncommon in 

some geographic areas; thus, in order to achieve larger sample sizes that could offer more 

generalizability, effort is needed to recruit participants from multiple sites. Multi-site 

collaborations would increase the likelihood of achieving a more heterogeneous group of 

caregivers of persons with head and neck cancers in multiple geographic locations. Future 

researchers should also be sensitive to include participants from a wide variety of locations, and 

not just be limited to major cancer centers that offer specialty cancer care in major metropolitan 

or suburban locations. The caregivers in this study were recruited from facilities in a relatively 

rural area with limited access to larger specialty cancer treatment centers.  

It is unknown if there are differences in met and unmet needs for caregivers who may or 

may not have access to specialty care and are from rural areas. Caregivers of persons with head 

neck cancer from rural areas may have issues related to lack of access to major cancer centers 

that may have more resources and support systems for caregivers than the cancer treatment 
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facilities that may be closer to home. Including rural caregivers in research samples would also 

be another way to increase the diversity of samples.  

 Future research must identify the best interventions from an evidence base. At this time, 

the evidence base is growing, but there are still no nursing interventions that have been shown to 

be consistently effective in all cases. Most interventions tested with caregivers of persons with 

cancers are only considered likely to be effective. There are few interventions that directly 

address the caregivers for persons with head and neck cancer. For those interventions that are 

considered likely to be effective, further investigation, replication, and refinement are warranted 

to try to discover interventions that are routinely recommended for practice and strengthen the 

research base for practice. If stronger recommendations for practice can be made, the resulting 

evidence base on these interventions will be useful to guide healthcare policy initiatives that 

support caregivers of persons with cancer.  

 Another implication for future research is potential expansion and revision of the Given 

Family Caregiver Model (1992) discussed in Chapter 2. The findings of this study supported the 

importance of the formal and informal care systems as described in the conceptual framework. 

However, the formal care system continues to undergo change as advances in healthcare are 

implemented. New healthcare roles have emerged, such as the nurse navigator, that are assisting 

persons with cancer and their families throughout the cancer care trajectory in an effort to 

minimize the caregiver burden experienced. The caregivers’ experiences also documented some 

of the demands caregivers experience in the care of the person with cancer, particularly in the 

area of coordinating help and support that is not well addressed in the model and contribute to 

burden. Lastly, the caregiver outcomes defined in the model as burdens do not recognize the 

possible positive, successful outcomes that may be present for family caregivers.  
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Another key factor that warrants further investigation identified in this study was the 

presence of a nurse navigator and the potential importance of this nursing role to families facing 

cancer. It is possible that nurse navigators play a key role in coordination of care and may be an 

excellent resource and intervention strategy for caregivers. It is hypothesized that the use of a 

nurse navigator may be one of the interventions that warrant additional investigation.  

 Further study is also needed to compare and contrast working and non-working 

caregivers, as well as male and female caregivers. Working caregivers may be more difficult to 

recruit for studies, since there are additional competing demands to maintain employment and 

carry out care responsibilities. Male caregivers may have a completely different set of met and 

unmet needs when caring for a loved one when compared to females. 

One unique experience was found in the present study that is not addressed anywhere in 

the literature and may warrant further investigation is the experience of both spouses 

experiencing cancer diagnoses and treatments at the same time. In this unique situation, the 

experience of being a caregiver and a care recipient are experienced simultaneously. The 

complicated needs of this situation have not yet been studied, but it would be anticipated that 

there would be multiple unmet physical and emotional needs.   

 There is an overwhelming need for more research to strengthen the evidence base for 

providing support to caregivers of persons with cancer. By strengthening the evidence base, 

nurses can more fully address the needs of caregivers of persons with cancer in a variety of 

settings. Specifically, nurses need to explore, test, and disseminate interventions that are 

meaningful and helpful to caregivers in an effort to reduce the perceived strain, burden, and 

unmet needs. As interventions are found to be effective, nurses will use this evidence base to 

make changes in nursing practice. The evidence base would also provide a solid support for 
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nurses to advocate for caregivers through creation of healthcare policy that may assist the 

caregivers in their challenging roles.  

