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Abstract

Objective: To explore oncologists, social workers, and nurses' perceptions about

the causes of their cancer patient's mental health distress.

Methods: The grounded theory (GT) method of data collection and analysis was

used. Sixty‐one oncology health care professionals were interviewed about what they

perceived to be the causes of mental health distress in their patients. Analysis

involved line‐by‐line coding and was inductive, with codes and categories emerging

from participants' narratives.

Results: Oncology health care professionals were sensitive in their perceptions of

their patients' distress. The findings were organized into three categories, namely, dis-

ease‐related factors, social factors, and existential factors. Disease‐related themes

included side effects of the disease and treatment, loss of bodily functions, and body

image concerns as causing patient's mental health distress. Social‐related themes

included socio‐economic stress, loneliness/lack of social support, and family‐related

distress. Existential themes included dependence/fear of being a burden, death anxi-

ety, and grief and loss.

Conclusions: Oncology health care professionals were able to name a wide range

of causes of mental health distress in their patients. These findings highlight the need

to have explicit conversations with patients about their mental status and to explore

their understanding of their suffering. A patient‐centered approach that values the

patient's conceptualization of their problem and their narrative to understanding their

illness can improve the patient‐provider relationship and facilitate discussions about

patient‐centered treatments.
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1 | BACKGROUND

Decades of research in the field of psycho‐oncology has documented

that cancer patients can suffer from significant mental health distress
wileyonlinelibrary.com
while being treated for cancer.1,2 This distress can include depres-

sion, anxiety, and difficulty readjusting to day‐to‐day living after

the diagnosis of cancer and treatment.2,3 A third of cancer patients

will develop a mood or anxiety disorder over the course of their
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treatment.2,4 The concern about mental health distress in cancer

patients is so well established in the literature that several interna-

tional organizations have developed guidelines about how to identify

and respond to distress in patients with cancer.5-7 Among cancer

patients, mental health distress occurs most frequently within the

first year of diagnosis.8,9 Some evidence suggests that distress is

highest at the time of diagnosis and subsequently diminishes over

time.9 Factors related to mental health distress among cancer patients

are varied and depend on a number of factors, including the type of

disease. For example, several studies of men with prostate cancer

found that loss of sexual function was the most significant factor

associated with mental health distress in this population.10,11 Among

women with breast cancer, some research has found an association

between severe chronic emotional distress and demographic variables

such as age, single status, education level (low education), treatment

type (ie, women who did not receive chemotherapy),12 and sexual

dysfunction.13 Social support has also been identified as a factor

associated with distress in the expected direction: Those who report

low levels of social support while being treated for cancer exhibit

more mental health distress than those with high social support.14,15

Several other factors can contribute to psychiatric morbidity and dis-

turbances in sleep that may mimic the signs of depression and anxi-

ety, including the biological effects of the malignancy, side effects

of medications, and pain.3,16

As the review above indicates, there is a great deal of research

documenting the prevalence of mental health distress among

patients with cancer as well as a somewhat more limited focus

on variables that may be correlated with this distress (ie,

sociodemographic variables and side effects of treatment). However,

very little research has examined the causes of mental health distress

among patients, and the studies that do exist on this topic are not

consistent in their conclusions. One recent meta‐review of the liter-

ature that highlights this inconsistency looked at all the available

prospective studies on cancer patients that identified demographic,

clinical, social, and psychological factors associated with long‐term

mental health distress in cancer patients.17 The authors analyzed

39 prospective studies on this topic and concluded that only two

variables could predict long‐term distress after having had cancer.

