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DISTRESS, FATIGUE, AND SEXUALITY

treated as mental disorders (Horwitz, 2007; Phillips, 2009). One 
point of view is that distress arises in non-disordered people 
when psychological mechanisms allow them to respond appro-
priately to stressful circumstances, whereas mental disorders 
reflect dysfunctional and perhaps deeper internal mechanisms 
that create problems for affected individuals and those around 
them (Horwitz, 2007). In any case, distress and psychopathology 

affect several dimensions of quality of life, which independently 
predicts overall survival, making mental health assessments an 
important part of cancer care (Strasser-Weippl & Ludwig, 2008).

Unmet Mental Health Needs
The most prevalent patient needs in cancer care are the lack of 
disease-related information and social and psychological sup-
port (Husson et al., 2013; Lamers et al., 2013; Swash, Hulbert-
Williams, & Bramwell, 2014; Zabora et al., 2015). The experience of  
disease-related distress depends not only on the severity and fre-
quency of its symptoms, but also on the meanings and expecta-
tions that patients attach to their symptoms (Husson et al., 2013). 
Therefore, ongoing patient education and attention to medical and 
psychological care is fundamentally important to reducing disease 
burden (Sherman, Simonton, Latif, Spohn, & Tricot, 2004). 

In patients with multiple myeloma (MM), unmet mental health 
needs appear to be the highest and most varied during treatment. 
Some patients express these needs at diagnosis, but most only after 
treatment (Swash et al., 2014). Although many patients accept treat-
ment and are satisfied with the physical aspects of their care, many 
are reluctant to discuss their feelings and fears with their health-
care team, particularly if providers appear to be busy. Willingness 
of healthcare professionals to listen is one of the most positive and 
helpful aspects of patient care. Assessing the need for psychosocial 
care is paramount in all patients with cancer, particularly in the early 
phases of diagnosis and treatment, but the best time for such assess-
ment may vary according to disease stage (Harrison, Young, Price, 
Butow, & Solomon, 2009). For example, a mental health assessment 
should be a priority if the disease relapses or requires a change in 
therapy (Cormican & Dowling, 2016; Maher & de Vries, 2011). 

Studies have reported that patients with MM believe their 
cancer is rarer than other malignancies (Kelly & Dowling, 2011). 
Many patients had never heard of the disease before their diagno-
sis (Stephens, McKenzie, & Jordens, 2014). Providing information 
about MM and its personal and social implications is important but 
often does not occur. The causes and risk factors of MM are un-
known, and information on symptom management is often incon-
sistent. This uncertainty contributes to distress. In addition, family 
members are often shocked by the diagnosis and by the patient’s 
frequent encounters with physicians for treatment of chronic pain, 
infections, and bone fractures (Vlossak & Fitch, 2008). 

Many studies have evaluated treatment distress in MM (Boland 
et al., 2014; Dahan & Auerbach, 2006; Kelly & Dowling, 2011; Potrata, 
Cavet, Blair, Howe, & Molassiotis, 2010, 2011; Trask et al., 2002). 
For example, patients have referred to the period of treatment 
as “looking dead” because of the difficulties in eating and weight 
loss (Potrata et al., 2010). However, patients report that toxicity 
was acceptable and quality of life was good three or more months 
post-transplantation (Olivieri et al., 2001). A considerable amount 
of patients with MM may experience several distressing symptoms 
before transplantation and need more immediate, intensive, and 

FIGURE 1.

PATIENT EDUCATION TIP SHEET:  
ANXIETY AND DISTRESS

Many patients experience a variety of difficult emotions. Anxiety and distress 

are often observed at various times during cancer screenings, diagnosis, 

treatment, or recurrence. 

 ɔ Anxiety is fear, dread, and uneasiness caused by stress.

 ɔ Distress is emotional, mental, social, or spiritual suffering. Patients may 

have feelings of vulnerability, sadness, depression, panic, and isolation. 

For patients, anxiety may increase pain, affect sleep, and cause nausea and 

vomiting. Anxiety and distress may affect a patient’s ability to cope with the 

diagnosis or treatment, which may lead to delays in treatment. Anxiety can 

substantially interfere with the quality of life of patients and their families.

SYMPTOMS OF ANXIETY AND DISTRESS

Uncontrolled worry, fear, or sorrow; trouble focusing or problem solving; 

muscle tension; trembling or shaking; restlessness; dry mouth; and irritability 

or anger 

MANAGING THE SYMPTOMS

Do

 ɔ Remember that you are not alone. 

 ɔ Take a time out—doing yoga, relaxing, and stepping back from the issue 

help to clear thoughts.

 ɔ Share feelings and fears.

 ɔ Caregivers should listen carefully and offer support. Do not deny or 

discount feelings. Encourage talking.

 ɔ It is okay to feel sad and frustrated.

 ɔ Get help through counseling and/or support groups.

 ɔ Use meditation, prayer, or other types of spiritual support if it helps.

 ɔ Exercise and walking can help, as well as yoga. 

 ɔ Talk with your healthcare provider about using antidepressant medicines.

 ɔ Medications to treat myeloma, such as steroids, can make anxiety worse. 

Discuss your feelings with your treatment team. 

Do not

 ɔ Keep feelings inside. 

 ɔ Force someone to talk if they are not ready to.

 ɔ Blame yourself or another person for feeling fearful or anxious. 

 ɔ Try to reason with a person whose fears and anxieties are severe; talk with 

the doctor about medicines and other kinds of help.

Note. Based on information from Holland & Alici, 2010; Jacobsen et al., 2006; 
Lamers et al., 2013; Pirl, 2004; Williams & Dale, 2006. 
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