BRIEF REPORT

Adolescents and Young Adults Living With
an Uncertain or Poor Cancer Prognosis:
The “New” Lost Tribe
Vivian W.G. Burgers, MSc1,2; Winette T.A. van der Graaf, MD, PhD2,3; Daniël J. van der Meer, MSc1,2;
Martin G. McCabe, MD, PhD4; Anita W. Rijneveld, MD, PhD5; Martin J. van den Bent, MD, PhD6; and Olga Husson, PhD1,2,7

“I feel a sense of hurry, rather than tiredness of life,
and that is what keeps me going…. My heart is still
beating, so I am moving on.”

ABSTRACT
Historically, adolescent and young adult (AYA) patients with cancer,
diagnosed for the ﬁrst time at age 15 through 39 years, have often
been identiﬁed as a “lost tribe” without a medical “home”; neither
pediatric nor adult oncology services were able to provide ageappropriate care to this speciﬁc group. Internationally, AYA care
programs are being established to bridge the gap between the
age-deﬁned healthcare worlds and to address the speciﬁc needs
of AYAs with cancer. However, AYA care programs mostly focus on
improving cure rates and addressing survivorship issues, and direct
less attention to the unique needs of those living with an uncertain
and/or poor cancer prognosis. Additionally, palliative care services
are typically poorly equipped to address the age-speciﬁc needs
of this group. Given that increasingly more AYAs with an uncertain
and/or poor cancer prognosis are gaining life years because of
novel treatments, and sometimes even face the prospect of longterm disease control, AYA care programs should address the unique
palliative care needs of this “new” lost tribe within AYA oncology.
This report provides a deﬁnition and description of the AYA population living with an uncertain and/or poor cancer prognosis in terms
of epidemiologic, clinical, and psychosocial characteristics and
challenges, and provides perspectives for future research and
care initiatives. It also highlights the need to comprehensively examine the experience of AYAs who are living with uncertain and/or
poor cancer prognosis to adjust best care practices for this unique
group.
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– 32-year-old woman with EGFR-positive metastatic
lung cancer

Adolescents and young adults (AYAs) have historically been a neglected group by pediatric and
adult oncology services, but are now recognized as a
distinct population by the oncology community due
to their unique needs and challenges. 1–3 The US
National Cancer Institute (NCI) has deﬁned AYA as
those aged 15 to 39 years at initial cancer diagnosis, 3
but also concluded that this age range should be
ﬂexible, depending on the research question (biologic, epidemiologic, psychologic) and healthcare
delivery system. 4 Quality cancer care for AYAs should
be characterized by timely detection, diagnosis, and
treatment initiation; adherence to treatment; and
access to a multidisciplinary team of healthcare professionals knowledgeable about the biomedical and
psychosocial (care) needs of AYAs.2,5,6 Age-related issues
of particular relevance to AYAs with cancer include
distress about life choices, diﬃculties with establishing identity, impaired body image and self-esteem,
social isolation, issues with intimacy and fertility,
and ﬁnancial hardship.7,8 Furthermore, achievement
of developmental milestones such as establishing
autonomy, completing education, pursuing gainful
employment and ﬁnancial independence, forming
(intimate) relationships, and starting a family might
be delayed or not reached at all because of cancer and its
treatment.5,8,9 Historically, AYAs with cancer have often
been described as a “lost tribe” without a medical
“home”; neither pediatric nor adult oncology services
were able to provide age-appropriate care to this speciﬁc
group. Internationally, AYA programs to bridge the gap
between the age-deﬁned healthcare worlds and address
the speciﬁc needs of AYAs with cancer are becoming
established, but there remains widespread geographic
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variation and an absence of age-focused services in
some developed and developing countries.2,3,10,11
Most AYA programs are developed for patients
whose treatment is intended to be curative.12 However,
although the overall 5-year survival rate for AYAs with
cancer is approximately 80%,13 cancer remains one of the
top 5 leading causes of death in the AYA population.14
Historically, although some AYA cancers have good
survival rates even with advanced disease (eg, thyroid
cancer),15,16 standard treatments for AYAs with advanced
cancer rarely extended life beyond 1 year. In recent
years, the life expectancy of some patients with cancers
that are common among AYAs, such as melanoma and
Hodgkin lymphoma, have improved signiﬁcantly following the introduction of personalized genotypedirected and immune therapies, even in patients with
advanced or extended disease.17,18 For example, the
5-year survival rate of patients with metastatic melanoma recruited to the CheckMate 067 trial was 52% in
those treated with nivolumab 1 ipilimumab compared
with 25% in those treated with ipilimumab alone.18
Because of the historical focus of ﬁnding a cure for
cancer, the public is often unaware of how much
progress has been made in helping patients live longer.
AYA programs mostly focus on improving cure rates and
survivorship issues; less attention is given to the unique
needs of those living with an uncertain and/or poor
cancer prognosis (UPCP).12 Palliative care services are
also typically poorly equipped to address the age-speciﬁc
and disease-related needs of this group,19,20 including the
complex decisions AYAs need to make about their cancer
care and the uncertainty they face regarding their futures.21
It is recognized that all patients with a UPCP should have
access to palliative care, focusing on the management
of symptoms and facilitating psychosocial and decisionmaking support.22 Unfortunately, palliative care services
have traditionally been limited to care at the end of life.23
Poort et al24 found low rates of end-of-life discussions
between specialists and AYA patients. Given that more
AYA patients with a UPCP are gaining life years because
of better and novel treatments, and sometimes even face
the prospect of long-term disease control, AYA care programs should address the unique palliative care needs of
this “new” lost tribe within AYA oncology. This report oﬀers
a deﬁnition and description of the AYA population living
with a UPCP in terms of epidemiologic, clinical, and
psychosocial characteristics and challenges, and provides
perspectives for future research and care initiatives.

