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When faced with a significant threat to life, people tend to reflect more intensely upon
existential issues, such as the meaning and purpose of one’s life. Brain tumor poses
a serious threat to a person’s life, functioning, and personhood. Although recognized
as an important dimension of quality of life, existential well-being is not well understood
and reflects an overlooked area of support for people with brain tumor. This perspective
article reviews the historical underpinnings of the concept of existential well-being and
integrates this discussion with theoretical perspectives and research on meaning making
and psychological adjustment to primary brain tumor. We then provide an overview of
psychosocial support interventions for people with brain tumor and describe the findings
of a recently published psychotherapy trial targeting existential well-being. Overall, this
article highlights the importance of assessing the existential support needs of people with
primary brain tumor and their family members, and providing different avenues of support
to facilitate the meaning-making process across the illness trajectory.
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Introduction

The threat to life associated with brain tumor frequently propels people to consider their own
mortality and themeaning and purpose of life (1–3). Spiritual well-being broadly refers to one’s sense
of inner peace, connectedness to others, and reverence for life, and encapsulates both religious well-
being and existential well-being (2, 4, 5). Spiritualitymay ormay not entail formal religious practices,
but relates more generally to people’s propensity to seek meaning in their lives, grow, and transcend
beyond the self (4). Existential well-being refers to a person’s present state of subjective well-being
across existential domains, such asmeaning, purpose, and satisfaction in life, and feelings of comfort
regarding death and suffering (6). People’s confrontation or comfortability with such issues signifies
their relative levels of existential well-being or distress (7).

Historical Underpinnings and Conceptualizations of Existential
Well-Being

Existential well-being is rooted in the work of existential philosophers such as Kierkegaard and
Nietzsche dating back to the nineteenth century (8, 9). Existentialism refers to overarching human
concepts of personal freedom, suffering and death, and the pursuit of meaning and purpose (9).
Existential perspectives focus on the structure of a person’s experience and understanding of self
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at the level of “being.” The only reality of our existence is what
we are conscious of and relate to ourselves in the moment (10).
Heidegger (8) and Yalom (9) proposed that threat to life often
propels individuals from an inauthentic business as usual state
where one is unaware of the authorship of one’s life, to a more
authentic mindfulness of being state where existential themes
are considered with greater intensity. Facing mortality may lead
to a disequilibrium that provides opportunity for fundamental
reconsideration of life values and the meaning of one’s existence
(9, 11).

Society’s attitudes toward existential issues underwent great
change during the twentieth century (9). Previous generations saw
death as a natural part of life, or a cyclic event where generations
followed generations and deceased ancestors would greet you after
death. Today, many people experience a slower death with termi-
nal symptoms and relatively few people have seen a dead person
(12). Death and dying have been transferred from the home to
a health care setting where there is usually greater emphasis on
physical aspects of quality of life than psychosocial or existential
aspects (12–14). Further, a decline in religious beliefs, including
the concept of life after death, has not been replaced by philo-
sophical alternatives. Therefore, many believe that death implies
annihilation where one ceases to exist, contributing to existential
distress (9, 12). Societal changes have meant that existential issues
are scantly addressed or discussed in daily life. Consequently,
people may not contemplate the meaning of life or death until
their own life or a significant other’s life is threatened (14). Death
anxiety is common and typically relates to people’s concerns about
leaving loved ones, fear of premortal (e.g., pain and suffering)
or postmortal (what occurs after death) possibilities, and fear of
annihilation (9). Experiencing a threat to one’s life can also propel
people to question “have I lived the life I wanted to live?” and
motivate them to embrace living (14).

The twenty-first century has seen a greater focus on existential
well-being in the context of chronic illness, including conceptu-
alization, measurement, and support needs (2–6, 15–22). Never-
theless, the concepts of spirituality and existential well-being have
been referred to as ambiguous and difficult to study (5, 18). Some
researchers view spirituality and existential well-being as core
dimensions of health-related quality of life that are related to but
distinct from physical, emotional, and social well-being domains
(6, 18, 22). For example, Brady and colleagues (22) found that
spirituality was uniquely associated with quality of life after con-
trolling for physical, social/family, and emotional domains.Others
have examined spirituality and existential beliefs as predictors
of quality of life and emotional well-being (19, 20). Specifically,
existential well-being has been described as an internal coping
resource whereby people draw upon their beliefs to cope with
stressful situations and improve their emotional well-being (5, 15).
Despite different conceptualizations, a consistent finding in the
cancer literature is that people with higher levels of existential
well-being report lower emotional distress and better quality of
life (15, 19, 21, 22).