These included the baseline level of distress in patients and

neuroticism.17

These inconsistent findings may pose a problem for oncology

health care professionals (HCPs) who are responsible for their

patient's care and need to identity and respond to patient's

mental health distress. In a series of previous studies on this topic,

our team interviewed oncologists, nurses, and social workers about

how they identify and respond to mental health distress and

suicidality in their cancer patients.18-21 We found that on the whole,

oncology HCPs faced significant barriers in both identifying and

responding to distress.18,22 As part of this larger project, and as a

result of the limited research on the potential causes of

distress among cancer patients, we became interested in exploring

oncology HCPs' perceptions about the causes of their patient's

distress.
2 | METHODS

2.1 | Study design and participants

The study utilized a qualitative method called grounded theory (GT).

The guiding principles of GT include the simultaneous collection of

data and data analysis, developing themes that are grounded in the

data as opposed to formulating preconceived categories, using the

constant comparison method, and developing a conceptual model

out of the data. As noted above, this study was part of a larger pro-

ject.18-22 The methodology for the present study is documented

extensively in these published reports. The conceptual theoretical

model out of this project was published in a previous manuscript.20

Sixty‐one oncology HCPs at two cancer centers in central and

southern Israel were recruited and interviewed about what they per-

ceived to be the causes of mental health distress in their patients.

The sample included oncologists (n = 23), social workers (n = 18),

and nurses (n = 20). Participant demographics are presented in

Table S1.
2.2 | Procedure

Approvals were obtained from the appropriate Research Ethics

Board prior to launching the study (IRB numbers 2105‐13 and

2345‐15). Potential participants were emailed information about

the study and asked to respond if they wished to be contacted

about the research. Sixty‐one oncology HCPs responded and none

declined to be interviewed. Participants signed a consent form and

agreed to the interview being audio‐recorded. A semistructured

interview guide was used. The initial set of questions focused on

identification of mental health distress in patients. In response to

these questions, oncology HCPs commented on the causes of dis-

tress. As is standard in qualitative research, the interview guide

was revised, and questions that focused on perceptions of causes

of distress were added (eg, How you identify mental health distress

in your patients? What do you perceive to be the causes of mental

health distress in patients? Can you give me concrete examples of

patients like this?). The first five interviews were conducted together

by the study principal investigator (PI) and a trained research assis-

tant who has experience with clinical interviews and with qualitative

methods. The remainder of the interviews were conducted by the

research assistant. Interviews were recorded and transcribed, with

all identifiable information removed from the transcripts.
2.3 | Data analysis

Data collection and analysis took place concurrently. Analysis

involved line‐by‐line coding and was inductive, with codes and cate-

gories emerging from participants' narratives.23 The study PI and a

research assistant separately coded the first five transcripts, followed

by team discussions on the developing coding scheme to ensure

consistency between coders and validity of the emerging findings.
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Constant comparison was used to examine relationships within and

across codes and categories. Throughout the process of data collec-

tion and analysis, the study team met frequently to discuss emerging

findings and to ensure consistency in the emerging coding scheme.

Data collection stopped when we reached data saturation and no

new codes were created.23,24 NVivo 10 computer software was

used to store and organize the data.
3 | RESULTS

Oncologists, nurses, and social workers were asked to talk about

what they perceived to be the main causes of mental health distress

in their patients. The findings were organized into three broad cate-

gories that included disease‐related factors, social factors, and exis-

tential factors. Under the category of disease‐related factors,

oncology HCPs named the themes of side effects of the disease

and treatment, loss of bodily functions, and body image concerns

as causing patient's mental health distress. Under social factors,

oncology HCPs reported on themes related to socio‐economic stress,

loneliness/lack of social support, and family‐related distress. Finally,

under the last category of existential factors, the themes included

dependence/fear of being a burden, death anxiety, and grief and loss.

Each of these findings are presented in more detail below and pre-

sented in Table S2.
3.1 | Disease‐related factors

3.1.1 | Side effects of disease and treatment

Oncology HCPs were careful to note that often times, mental health

distress could be caused by side effects of the disease or the treat-

ments. This could include, for example, depression caused by brain

or pancreatic cancers and/or depression or low mood caused by the

fatigue, and physical and psychological pain that can accompany a long

treatment trajectory. On disease‐related distress, one oncologist

remarked, “Depression accompanies the primary tumors of the brain

as part of the disease. So, you can't always say the depression is

because they got sick, because it's part of the disease” (N3).