Deﬁnition and Epidemiology
AYAs living with a UPCP represent a minority group in
oncology that has not yet been comprehensively deﬁned. This report deﬁnes AYAs with a UPCP as those
with advanced cancer for which there is no reasonable
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hope of cure, indicating that they will die prematurely
from cancer, but have no immediate threat of death.
Patients with terminal illnesses, often deﬁned in the
literature as those with a life expectancy of ,3 or ,6
months and poor performance status,25 do not belong
to this group. Table 1 presents the tumor types most
often diagnosed and 5-year relative survival rates for
AYAs with distant disease (providing a good reﬂection
of AYAs living with a UPCP) based on data from the
SEER 18 database.26–31

Clinical and Psychosocial Characteristics
and Challenges
Research on the characteristics of AYAs with a UPCP is
scarce and often focuses on issues important for the end
of life; their experiences at diagnosis and (early) treatment have hardly been described in clinical research.32,33
Onset of a cancer with an uncertain or poor prognosis is
particularly distressing for AYAs. They have described
their diagnoses as inconceivable, as these cancers are
considered speciﬁc to older people, and are therefore
unexpected and traumatic for the AYAs, as well as their
families and friends.32–34 AYAs with a UPCP face many
complex decisions but often lack the life experience and
fully developed executive functioning necessary for
medical decision-making and coping with uncertainty.35
Close relatives and friends often share the denial of the
bad news and will be focused on treatments that will
generate hope that cure is still possible.36
For AYAs, one of the most troublesome aspects of
being diagnosed with a cancer with an uncertain and/or
poor prognosis is the loss of control of their life.36 AYAs
report that their life is on hold and experience disruption
of anticipated developmental milestones, while their
peers are moving ahead with their own life goals.34,37
They may also experience a sense of social isolation from
peers due to a lack of understanding, and may also feel
isolated within the healthcare system due to lack of
identiﬁcation with both AYA peers with cancer who
have curative treatment goals and older patients with
cancer.34,38 A UPCP is often accompanied by continuing
issues, such as symptom burden and treatment-related
adverse eﬀects, which result in loss of independence and
cause AYAs to become increasingly dependent on their
informal caregivers for physical, emotional, and ﬁnancial
support. 8,19,21,34 However, some AYAs may retain a
moderately high level of performance and independency
for a long time.32 Because the perspective of a “normal”
life may vanish and the future becomes uncertain,
fundamental questions may emerge about the meaning
of life and their limited remaining time.34 Younger AYAs
often have not lived long enough to establish clear plans
for their future, whereas older AYAs feel unable to realize life goals related to careers or family planning, or
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Table 1. Age-Standardized 5-Year Relative Survival Outcomesa
Relative Survival % (Number at Riskb)
Nc

Cancer

1 Year

2 Years

3 Years

4 Years

5 Years

96.8 (734)

95.2 (686)

94.6 (605)

94.2 (553)

93.1 (502)

2,363

98.3 (2,348)

95.6 (2,245)