According to Clarke and colleagues (23), distress in the con-
text of medical illness refers to a range of affective, somatic,
dissociative, and grief-related symptoms. They developed an
empirically derived taxonomy of common distress syndromes in
patients with diverse medical conditions. Differentiated by levels

of demoralization, grief, and anhedonia, six main classes were
identified, as follows: low distress, uncomplicated grief, moderate
distress, anhedonic depression, demoralized grief, and demoral-
ization. The classes with the highest levels of distress (i.e., anxi-
ety and depression) were demoralization and demoralized grief.
Demoralization was indicated by a sense of helplessness, hope-
lessness, and inability to cope, whereas people with demoralized
grief additionally recognized a loss of some kind and showed grief-
like reactions. Anhedonic depression was characterized by loss of
interest and inability to experience pleasure. Importantly, their
study indicated that depression with loss of interest and pleasure
can occur in the absence of high levels of demoralization or grief
(23), Clarke et al. (24) replicated these findings in a severe illness
sample including people with metastatic cancers.

Several researchers have assessed both mood symptoms and
spirituality and existential concerns in the context of cancer and
brain tumor [e.g., Ref. (7, 18, 19, 22)]. Tools assessing spirituality
and existential well-being typically include statements regarding
feelings and beliefs (7, 18, 22). For example, the Functional Assess-
ment of Chronic Illness Therapy-Spiritual well-being (FACIT-
Sp) includes statements such as “I feel peaceful” and “I have a
reason for living” [(18), p. 79]. Similarly, the existential well-being
subscale of the McGill Quality of Life [MQoL (6)] asks people to
rate their feelings and beliefs about life’s purpose andmeaning and
the future (e.g., not afraid – terrified). Scores on these instruments
signify people’s relative levels of existential distress or well-being.

The experience of illness has been found to strengthen some
people’s spiritual beliefs or faith (1, 25). Alternatively, for others,
the illness may challenge their beliefs about themselves, other
people, and the world, and stimulate a search for meaning (25,
26). Existential well-being can be enhanced by sense making, or
exploring how the event fits with one’s worldviews, and meaning
making or determining the significance of the event for one’s
life (27).

Meaning Making and Existential Well-Being
After Brain Tumor

Primary brain tumor is a unique illness with the combined effects
of cancer and brain damage. Therefore, brain tumor poses a threat
to a person’s life, functioning, and sense of self (12). People may
mourn the loss of changes in their abilities, lifestyle, and years
ahead of spending time with one’s family and achieving goals.
The impact of brain tumor on existential well-being has mainly
been investigated using qualitative methodology [e.g., Ref. (1,
3, 12, 13, 28)]. These particular studies suggest that existential
distress is common at different phases of the illness. Adelbratt and
Strang (12) found that the possibility of death and an uncertain
prognosis propelled some participants to question the meaning
and purpose of life. Within these qualitative studies participants
expressed fear about separation from family members, a loss of
autonomy, and/or anxiety about the unknown. For example, “I am
afraid of vanishing away, and I think of that several times a week”
[(12), p. 503]; “You sort of look forward and you wonder what’s
there” [(1), p. 131–132].

Another theme emerging from some qualitative studies is the
oscillation between hope and despair in the adjustment to brain
tumor (12, 13). The struggle with death and dying was implicit
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from contradictory statements. For example, in the study by Adel-
bratt and Strang (12), some participants denied being scared by
death, but later disclosed that they were afraid of dying and that it
was always on their mind. This oscillation was also described by
Carvers et al. (13), who found that existential fears were frequently
expressed alongside efforts to find meaning in the journey toward
death; a state of flux also identified in the broader cancer literature
(29, 30).

Existential issues and uncertainty about the future also repre-
sent major sources of stress for family members. In qualitative
research, some caregivers reported fear and despair concerning
their loved ones’ prognosis, and low sense of security in their own
lives (31, 32). Some caregivers also expressed that it was difficult
to plan ahead due to worry about tumor progression, functional
decline, and other set-backs such as seizures (31). In quantitative
research, caregivers have been found to endorse high levels of
depression (30%) and anxiety [40–60%; (33, 34)], and in one study
they reported poorer quality of life than individuals with brain
tumor (35).