On the side effects, particularly physical pain and its tremendous

impact on psychological distress, one oncologist noted that the two

were so closely tied together. “Many times mental health distress is

related to unmanaged symptoms. If the person is in pain, this creates

a lot of distress” (O3).
3.1.2 | Loss of bodily functions

Related to side effects of the disease noted above, oncology HCPs

noted that mental health distress including sadness, depression, and

anxiety could be caused by a loss of bodily functions as a result of

the treatment or the disease. Oncology HCPs described a range of

examples that included losing the ability to speak coherently, losing

the ability to walk, losing one's eyesight, decreased athletic stamina,
and losing the ability to spend time with family members, or look after

children due to reduced physical functioning. On this one nurse

remarked, “He was diagnosed with an advanced brain tumor, which

harmed his speech. It really discouraged him” (N3).
3.1.3 | Body image concerns

Another cause of mental health distress pertained to poor body

image after going through treatments for cancer. Oncology HCPs

described patients who presented with self‐hatred at the physical

changes they underwent due to their treatment. This included loss

of body parts such as hair, breasts, and eyes. For example, one nurse

described the impact of breast surgery on some of her patients.

She noted:
It could be fear of being bald. For a woman, being

hairless is a catastrophe. Breast cancer patients deal

with issues of the body. Sometimes the surgery is very

minor, and you really can't see anything later. And

sometimes the entire breast is kaput. At a young age,

a woman with no breast – let's say plastics aren't an

option, or plastics did not work out – she will

probably have depression. (N9)
3.2 | Social factors

3.2.1 | Socio‐economic stress

Oncology HCPs drew a direct line between socio‐economic hardship

and mental health distress in their cancer patients. As one social

worker noted, “Of course, financial distress affects their mental

health condition and how they cope with the disease” (SW11).

Another oncologist similarly added: “There are also other causes of

mental health distress: regarding the children and the family. Maybe

commitments I've done, or I took mortgage, or I have debts” (O11).

Oncology HCPs noted that socio‐economic hardship ran the

gamut from everyday financial concerns such as paying the mort-

gage and providing for one's family while undergoing treatments,

needing additional nursing support or assistance to be able to live

at home, requiring finances to travel to receive treatments, and to

dire situations where people were so impaired by the disease that

they could no longer work at all and support themselves, or their

families.
3.2.2 | Loneliness/lack of social support

Oncology HCPs reported that patients who were lonely and did not

have social support systems experienced significant mental health dis-

tress. On this, one social worker noted, “When you receive a diagnosis

of cancer, and you don't have anywhere to vent about it, or none to

experience it with. It is very difficult to mentally cope with it. It can

bring on distress and suicidality, too” (SW10).
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The loneliness described was nuanced, with oncology HCPs

describing situations where people literally did not have social support

networks to lean on; situations where patients felt lonely because

their social networks such as family or friends did not want to hear

about their difficulties coping with the disease, or did not understand

the long trajectory of adjusting to the disease; patients who felt out of

step developmentally with their peers because they were young when

they were diagnosed; and patients such as those with brain cancer,

who did not outwardly appear to be sick, but who had many side

effects as a result of their treatments.
3.2.3 | Family‐related distress

Oncology HCPs, particularly social workers, talked about family‐

related worries as a significant cause of mental health distress. This

distress could be caused by the disease and the incumbent worry

of what will happen to the patient's family if the patient does not

survive the cancer. As one social worker explained, “The most horri-

fying distress possible is about what will happen if I won't be alive

anymore. Who will take care of the children, and who will fill my

place. How will they survive without a mother or without a father?”