93.9 (1,975)

91.9 (1,740)

90.4 (1,518)

5,009

97.4 (4,976)

94.9 (4,752)

92.6 (4,269)

91.2 (3,771)

90.1 (3,337)

448

99.1 (446)

93.6 (431)

89.4 (385)

88.2 (337)

81.1 (290)

496

92.3 (484)

86.1 (429)

84.2 (374)

83.5 (342)

83.5 (312)

98.3 (1,037)

94.7 (1,007)

90.0 (937)

86.8 (835)

82.4 (736)

88.5 (298)

83.8 (258)

83.3 (217)

82.4 (200)

82.5 (180)

88.2 (3,990)

82.8 (3,401)

80.2 (2,930)

79.2 (2,596)

78.0 (2,324)

5-year survival .80%
Thyroid

741

Chronic myeloid leukemia

d

Hodgkin lymphoma
Chronic lymphocytic leukemia
Testis, seminomaf
Low-grade gliomag
Ovary, nonepithelial

e

1,040
h

306

5-year survival 50%–80%
NHL, B celli
Testis, nonseminoma

4,127
j

2,066

Burkitt lymphomak
Myeloma
Acute myeloid leukemia

l

Small intestine
NHL, T cell

m

Oral cavity/pharynx

90.2 (1,998)

81.5 (1,732)

78.1 (1,426)

77.0 (1,252)

76.0 (1,106)

700

73.3 (656)

67.5 (460)

66.0 (385)

65.0 (330)

64.1 (282)

787

87.8 (778)

76.7 (710)

67.2 (599)

65.0 (525)

61.3 (442)

4,910

83.1 (4,512)

69.4 (3,651)

64.1 (2,755)

61.2 (2,293)

59.4 (1,940)

200

73.7 (195)

65.3 (147)

59.0 (109)

57.2 (88)

56.1 (75)

777

68.7 (727)

60.6 (480)

58.6 (377)

57.4 (332)

56.0 (289)

254

81.6 (252)

67.4 (196)

61.3 (141)

54.5 (116)

51.9 (97)

Acute lymphocytic leukemian

4,358

82.3 (4,240)

67.0 (3,528)

58.8 (2,691)

53.9 (2,185)

51.5 (1,827)

Ovary, epithelialo

1,168

81.7 (1,142)

71.8 (921)

63.3 (720)

57.2 (561)

51.2 (444)

74.0 (3,49)

57.7 (223)

45.4 (141)

41.5 (107)

35.3 (84)
34.7 (661)

5-year survival 20%–50%
Corpus uteri and uterus, NOS
Breast

367

83.9 (2,294)

63.0 (1,886)

49.5 (1,341)

40.5 (944)

576

58.4 (547)

39.0 (288)

33.1 (166)

30.3 (121)

29.4 (88)

Prostate

38

81.0 (38)

63.5 (29)

26.4 (20)

24.4 (9)

23.4 (7)

Pancreas

771

55.2 (706)

38.4 (309)

30.5 (175)

24.0 (119)

23.1 (84)

Melanoma of the skin

2,341

(continued on next page)

experience fears about the welfare of their children after
they die.34 This psychologic challenge of anticipatory
grief over the life that has not yet been lived may be
diﬃcult for AYAs to process and they may be reluctant
to face the irreversibility of the progression of their
disease.21 Nonetheless, it is worth mentioning that most
AYAs with a UPCP continue to live full lives despite a
life-limiting diagnosis.32 AYAs try to preserve or reclaim
normalcy by engaging in usual daily activities. However,
physical and psychosocial challenges and the emotional
burdens that accompany advanced cancer and its treatment can make it more diﬃcult to realize this normalcy
throughout the disease trajectory.37,39,40
Most AYAs with cancer are physically ﬁt, apart from
their cancer diagnosis, and tolerate treatment relatively
well. Compared with older patients, AYAs and/or their
clinicians tend to opt for more aggressive treatment,
maximizing the dose intensity of chemotherapy and
other treatment medications, and participating in phase
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I trials in order to take every opportunity to survive as
long as possible with hope of cure.36,41 A recent analysis of
patients diagnosed with a metastatic soft tissue sarcoma
at age 18 to 39 years showed that 21% received chemotherapy in their last month of life.42 AYAs reported
several reasons for choosing aggressive treatment options, such as their age, family pressure, desire to have
more time with their loved ones and/or children, an
unrealistic hope of cure, hope for a treatment breakthrough, or reluctance to decline treatments oﬀered by
their clinicians.36 Relatively limited data about treatment
eﬃcacy in the AYA population, including the eﬃcacy of
new and experimental treatments, forces patients and
clinicians to make their best guesses about the eﬀects of
additional treatments rather than making fully informed
decisions. This experience of prognostic uncertainty
results in patients and clinicians having to constantly
balance concepts of hope and risks with limited or no
evidence to guide them.36
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Table 1. Age-Standardized 5-Year Relative Survival Outcomesa (cont.)
Relative Survival % (Number at Riskb)
Nc