Summary 

 This caregiver study provided a valuable contribution to the family cancer caregiving 

literature, specifically for the care of persons with head and neck cancers. The study’s findings 

are supported by a review of prior research literature and revealed new findings, such as 

vigilance, not previously reported on the experiences of caregivers of persons with head and 

neck cancers.  It also revealed an additional potential phenomenon of couples that may be 

experiencing cancer at the same time. The implications of the study for nursing practice, 

education and research were addressed. Nurses play a vital role in supporting caregivers of 

persons with cancer. Nurses have a responsibility to recognize the importance of family 

caregivers in the plans of care for persons with cancer and to advocate for them by making them 

integral partners in cancer care.  
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Appendix A 

 

Sample script for letter to participants 

Dear Family Member, 

 My name is Ann Fronczek and I am a nursing doctoral (PhD) student at Villanova 

University. I am currently doing a research study to learn about what it is like to be the 

primary family caregiver for a person with any type of head and neck cancer. Your 

healthcare provider believes that you are a person that may be able to participate. This 

study will take a total of 2 hours of your time.  I will interview and record your 

experiences as a person caring for a family member with cancer.  

 If you would like to share your experiences with me, I would like to contact you 

and give you more information about my research study. You may contact me directly to 

see if you are eligible to participate. You may also give permission to allow the nurse or 

your doctor to give me your contact information.  

 Thank you for your time in reading this letter and please consider being part of a 

worthwhile research study.  

 

Sincerely, 

 

Ann E. Fronczek, MS, RN 

Phone:  

E-mail:  

 

If you wish for me to contact you directly, please give your telephone number or e-mail 

address, and best time of day to reach you.  
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Appendix B 

Script for flyer to be posted at cancer facility  

Are you the primary family caregiver for a person with head and neck cancer? Has the 

person you have been caring for just completed treatment for head and neck cancer? If so, 

I would like to hear about your caregiving experiences as part of a research study. If you 

would like to participate, please contact:  

Ann Fronczek, MS, RN 

 

E-mail:  

Feel free to take a business card to obtain more information about the study. 
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Appendix C 

Demographic Form 

Caregiver Demographic Data Form 
 

CODE #/PSEUDONYM (Research Use only) 

 

Q1 What is your age today?: _________ 

 

Q2 Gender (circle one):  

 

 1. MALE   2.  FEMALE 

 

 

Q3 Relationship of self to person with head and neck cancer (circle one) 

 

1. SPOUSE  2. PARENT   3. CHILD  4. SIBLING (brother/sister) 

 

5. Other (please list relationship): ________________________________ 

 

 

Employment Information  

Q4. What is your current working status (circle one) 

 

1.FULL-TIME 2. PART-TIME 3. UNEMPLOYED  4. OTHER   

 

(please list):___________________ 

 

 

Q5. Has being a caregiver affected your employment? (circle one)  

  

1.YES   2.NO 

 

 

Residence Information 

 

Q6.  County of residence: _________________ 

 

Q7. Estimated travel distance from home to cancer care center (in miles): ____________ 

 

 

Caregiving Information 

 

Q8. Where is the location or type of head and neck cancer of the person you are caring for? 

(circle all that apply)        
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1. Oral cavity cancer (mouth)  

 

2. Cancer of the pharynx (throat) 

 

3. Cancer of the larynx (voice box) 

 

4.  Nasal Cancer 

 

5. Sinus Cancer 

 

6. Salivary Gland Cancer 

 

7. Other: please list _____________________ 

 

8. Don’t Know 

 

 

Q 9. What amount of time has passed since the initial cancer diagnosis? 

 

 _________ years _________months _________ weeks 

 

 

Q10. What amount of time has passed since the initial treatment (surgery, radiation or 

chemotherapy) was completed? 

 

_________ years _________months _________ weeks 

 

Q 11. Was the treatment for new or recurrent head and neck cancer? (Circle one) 

 

1. NEW CANCER   2. RECURRENT CANCER 

 

 

Q 12. What type of treatment was completed for the head and neck cancer? (Circle all that 

apply) 

 

1. SURGERY   2. RADIATION  3. CHEMOTHERAPY 

 

 

Q 13. If more than one type of treatment was used, in what order did they occur? 

 

1. ______________________________ 

 

2. ______________________________ 

 

3. ______________________________ 
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Q 14. Where there any other types of medical or alternative  treatments used?  

1. YES    2. NO 

 

Q 15. If yes, what types of alternative treatments were used?  

 

_____________________________ 

 

 

 

Thank you for your participation in this demographic survey.  
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Appendix D 

Interview Questions 

Broad Statements: 

Tell me about being the caregiver for someone with head and neck cancer. 