A literature search conducted on spirituality or existential well-
being and primary brain tumor using PubMed and PsycINFO
identified two quantitative studies [one full article (7) and one
conference abstract (36)]. Pelletier et al. (7) found that up to 50%
of their brain tumor sample reported existential distress or death
anxiety on the MQoL existential subscale (6). Greater existential
distress was associated with poorer quality of life, fatigue, and
depressive symptoms. Similarly, Randazzo et al. (36) found a
significant positive association between spiritual well-being on the
FACIT-Sp12 and health-related quality of life. In our own research
(37), we found that levels of existential well-being on the MQoL
did not differ according to tumor type, time since diagnosis, or
neuropsychological status. However, older age, higher optimism,
and lower perceptions of threat and increased perceptions of
controllability were associated with greater existential well-being.
The relationship between optimism and existential well-being was
mediated by perceived controllability, suggesting that optimism is
related to better existential well-being through perceptions of con-
trollability. Further, global cognitive status moderated the rela-
tionship between optimism and existential well-being, whereby
people with high optimism and poor global cognitive function
had lower existential well-being than those with high optimism
and good global cognitive functioning (37). Higher optimism
may promote greater existential well-being by influencing illness
appraisals (e.g., increasing focus on aspects that are controllable);
however, for people with high optimism, global cognitive impair-
ment may reduce their capacity to maintain a sense of purpose,
meaning, and control in life.

The implications of existential fears and concerns for people
with brain tumor and their caregivers are vast. Neglect of exis-
tential issues is proposed to contribute to despair, loneliness, and
anxiety for those with a terminal illness, and may lead to people
distancing themselves from loved ones and being distracted from
enjoying the pleasures of life (28, 38, 39). Experienced alongside
the physical, cognitive, and behavioral effects of brain tumor,
existential distress amplifies the negative consequences of a life
threatening illness (12, 28).

In contrast, examining the meaning and purpose of one’s life
can enhance people’s psychological adjustment to brain tumor (1,
3, 12, 13). Adopting a “sense of coherence” framework, Strang
and Strang (3) explored how people make sense of, cope with,
and find meaning in their illness. Some participants generated
their own theories and explanations for their illness to increase
comprehensibility, and drew upon personal and social resources
to increase their sense of control and manageability. Other par-
ticipants expressed that they had strengthened their relationships
and redefined life values and roles to findmeaning (3).Other qual-
itative studies have reported similar themes in terms of enhanced
relationships, redirecting the focus to living in the “here and now,”
and an increased sense of meaning and purpose in life (1, 12,
13). For example, a patient with glioma stated: “I am looking here
and I’m thinking, what are we pushing for all the time? Sometimes
you should actually just sit back and enjoy what you’ve got and
relax” [(13), p. 378]. These accounts reinforce existential theorists’
proposition that facing mortality provides an opportunity for
reconsideration of life values (9, 10, 14).

Despite the evidence linking existential well-being with lower
depression and better quality of life in the brain tumor (7, 36) and
broader cancer (15, 19, 21, 22) literature, the supportive care of
people with brain tumor often does not reflect this focus. Strang
and Strang (28) found that while patients and their caregivers
identified existential support as core to holistic care, existential
issues were poorly understood by nurses. Nurses reported that
patients’ existential concerns were difficult to manage due to
time restrictions, their own anxiety, and a lack of knowledge of
existential support and related communication skills (3). Simi-
larly, Carvers et al. (13) found that general practitioners’ lack of
resources, competency, and communication skills were perceived
by patients as barriers to meeting their existential support needs.
Communication guidelines for medical practitioners highlight
the importance of calming peoples’ fears, discussing the scien-
tific aspects, addressing prognosis issues, forming a partnership
with the patient and family, and focusing on their concerns (40).
Although these guidelines underscore useful principles for com-
munication, there is a need for support interventions focusing on
existential well-being.

Existential Support Interventions in the
Cancer and Brain Tumor Literature

Reviews in the broader psycho-oncology literature have identified
various interventions addressing spiritual or existential support
needs (41, 42). Henoch and Danielson (41) identified 18 inter-
vention studies for people with cancer, which included hypnosis,
individual and group psychotherapy, retreats, psychoeducation,
physician counseling, and nurse training. Most of these inter-
ventions were multi-faceted with psychoeducation, coping skills,
symptom management, and existential support components. A
review of 16 positive psychology interventions in breast cancer
(42) identified five main approaches, namely, mindfulness-based
therapy, expression of positive emotions, spiritual interventions,
hope therapy, and meaning-making therapy. Overall, these inter-
ventions were found to improve quality of life and different
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aspects of psychological well-being (e.g., self-esteem, hope, sense
of coherence), although methodological quality was variable (41,
42). Examples of controlled interventions focusing primarily on
existential issues include cognitive-existential group psychother-
apy (43) and meaning-centered group psychotherapy (44). A 20-
week group cognitive-existential intervention for women with
early-stage breast cancer was associated with significantly reduced
anxiety and greater satisfaction with therapy relative to a relax-
ation only control group (43). The 8-week meaning-centered
intervention for people with advanced cancer was associated with
significantly greater gains in spiritual well-being and sense of
meaning compared to supportive group psychotherapy (44).