Cancer

1 Year

2 Years

3 Years

4 Years

5 Years

5-year survival ,20%
Osseous and chondromatous neoplasms
Cervix uteri

144

61.3 (141)

39.0 (89)

25.1 (50)

19.7 (27)

19.7 (16)

796

55.3 (772)

31.7 (418)

22.3 (236)

19.9 (163)

19.3 (123)

Colon and rectum

3,336

70.0 (3,242)

44.1 (2,332)

29.0 (1,365)

20.3 (824)

16.6 (536)

Lung and bronchus

2,317

16.3 (195)

52.5 (2,154)

30.4 (1,000)

22.9 (482)

18.0 (296)

Soft tissue (including heart)

976

63.4 (941)

35.7 (593)

24.7 (306)

18.4 (199)

15.6 (127)

Urinary system

625

45.7 (585)

27.5 (251)

20.2 (133)

15.6 (84)

13.8 (59)
11.8 (31)

Liver and bile duct

445

Stomach

1,446

Esophagus

244

42.5 (381)

24.0 (148)

14.4 (76)

13.2 (39)

36.4 (1,338)

17.6 (422)

13.4 (166)

10.6 (103)

9.7 (70)

36.8 (232)

15.7 (87)

13.2 (29)

11.1 (18)

4.7 (11)

Abbreviations: AYA, adolescent and young adult; NHL, non-Hodgkin lymphoma; NOS, not otherwise speciﬁed.
Total number in database. Total number included in relative survival analyses can be different because of censored cases.
b
Number at risk includes those still at risk at the different years’ follow-up in the relative survival analyses.
c
All AYAs aged 15–39 years at time of their ﬁrst diagnosis with malignant distant cancer (diagnosed between 2001–2015), according to SEER Summary Stage
2000 ($1998)27 were included. The Ann Arbor staging was used for including stage III and IV Hodgkin lymphoma and NHL.28 Cancer type was deﬁned using the
site recode ICD-O-3/WHO 2008,p with exception of osseous and chondromatous neoplasms, because these tumors were classiﬁed using the AYA site recode/WHO
2008.29,30 Analyses were performed with STATA, version 16.1 (StataCorp LLP). Relative survival was determined using the Ederer II approach and with expected
survival probabilities from the US Annual Life Table 1970–2017.31 Age-standardization of outcomes was performed with weights based on the International
Cancer Survival Standard 3. End of follow-up was determined by year of death or 2016. Patients with .1 diagnosis or with incomplete survival data were excluded
(n55,630; 11%).
d
Includes ICD-O-3: 9863, 9875, 9876.
e
Includes ICD-O-3: 9670, 9823.
f
Includes ICD-O-3: 9061, 9062, 9064.
g
Includes ICD-O-3: grade II astrocytoma (9400, 9410, 9411, 9420), oligodendroglioma (9450), mixed glioma (9382).
h
Includes ICD-O-3: sex cord stromal tumors (8590, 8620, 8622, 8631, 8670), germ cell tumors (9060, 9064, 9070, 9080, 9081, 9082).
i
Includes ICD-O-3: 9591, 9596, 9671, 9673, 9675, 9678–9680, 9684, 9688–9690, 9695, 9698, 9699, 9735, 9737, 9738.
j
Includes ICD-O-3: 9065, 9070, 9071, 9080, 9081, 9082, 9084, 9085, 9100, 9101.
k
Includes ICD-O-3: 9867, 9826.
l
Includes ICD-O-3: 9727, 9840, 9861, 9865–9867, 9869, 9871–9874, 9891, 9895–9898, 9910, 9911, 9920, 9945, 9946.
m
Includes ICD-O-3: 9702, 9705, 9708, 9709, 9714, 9716–9719, 9827.
n
Includes ICD-O-3: 9728, 9729, 9811–9818, 9835–9837.
o
Includes ICD-O-3: serous tumors (8020, 8021, 8050, 8120, 8260, 8441, 8442, 8450, 8460–8462, 9014), endometrioid tumors (8380, 8381), mucinous tumors
(8470, 8471, 8480, 8481), clear cell tumors (8310), carcinosarcoma (8980, 8950, 8951), carcinoma, NOS (8010, 8046, 8140, 8440), mixed tumors (8255, 8323).
p
Several ICD-O-3 histology codes were historically used but are no longer represented in the 2016 WHO guidelines. These former histology codes have
been included, because many diagnoses were registered prior to 2010 using these codes.
a