(SW14). However, mental health distress could also be related to

family issues and dynamics (ie, strength of marital bond, well‐being

of children, and ability to depend on extended family) that were

present before the diagnosis and that intensified as a result of the

cancer.
3.3 | Existential factors

3.3.1 | Dependency/fear of being a burden

This finding was related to the loss of bodily functions described

above. Oncology HCPs noted that becoming dependent and feeling

like a burden on one's family as a result of the illness was a factor

that often lead patients to experience distress. On this, one social

worker remarked, “The mental health distress can result from the

frustration and the helplessness they feel because they used to be

independent, and now they're having a hard time with functioning”

(SW11). Another nurse similarly remarked, “Many times, they really

don't want to be a burden on the family. This is the thing that

bothers them the most” (N2).
3.3.2 | Death anxiety

Fear of death and the dying process was also named as a factor that

leads to mental health distress in patients with cancer. This fear

could be about dying too soon before having had a chance to com-

plete life goals, or it could be fear of the unknown aspect of the

dying process, or fear of pain when dying. As one oncologist

remarked, “Mental health distress can be caused by a fear of death,

or because of plans they haven't seen completed” (O16). Another

oncologist similar remarked, “There are all kinds of mental health
distresses, but basically the only distress is about whether they'll live

or not” (O15).
3.3.3 | Loss of meaning

Out of the three professional groups interviewed about this topic,

only social workers brought up the notion that a loss of meaning

was a cause of mental health distress for cancer patients. This loss

of meaning triggered by the cancer diagnosis happened for a number

of reasons including in people whose sense of self and worth were

tied to their ability to continue doing the things they were able to

do before they got sick with the disease. On this one, social worker

explained:
Usually people who derive meaning in life from external

things like roles they occupied, or things they had, who

ascribe great significance to things they did that gave

them a sense of importance and worth – the minute

they can't do these things, there is this big “down” in

their vitality. It destroys them. (SW1)
Another factor related to loss of meaning had to do with a sense of

uncertainty about the future and the lack of explanation as to why this

particular person was hit with a diagnosis of cancer. On this, one social

worker remarked:
The very basic certainty that what was yesterday will be

tomorrow is undermined for a person who is hit by this

disease. There is no guarantee what was yesterday will

be tomorrow anymore. And this is something very

existentially basic that is undermined. This is a betrayal

of the body, and you don't understand where it is

coming from or what you have done to cause it. There

is no logical explanation to it, which raises the distress

even more. Because if there is some explanation, then

you have a narrative, there's logic. In these diseases

there is no logic. (SW14)
Oncology HCPs explained that for other patients, the loss of mean-

ing appeared to be caused by their poor quality of life, feeling unable to

enjoy the things they used to enjoy, and/or facing one's mortality and

being unhappy with what one has achieved in life thus far.
4 | CONCLUSIONS

This study aimed to explore oncologists', nurses', and social workers'

perceptions about the causes of mental health distress in their can-

cer patients. To our knowledge, this is the first study to examine this

question from the oncology HCP perspective. We found that oncol-

ogy HCPs were sensitive and holistic in their perceptions of their

patients' distress and identified many factors that cut across

physiological, emotional, social, and existential dimensions in their

patients' lives.
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In line with other research,3,25 HCPs noted that the side effects of