A systematic review of supportive care interventions for brain
tumor (45) identified mainly case-level descriptions of pro-
grams or services providing existential support, such as nurse-
led telephone support (46, 47), brain tumor support groups (48),
and multi-disciplinary palliative care services (49, 50). Neuro-
oncology nursing practitioners have specialized training and
expertise in coordinating care throughout the illness trajectory.
A vital part of their role entails providing existential support to
facilitate adjustment to diagnosis, treatment, and end-of-life issues
(51). Our previous research (1) suggested thatmany people appre-
ciate the opportunity to discuss existential fears and concerns early
in the illness rather than support only being offered toward the end
of life. This is particularly important given that functional decline
associated with a progressive neurological condition can greatly
compromise people’s cognitive and communication skills (52).

In contrast to the broader psycho-oncology literature, the main
focus of controlled supportive care interventions for brain tumor
has been on rehabilitation of physical and cognitive impairments
(53). These studies generally support the benefits of rehabilitation
for improving cognitive and functional status (53–55); however,
gains in mental health and quality of life were not evident after
rehabilitation. Furthermore, existential and spiritual dimensions
of well-being were not typically focused on or assessed.

The Making Sense of Brain Tumor Program

To address a major gap in the brain tumor intervention literature,
Ownsworth and colleagues (56) developed the “Making Sense of
Brain Tumor” (MSoBT) program and evaluated its efficacy in a
randomized controlled trial. Conducted in people’s own homes,
the 10-session psychotherapy program was guided by the sense
of coherence framework (3) and goal-directed. A key focus of
the program was on meaning making or supporting people to
understand the personal significance of the illness in their own
life situation [see Ref. (56)].

Of the 50 people who commenced the program, 44 completed
all 10 sessions. After controlling for pre-treatment differences,

the MSoBT intervention group reported significantly lower lev-
els of depression, and higher levels of existential well-being
(MQOL), functional well-being, and global quality of life at post-
assessment than the waitlist group. Significantly lower levels of
depression and stress, and higher existential well-being and qual-
ity of life were also reported at 6-months follow-up relative to
pre-intervention. Importantly, program outcomes did not vary
according to tumor type or global neuropsychological status. Hav-
ing a family member involved in the program was associated with
lower levels of depression and better social/family well-being at
post-intervention (56). Further, improvement in existential well-
being was related to higher levels of therapeutic alliance. These
findings highlight that the social context in which people search
for meaning and cope in their illness is essential to consider.

Summary and Future Research Directions

Research indicates that people with brain tumor often experience
existential fears and concerns. Unlike the broader cancer literature
(41, 42), there are few evidence-based approaches for enhancing
existential well-being for this population. The findings of the
MSoBT trial (56) indicated that a home-based psychotherapy
intervention was effective for improving mood, existential well-
being, and quality of life. Providing in-home therapy enabled
people with significant physical and cognitive symptoms, and lack
of transport, to participate. However, the feasibility and utility of
remote access intervention modes (e.g., tele-health) needs to be
evaluated. Research byOwnsworth et al. (57) indicated that family
caregivers may have both distinct and interrelated support needs.
Hence, development of family-system interventions that combine
individual, couple, and family-based sessions remain a priority
for this population. Furthermore, peer-support interventions may
have psychological and social benefits for the neuro-oncology
population, such as reducing social isolation, and enhancing
morale for the future (48).

Working with people with a terminal illness who experience
progressive functional decline can be very challenging, as the topic
of death and dying can be an area of disquiet for many health
professionals (28). Although professional guidelines for effec-
tive communication have been developed (40), further resources
and training programs focusing specifically on existential sup-
port would be beneficial to enhance the skills and self-efficacy
of neuro-oncology practitioners. As highlighted by Strang and
Strang (3), most people with brain tumor have spiritual and exis-
tential beliefs that support them to find meaning in their illness.
Having the opportunity to express one’s fears and values about life
and death in a safe and supportive context can make a profound
difference to a person’s sense of inner peace and hope for the
future.