Based on prognosis and type of treatment, 3 distinct
subgroups of AYAs with a UPCP can be identiﬁed: (1)
traditional survivors, or patients undergoing standard
established treatment with an life expectancy of 1 to 5
years; (2) low-grade glioma (LGG) survivors, or patients
with an LGG with a life expectancy of 5 to 10 years; and
(3) new survivors, or patients with a UPCP undergoing
novel treatment(s).

Where are treatments that address the isssues relevant
to my age?”43 These traditional survivors are typically
treated with one treatment after another, switching
regimen whenever the disease progresses, and eventually running out of options. Because these patients are
constantly on treatment, they often do not have time
without adverse eﬀects and clinic appointments, and
treatments become part of their normal routine.44,45

Traditional Survivors
Traditional survivors include AYAs with leukemia, lymphoma, or metastatic tumors in the breast, colon and
rectum, ovary, or testis (germ cell), treated with radiotherapy, chemotherapy, or hormone therapy. Although
median overall survival for patients with these cancers
is generally well described, it is based on studies with
a signiﬁcantly older median patient age.33 As a young
patient with colorectal cancer described her care experience: “You treat me like I am a 70-year-old patient.

LGG Survivors
Primary brain and central nervous system tumors are the
third most common cancer and the third most common
cause of cancer death in AYAs.46 Gliomas account
for 29% to 35% of the brain tumors, with approximately two-thirds comprising LGGs.47 LGGs encompass
a heterogeneous group of diﬀuse, slow-growing glial
brain tumors.48 Despite the fact that LGGs remain a
major contributor to morbidity and mortality in AYAs,
this young patient group is not often speciﬁcally studied
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in neuro-oncology. Initial treatment of many LGGs is
surgical resection, although some are unresectable from
the outset.49 Evidence indicates that, after tumor resection, high-risk patients beneﬁt from immediate adjuvant radiotherapy and chemotherapy, whereas watchful
waiting or surveillance is a reasonable option for lowrisk patients.49 When progression is not expected to
occur rapidly, delaying postoperative treatment is particularly attractive because the signiﬁcant adverse eﬀects
associated with additional therapies can be postponed
without compromising survival outcomes.49 Despite intensive treatment, tumor recurrence inevitably occurs
in most patients with diﬀusely inﬁltrating LGGs, and
often develops into a high-grade glioma. Patients with
progressive low-grade or dediﬀerentiated gliomas will
eventually die of tumor progression.50,51 Depending on
histology, tumor size, and neurologic deﬁcits, 82% of AYAs
with an LGG survive $5 years (Table 1).50 However,
prolonged survival is often accompanied by cognitive
decline caused by tumor inﬁltration, tumor-related epilepsy, radiation damage, psychologic stress, or a combination of these factors.50,52 Up to 90% of patients with
LGGs may experience long-term cognitive deﬁcits, including impairments in memory, attention, communication, and executive functioning, which can hamper
daily functioning, achievement of developmental milestones, and health-related quality of life.50,53,54 LGGs and
their management can aﬀect all aspects of life, and due to
the cognitive deterioration over time, this cancer can
impact daily life even more severely than most other AYA
cancers.54 The disease has a signiﬁcant impact on informal
caregivers as well, as they have to cope with the burden of
cancer, the psychologic consequences, the physical and
cognitive deterioration of their child or partner for a
relatively long time, and a possible reversal of roles.51,55