Tell me about your personal physical needs during the process of caregiving . 

Tell me about your own emotional needs during the process of caregiving. 

Tell me what the head and neck cancer meant to you personally as the person giving care. 

Tell me what the diagnosis of head and neck cancer of your spouse/partner/significant 

other/family member meant to you personally as the caregiver. 

Tell me what is/ was the greatest challenge in your role as a caregiver? 

 

Possible Probing Questions (Tentative)  

 Can you give me a specific example of a caregiving process that you perceived as 

challenging and how you dealt with the situation? 

 What did this particular challenge mean to you as the caregiver? 

 Were there any caregiving responsibilities that you thought might be a challenge but 

actually were not? Can you give me an example? 

 

What was it like to hear that someone you care for had head and neck cancer? 

 

How has being a caregiver impacted your personal life since the cancer treatment finished? 

 Can you give me an example of a specific instance or situation where it has impacted 

your personal life? 

 Can you give me an example of a specific instance or situation where it did not impact 

your personal life? 
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 Has your life changed since your ______’s treatment was completed? 

 

 

What caregiving tasks did you feel well prepared for? 

 Can you give me an example of a time when you felt well prepared? 

What caregiving tasks were you unprepared for? 

 Can you give me an example of a time when you felt unprepared for what you were 

doing?  
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Appendix E 

Data Collection and Analysis Diagram 

 
 

Reprinted with permission. Figure II.1 Schematic summary of the interview process. In Pollio, 

H. R., Henley, T. B., & Thompson, C. J. (1997). Dialogue as method: The 

phenomenological interview. In The phenomenology of everyday life (pp. 28-60). New 

York: Cambridge University Press, page 60.  

Choose Topic 

Report Findings to Participants 

Present Structure to Research Group 

Read for Sense of Whole 

Prepare Final Report 

Perform Bracketing Interview 

Develop Thematic Structure 

Interview Participants 

Read for Meaning Units 

Transcribe Interviews 

Cluster Initial Thematic Meaning 
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Appendix F 

 

INFORMED CONSENT FORM:  

THE LIVED EXPERIENCE OF FAMILY CAREGIVERS OF PERSONS WITH HEAD AND 

NECK CANCER 

Principal Investigator: Ann E. Fronczek, MS, RN Doctoral Candidate  

 

This is a research study to explore your experiences as a family member caring for a person with 

head and neck cancer. The purpose of the study is to describe what is it is like to be a family 

member caring for someone who has head and neck cancer. If you agree to participate in the 

study, you will be interviewed about the daily care that you provide to someone with head and 

neck cancer. There will be two interviews. The first interview will take about 90 minutes. You 

will complete a short form telling me about yourself and the person you care for daily. You will 

then be interviewed so that you can tell me your caregiving story. This interview is recorded. A 

second meeting lasting approximately 30 minutes will be completed at the end of the study. At 

this time, I will tell you my findings and you will be able to confirm them. You may also be 

asked during the study of your personal interview to explain details that may not be understood 

by the researcher. This process may take also place by phone.  

 All data collected in the interviews will be kept confidential. Your name, the person you 

care for, any healthcare provider or place will never be made publicly available or shared with 

anyone but the researcher. All audio and written recordings will be kept in a locked filing cabinet 

or in a password protected computer file where you are only identified as a number or fake name.  

 There is no direct benefit to participating in the study. It may be helpful to you to talk to 

someone about being a family caregiver. You may experience an emotional reaction in telling 

your caregiving stories to me. If this happens, you or the researcher may stop the interview at 

any time, for any reason.  

 You should understand that your participation in this research study is completely 

voluntary. You have the right to have any questions answered at any time. You may refuse to 

participate in the study at any time, for any reason.  

 If you have any questions about your participation in this research study or your rights as 

a participant, you should contact: 

 

Suzanne Smeltzer, EdD, RN, Chair Villanova University IRB 

; suzanne.  

Milton T. Cole, PhD, Assistant Vice President of Academic Affairs & Office of Research and 

Sponsored Projects 

;  

 

If you agree to participate in this study, please sign below. 

 

Participant Name:______________________ (print) Signature:___________________________ 

 

 

Witness:_____________________________(print) Signature:____________________________ 

 

http://www.orsp.villanova.edu/
http://www.orsp.villanova.edu/