References
1. Ownsworth T, Chambers S, Hawkes A, Walker D, Shum D. Making sense

of brain tumour: a qualitative investigation of personal and social processes
of adjustment. Neuropsychol Rehabil (2011) 21:117–37. doi:10.1080/09602011.
2010.537073

2. Newberry AG, Choi CW, Donovan HS, Schulz R, Bender C, Given B,
et al. Exploring spirituality in family caregivers of patients with primary

malignant brain tumors across the disease trajectory. Oncol Nurs Forum (2013)
40:E119–25. doi:10.1188/13.ONF.E119-E125

3. Strang S, Strang P. Spiritual thoughts, coping and ‘sense of coherence’ in brain
tumour patients and their spouses. Palliat Med (2001) 15:127–34. doi:10.1191/
026921601670322085

4. McClain C, Rosenfeld B, Breitbart W. Effect of spiritual well-being on end-of-
life despair in terminally-ill cancer patients. Lancet (2003) 361:1603–7. doi:10.
1016/S0140-6736(03)13310-7

Frontiers in Oncology | www.frontiersin.org April 2015 | Volume 5 | Article 964

http://dx.doi.org/10.1080/09602011.2010.537073
http://dx.doi.org/10.1080/09602011.2010.537073
http://dx.doi.org/10.1188/13.ONF.E119-E125
http://dx.doi.org/10.1191/026921601670322085
http://dx.doi.org/10.1191/026921601670322085
http://dx.doi.org/10.1016/S0140-6736(03)13310-7
http://dx.doi.org/10.1016/S0140-6736(03)13310-7
http://www.frontiersin.org/Oncology/
http://www.frontiersin.org
http://www.frontiersin.org/Oncology/archive


Ownsworth and Nash Existential well-being after brain tumor

5. Arnold S, Herrick L, Pankratz V, Mueller P. Spiritual well-being, emotional
distress, and perception of health after a myocardial infarction. Internet J Adv
Nurs Pract (2006) 9(1).

6. Cohen R, Mount B, Tomas J, Mount L. Existential wellbeing is an important
determinant of quality of life. Cancer (1996) 77:576–85. doi:10.1002/(SICI)
1097-0142(19960201)77:3<576::AID-CNCR22>3.0.CO;2-0

7. Pelletier G, Verhoef M, Khatri N, Hagen N. Quality of life in brain tumor
patients: the relative contributions of depression, fatigue, emotional dis-
tress, and existential issues. J Neurooncol (2002) 57:41–9. doi:10.1023/A:
1015728825642

8. Heidegger M. Being and Time. Oxford: Blackwell (1962).
9. Yalom I. Existential Psychotherapy. New York, NY: Basic Books (1980).

10. May R. Man’s Search for Himself . London: W.W Norton & Company (1953).
11. Spiegel D, Classen C. Group Therapy for Cancer Patients: A Research-based

Handbook of Psychosocial Care. New York, NY: Basic Books (2000).
12. Adelbratt S, Strang P. Death anxiety in brain tumour patients and their spouses.

Palliat Med (2000) 14:499–507. doi:10.1191/026921600701536426
13. Carvers D, Hacking B, Erridge S, KendallM,Morris P,Murray S. Social, psycho-

logical and existential wellbeing in patients with glioma and their caregivers: a
qualitative study.CanMedAssoc J (2012) 184:373–82. doi:10.1503/cmaj.111622

14. Kuhl D. What Dying People Want: Practical Wisdom for the End of Life. Toronto,
ON: Doubleday (2002).

15. Edmondson D, Park C, Blank T, Fenster J, Mills M. Deconstructing spiritual
wellbeing: existential wellbeing and HRQOL in cancer survivors. Psychooncol-
ogy (2008) 17:161–9. doi:10.1002/pon.1197

16. Vollman M, LaMontagne L, Wallston K. Existential well-being predicts per-
ceived control in adults with heart failure. Appl Nurs Res (2009) 22:198–203.
doi:10.1016/j.apnr.2008.02.001

17. Henoch I, Danielson E, Strang S, Browall M, Melin-Johansson C. Training
intervention for health care staff in the provision of existential support to
patients with cancer: a randomized, controlled study. J Pain Symptom Manage
(2013) 46:785–94. doi:10.1016/j.jpainsymman.2013.01.013

18. Bredle JM, Salsman JM, Debb SM, Arnold BJ, Cella D. Spiritual well-being as a
component of health-related quality of life: the functional assessment of chronic
illness therapy – spiritual well-being scale (FACIT-Sp).Religions (2011) 2:77–94.
doi:10.3390/rel2010077

19. Laubmeier KK, Zakowski SG, Bair JP. The role of spirituality in the psycholog-
ical adjustment to cancer: a test of the transactional model of stress and coping.
Int J Behav Med (2004) 11:48–55. doi:10.1207/s15327558ijbm1101_6

20. Puchalski CM. Spirituality in the cancer trajectory. Ann Oncol (2012) 23:49–55.
doi:10.1093/annonc/mds088

21. Visser A, Garssen B, Vingerhoets A. Spirituality and well-being in cancer
patients: a review. Psychooncology (2009) 19:565–72. doi:10.1002/pon.1626