New Survivors
New survivors can been characterized by patients receiving novel therapies, including immunotherapy or
targeted therapy, which have signiﬁcantly improved
outcomes.15,56 Typical examples of new AYA cancer
survivors are patients with advanced melanomas, lung
cancer, or recurrent leukemias and lymphomas. Because
of the novelty of some therapies, long-term adverse effects have not yet been well described, and prognostic
information is often lacking.33,45 The uncertain prognosis
forces this new AYA survivor population to focus on scan
results to monitor disease progression, and many of
these patients do not plan their lives beyond the next
clinical outcome assessment.44 Uncertainty about the
eﬀectiveness of therapy and the anxiety of running out of
treatment options is an enormous emotional burden.33,36
In daily life, anxiety about scan results and the rollercoaster of emotions associated with alternating good
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and bad results, and everything in between, inﬂuence
important life choices, such as relationships and career
plans. Because these novel therapies are not eﬀective
for every patient, the reality is that only a small number
of AYAs with advanced cancer will survive considerably
longer, and it remains unknown who those survivors are.56
Patients who do survive longer than expected typically
have few “patient peers,” because their peers either die or
transfer into long-term follow-up care. Patients are also
often confronted with diﬃculties relating to the expense of
accessing novel treatments, which is a burden in itself.45

Future Perspectives
It is important to note that the SEER database is limited,
because no data are available from AYAs who experienced disease progression at a later stage. Furthermore,
the SEER data may not be fully representative of the
entire AYA population living with a UPCP; diﬀerences in
access to eﬀective healthcare and treatment ethics exist
between countries, for example. To be able to develop
personalized (supportive) care programs and interventions, we need not only insight into the epidemiologic
characteristics of this new lost tribe but also an understanding of the needs, challenges, preferences, and
everyday experiences of AYAs with a UPCP.
Based on available literature, Garcı́a-Rueda et al57
created a model to understand the experience of patients
living with advanced cancer. They identiﬁed the common desire of patients to live normally while being aware
of the approach of death, and described living with
advanced cancer as a unique process. During this process, patients experience suﬀering, which can aﬀect
every aspect of their lives (ie, physical, psychosocial,
emotional, spiritual). Patients try to reduce this suﬀering
and ﬁnd (new) meaning in life through internal processing, such as adapting to change or staying positive.
Each patient experiences this process diﬀerently,
depending on the person’s personality, available social
support, and the aggressiveness and progression of the
cancer. The impact of the patient’s disease on the family
dynamics, the importance of the support network, and
the healthcare context are also included in this model.
Moreover, the study highlights the diversity of the advanced cancer population and emphasizes a focus on the
individual and their personal cancer journey rather than
on the disease. This model could serve as a starting point
to study the speciﬁcs of AYAs living with a UPCP. A
scoping review found several knowledge gaps in the
literature on the experience of AYAs with advanced
cancer, including their experience within the healthcare
system; their relationships with children, partners, parents, and other AYA patients; and the impact of sociodemographic factors (ie, sex, race, socioeconomic status,
sexual orientation) on their experiences.33 These ﬁndings
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were supported by an integrative literature study, showing a lack of evidence on the everyday experience of AYAs
with advanced cancer.32 Although these AYA patients can
have similarities to children or adults with advanced cancer,
they may have unique concerns related to age, life stage,
and family dynamics that have not yet been identiﬁed.
These investigators all call for more research into the
experiences of AYA patients with advanced cancer so that
person-centered care initiatives can be developed to
improve their lives in a meaningful way.32,33,57 Existing
clinical practice guidelines highlight the need for early
integration of supportive and palliative care in standard
oncology care for AYAs in order to meet the unique
medical, psychosocial, and supportive care needs of
these patients and their families.58 An integrated palliative care service with early engagement can provide
open discussion around advanced care planning,58
which can be deﬁned as “a process that supports [patients] at any age or stage of health in understanding and
sharing their personal values, life goals, and preferences
regarding future medical care.”59 Advanced care planning needs to be seen as an ongoing process embedded
within standard healthcare and, particularly for AYAs
with a UPCP, should be implemented early in the disease
trajectory.59 Importantly, the introduction of supportive
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care rather than palliative care terminology allows the
introduction of relevant concepts and discussions in a
less stigmatized way. Speaking the right language at the
right moment, although crucial for all patients with cancer, is of utmost importance in this precious phase of life
for AYAs with a UPCP. The dynamics and ﬂuctuating
characteristics of life-limiting cancers and life circumstances of AYAs demand a patient-centered approach and
the revisiting and revision of patients’ wishes over time.60
With limited empirical literature available on the topic
of this new lost tribe, it is clear that research is needed to
comprehensively examine the experiences of AYAs with a
UPCP to adjust best care practices for this unique group.
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