the disease and treatment could be the cause of mental health dis-

tress. In the cancer context, mental health distress and side effects

of treatment are difficult to detangle, since many of the symptoms

caused by the treatment of the disease (ie, fatigue, loss of appetite,

low energy, and loss of interest) are the same as the symptoms of clin-

ical depression in people who do not have cancer. In addition, as the

oncology HCPs noted in this study, mental health distress such as

depression can often be a side effect of the disease itself (ie, as in

the case of brain tumors) but can also be an emotional and psycholog-

ical reaction to being diagnosed with a life‐threatening disease. Other

factors related to the disease included loss of bodily functions and

body image concerns among patients. This research has also been cor-

roborated by other studies looking at the relationship between loss of

function and mental health distress26,27 and concerns about body

image post treatment for cancer.28,29 For example, one recent study

that looked at patients with bladder cancer found that loss of bodily

function, cognitive distress, and perceived psychological burden were

positively correlated.27

Oncology HCPs in this study also talked about social factors as a

cause of distress in patients including socio‐economic stress, loneli-

ness/lack of support, and family‐related distress. While loneliness

and social support has been discussed in the literature in relationship

to mental health distress in cancer patients,14,15 economic stress and

family‐related distress have received less attention. Few studies have

empirically tested the relationship between financial stress (either

caused by the cancer diagnosis or preexisting financial conditions)

and mental health distress in oncology care. Studies that have tested

the relationship between financial stress and mental health distress

have consistently found that financial stress substantially lowered

patient's quality of life and increased the risk of adverse psychological

outcomes including depression and anxiety in these patients.30,31 The

relationship between financial stress and well‐being is a well‐

established trajectory in the mental health literature. For example,

the American Psychological Association declared in 2002 that “pov-

erty is the pathway to depresion”32 (p. 16).

Family‐related distress has also received little research attention

as a cause of mental health distress. While numerous studies

have documented the well‐being of family caregivers to cancer

patients,33,34 few studies have explored the role of family distress

on the cancer patient's emotional and psychological well‐being. One

plausible explanation for this issue arising in this study is the cultural

context in which the research took place. This study took place in

Israel, a family‐oriented society in which relations with immediate

and extended family are an intimate part of day‐to‐day life.35 It is

possible that this cultural emphasis on family heightened the oncol-

ogy HCPs awareness of these family‐related issues causing distress

in their patients.

Finally, oncology HCPs noted that existential issues such as fear

of being a burden on others, dealing with death anxiety, and

experiencing a loss of meaning were also causes of distress in

patients. Existential distress has been recognized in oncology as a

kind of despondency that can include a feeling of helplessness,
meaninglessness, anxiety around death, and difficulties with changes

in identity.36,37 For example, one qualitative study of 40 Israeli

patients with advanced cancer found that themes related to auton-

omy, dignity, spirituality, meaning, hope, and death and dying were

common among the participants interviewed. Interestingly, the

authors concluded that while these existential concerns were com-

mon among the patients with cancer, significant distress related to

these concerns was less frequent.38
4.1 | Study limitations

It is possible that the findings from this qualitative study cannot be

generalized to all oncology HCPs. It is likely that oncology HCPs

who chose to participate in the study are those who are more com-

fortable and willing to discuss issues related to mental health in their

patients and thus may have more awareness of the potential causes

of this distress.
4.2 | Clinical implications

As is evident from the review above, some of our findings have

been corroborated by other research that has surveyed patients

about the relationship of their distress to specific factors in their

lives (ie, body image concerns and social isolation). To our knowl-

edge, our study is the first to ask oncology HCPs about their per-

spective on what causes distress in their patients. It is striking that

they were able to name such a wide range of causes that cover

the span of the patient's entire life from biological symptoms to anx-

iety about death. Our findings raise an interesting paradox in the

context of the larger project in which this study emerged and with

which the oncology community is struggling with. As with other

research in the field, our studies have found that oncology HCPs fre-

quently fail to identify mental health distress in their patients18-21

and have an even harder time responding to it when it is identi-

fied.22,39 The findings from the current research, however, indicate

that oncologists, nurses, and social workers are sensitive and aware

of the causes of distress in their patients and, as such, should be able

to identify it and respond to it appropriately. These findings highlight

the need to have explicit conversationswith patients about their mental

status and intentionally explore their understanding of their suffering.

As our findings show, there are multiple causes to mental distress, and

these can vary among patients. A patient‐centered approach that values

the patient's conceptualization of their problem and their narrative to

understanding their illness can improve the patient‐provider relation-

ship and facilitate discussion about patient‐centered treatments.40
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