22. Brady MJ, Peterman AH, Fitchett G, Mo M, Cella D. A case for spirituality
in quality of life measurement in oncology. Psychooncology (1999) 8:
417–28. doi:10.1002/(SICI)1099-1611(199909/10)8:5<417::AID-PON398>3.
3.CO;2-W

23. Clarke DM, Smith GC, Dowe DL, McKenzie DP. An empirically derived taxon-
omy of common distress syndromes in the medically ill. J Psychosom Res (2003)
54:323–30. doi:10.1016/S0022-3999(02)00410-5

24. Clarke DM, Kissane DW, Trauer T, Smith GC. Demoralization, anhedonia and
grief in patients with severe physical illness. World Psychiatry (2005) 4:96–105.

25. Collicutt McGrath J. Posttraumatic growth and spirituality after brain injury.
Brain Impair (2011) 12:82–92. doi:10.1375/brim.12.2.82

26. Ownsworth T, Fleming J. Growth through loss after brain injury. Brain Impair
(2011) 12:79–81. doi:10.1375/brim.12.2.79

27. Davis C, Nolen-Hoeksema S, Larson J.Making sense of loss and benefiting from
the experience: two construals of meaning. J Pers Soc Psychol (1998) 75:561.
doi:10.1037/0022-3514.75.2.561

28. Strang S, Strang P, Ternestedt B. Existential support in brain tumour
patients and their spouses. Support Care Cancer (2001) 9:625–33. doi:10.1007/
s005200100258

29. Brennan J. Adjustment to cancer – coping or personal transition?
Psychooncology (2001) 10:1–18. doi:10.1002/1099-1611(200101/02)10:
1<1::AID-PON484>3.3.CO;2-K

30. Little M, Jordens C, Paul K, Montgomery K, Philipson B. Liminality: a major
category of the experience of cancer illness. Soc Sci Med (1998) 47:1485–94.
doi:10.1016/S0277-9536(98)00248-2

31. Edvardsson T, Ahlström G. Being the next of kin of a person with a low-grade
glioma. Psychooncology (2008) 17:584–91. doi:10.1002/pon.1276

32. Wideheim A, Edvardsson T, Pahlson A, Ahlstrom G. A family’s perspective on
living with a highly malignant brain tumour. Cancer Nurs (2002) 25:236–44.
doi:10.1097/00002820-200206000-00012

33. Finocchiaro C, Petruzzi A, Lamperti E, Botturi A, Gaviani P, Silvani A, et al.
The burden of brain tumour: a single institution study on psychological
patterns in caregivers. J Neurooncol (2012) 107:175–81. doi:10.1007/
s11060-011-0726-y

34. Pawl J, Lee S-Y, Clark P, Sherwood P. Sleep characteristics of family caregivers
of individuals with a primary malignant brain tumor. Oncol Nurs Forum (2013)
40:171–9. doi:10.1188/13.ONF.171-179

35. Petruzzi A, Finocchiaro C, Lamperti E, Salmaggi A. Living with a brain tumor.
Support Care Cancer (2013) 21(4):1105–11. doi:10.1007/s00520-012-1632-3

36. Randazzo D, Affronti M, Lipp E, McSherry F, Herndon J, Flahiff C, et al.
Spiritual well-being and its association with health-related quality of life in
primary brain tumor patients. Neuro Oncol (2014) 16(Suppl 5):v182–3. doi:10.
1093/neuonc/nou269.20

37. Ownsworth T, Nash K. The impact of personality and neuropsychological
factors on existential well-being after brain tumour. Oral Presentation at the
37th Annual Brain Impairment Conference. Freemantle, WA. (2014).

38. Salander P, Spetz A. How do patients and spouses deal with the seri-
ous facts of malignant glioma? Palliat Med (2002) 16:305–13. doi:10.1191/
0269216302pm569oa

39. Lehto R. The challenge of existential issues in acute care: nursing considerations
for the patient with a new diagnosis of lung cancer. Clin J Oncol Nurs (2012)
16:E4–9. doi:10.1188/12.CJON.E1-E8

40. Rosenblum M, Kalkanis S, Goldberg W, Rock J, Mikkelsen T, Remer S, et al.
Odyssey of hope: a physician’s guide to communicating with brain tumor
patients across the continuumof care. J Neurooncol (2009) 92(3):241–51. doi:10.
1007/s11060-009-9828-1

41. Henoch I, Danielson E. Existential concerns among patients with cancer
and interventions to meet them: an integrative review. Psychooncology (2009)
18:225–36. doi:10.1002/pon.1424

42. Casellas-Grau A, Font A, Vives J. Positive psychology interventions in breast
cancer. Psychooncology (2014) 23:9–19. doi:10.1002/pon.3353

43. Kissane D, Love A, Hatton A, Bloch S, Smith G, Clarke DM, et al. Effect of
cognitive-existential group therapy on survival in early-stage breast cancer.
J Clin Oncol (2004) 22:4255–60. doi:10.1200/JCO.2004.12.129

44. Breitbart W, Rosenfeld B, Gibson C, Pessin H, Poppito S, Nelson C, et al.
Meaning-centered group psychotherapy for patients with advanced cancer: a
pilot randomized controlled trial. Psychooncology (2010) 19:21–8. doi:10.1002/
pon.1556

45. Ford E, Catt S, Chalmers A, Fallowfield L. Systematic review of supportive care
needs in patients with primary malignant brain tumors. Neurooncology (2012)
14:392–404. doi:10.1093/neuonc/nor229

46. Curren J. Support needs of brain tumour patients and their carers: the place of
a telephone service. Int J Palliat Nurs (2001) 7:331–7. doi:10.12968/ijpn.2001.7.
7.9017

47. Sardell S, Sharpe G, Ashley S, Guerrero D, Brada M. Evaluation of a nurse-led
telephone clinic in the follow-up of patients with malignant glioma. Clin Oncol
(2000) 12:36–41. doi:10.1053/clon.2000.9108

48. Leavitt S, Lamb A, Voss B. Brain tumor support group: content themes and
mechanisms of support. Oncol Nurs Forum (1996) 23:1247–56.

49. Taillibert S, Laigle-Donadey F, Sanson M. Palliative care in patients with pri-
mary brain tumors. Curr Opin Oncol (2004) 16:587–92. doi:10.1097/01.cco.
0000142075.75591.02

50. Faithfull S, CookK, Lucas C. Palliative care of patients with a primarymalignant
brain tumour: case review of service use ad support provided.PalliatMed (2005)
19:545–50. doi:10.1191/0269216305pm1068oa

51. Guerro D. Neuro-oncology: a clinical nurse specialist perspective. Int J Palliat
Nurse (2002) 8:28–9. doi:10.12968/ijpn.2002.8.1.10232

52. Sizoo E, Braam L, Postma T, Pasman H, Heimans J, Klein M, et al. Symptoms
and problems in the end-of-life phase of high-grade glioma patients. Neuro
Oncol (2010) 12:1162–6. doi:10.1093/neuonc/nop045

53. Gehring K, Sitskoorn M, Gundy C, Sikkes S, Klein M, Postman T, et al.
Cognitive rehabilitation in patients with gliomas: a randomized controlled trial.
J Clin Oncol (2009) 22:3712–22. doi:10.1200/JCO.2008.20.5765

54. Locke D, Cerhan J, Wu W, Malec J, Clark M, Rummans T, et al. Cog-
nitive rehabilitation and problem-solving to improve quality of life of
patients with primary brain tumors: a pilot study. J Support Oncol (2008) 6:
383–91.

Frontiers in Oncology | www.frontiersin.org April 2015 | Volume 5 | Article 965

http://dx.doi.org/10.1002/(SICI)1097-0142(19960201)77:3<576::AID-CNCR22>3.0.CO;2-0
http://dx.doi.org/10.1002/(SICI)1097-0142(19960201)77:3<576::AID-CNCR22>3.0.CO;2-0
http://dx.doi.org/10.1023/A:1015728825642
http://dx.doi.org/10.1023/A:1015728825642
http://dx.doi.org/10.1191/026921600701536426
http://dx.doi.org/10.1503/cmaj.111622
http://dx.doi.org/10.1002/pon.1197
http://dx.doi.org/10.1016/j.apnr.2008.02.001
http://dx.doi.org/10.1016/j.jpainsymman.2013.01.013
http://dx.doi.org/10.3390/rel2010077
http://dx.doi.org/10.1207/s15327558ijbm1101_6
http://dx.doi.org/10.1093/annonc/mds088
http://dx.doi.org/10.1002/pon.1626
http://dx.doi.org/10.1002/(SICI)1099-1611(199909/10)8:5<417::AID-PON398>3.3.CO;2-W
http://dx.doi.org/10.1002/(SICI)1099-1611(199909/10)8:5<417::AID-PON398>3.3.CO;2-W
http://dx.doi.org/10.1016/S0022-3999(02)00410-5
http://dx.doi.org/10.1375/brim.12.2.82
http://dx.doi.org/10.1375/brim.12.2.79
http://dx.doi.org/10.1037/0022-3514.75.2.561
http://dx.doi.org/10.1007/s005200100258
http://dx.doi.org/10.1007/s005200100258
http://dx.doi.org/10.1002/1099-1611(200101/02)10:1<1::AID-PON484>3.3.CO;2-K
http://dx.doi.org/10.1002/1099-1611(200101/02)10:1<1::AID-PON484>3.3.CO;2-K
http://dx.doi.org/10.1016/S0277-9536(98)00248-2
http://dx.doi.org/10.1002/pon.1276
http://dx.doi.org/10.1097/00002820-200206000-00012
http://dx.doi.org/10.1007/s11060-011-0726-y
http://dx.doi.org/10.1007/s11060-011-0726-y
http://dx.doi.org/10.1188/13.ONF.171-179
http://dx.doi.org/10.1007/s00520-012-1632-3
http://dx.doi.org/10.1093/neuonc/nou269.20
http://dx.doi.org/10.1093/neuonc/nou269.20
http://dx.doi.org/10.1191/0269216302pm569oa
http://dx.doi.org/10.1191/0269216302pm569oa
http://dx.doi.org/10.1188/12.CJON.E1-E8
http://dx.doi.org/10.1007/s11060-009-9828-1
http://dx.doi.org/10.1007/s11060-009-9828-1
http://dx.doi.org/10.1002/pon.1424
http://dx.doi.org/10.1002/pon.3353
http://dx.doi.org/10.1200/JCO.2004.12.129
http://dx.doi.org/10.1002/pon.1556
http://dx.doi.org/10.1002/pon.1556
http://dx.doi.org/10.1093/neuonc/nor229
http://dx.doi.org/10.12968/ijpn.2001.7.7.9017
http://dx.doi.org/10.12968/ijpn.2001.7.7.9017
http://dx.doi.org/10.1053/clon.2000.9108
http://dx.doi.org/10.1097/01.cco.0000142075.75591.02
http://dx.doi.org/10.1097/01.cco.0000142075.75591.02
http://dx.doi.org/10.1191/0269216305pm1068oa
http://dx.doi.org/10.12968/ijpn.2002.8.1.10232
http://dx.doi.org/10.1093/neuonc/nop045
http://dx.doi.org/10.1200/JCO.2008.20.5765
http://www.frontiersin.org/Oncology/
http://www.frontiersin.org
http://www.frontiersin.org/Oncology/archive


Ownsworth and Nash Existential well-being after brain tumor

55. Khan F, Amatya B, Drummond K, Galea M. Effectiveness of integrated multi-
disciplinary rehabilitation in primary brain cancer survivors in an Australian
community cohort: a controlled clinical trial. J Rehabil Med (2014) 46:754–60.
doi:10.2340/16501977-1840

56. Ownsworth T, Chambers S, Stewart E, Casey L, Walker D, Shum D. Evaluation
of the making sense of brain tumor program: a randomized controlled trial of a
psychosocial intervention. Psychooncology (2014). doi:10.1002/pon.3687

57. Ownsworth TL, Goadby E, Chambers S. Support after brain tumour means
different things: family caregivers’ experiences of support and relationship
changes. Front Oncol (2015) 5:33. doi:10.3389/fonc.2015.00033

Conflict of Interest Statement: The authors declare that the research was con-
ducted in the absence of any commercial or financial relationships that could be
construed as a potential conflict of interest.

Copyright © 2015 Ownsworth and Nash. This is an open-access article distributed
under the terms of the Creative Commons Attribution License (CC BY). The use, dis-
tribution or reproduction in other forums is permitted, provided the original author(s)
or licensor are credited and that the original publication in this journal is cited, in
accordance with accepted academic practice. No use, distribution or reproduction is
permitted which does not comply with these terms.

Frontiers in Oncology | www.frontiersin.org April 2015 | Volume 5 | Article 966

http://dx.doi.org/10.2340/16501977-1840
http://dx.doi.org/10.1002/pon.3687
http://dx.doi.org/10.3389/fonc.2015.00033
http://creativecommons.org/licenses/by/4.0/
http://www.frontiersin.org/Oncology/
http://www.frontiersin.org
http://www.frontiersin.org/Oncology/archive

	Existential well-being and meaning making in the context of primary brain tumor: conceptualization and implications for intervention
	Introduction
	Historical underpinnings and conceptualizations of existential well-being
	Meaning making and existential well-being after brain tumor
	Existential support interventions in the cancer and brain tumor literature
	The making sense of brain tumor program
	Summary and future research directions
	References


