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ABSTRACT

OBJECTIVE To examine the experiences with cancer of adults diagnosed when between 20 and 35
years old.

DESIGN Qualitative study using semistructured interviews.
SETTING Largest health care region in the province of New Brunswick.
PARTICIPANTS Six men and 9 women cancer patients and survivors.

METHOD Fifteen adults interviewed when between the ages of 20 and 43 representing a variety of
cancers and stages of disease were recruited for this study. Interviews were guided by a set of open-
ended questions and explored participants’ experiences with cancer from initial presentation of
symptoms through to survivorship issues.

MAIN FINDINGS The most important clinical issue that emerged from the analysis was that
participants’ youth appeared to contribute to delays in diagnosis of cancer. These delays were
attributed to either patients’ or physicians’ inaction. Some patients attributed their initial cancer
symptoms to the adverse effects of alcohol or excessive partying; others feared a bad diagnosis and
delayed seeking help. Family physicians frequently interpreted nonspecific symptoms as resulting
from patients’ lifestyle choices and were reluctant to consider a diagnosis of cancer. Several family
physicians reportedly believed that persistent symptoms could not be the result of cancer because
patients were too young.

CONCLUSION Although cancer is relatively rare in young adults, family physicians need to include it
in differential diagnoses. Both patients and physicians tend to minimize cancer symptoms in young
adults. Delays in diagnosis might not affect health outcomes, but can cause distress to young adults
with cancer.

EDITOR'S KEY POINTS

 This qualitative study explored the experiences of
young adults diagnosed with cancer. Delays in diag-
nosis were reported by about 75% of participants.
« Patients often delayed seeking a diagnosis because
of a feeling of invincibility or a state of denial.
Physicians sometimes failed to consider a diagnosis
of cancer because patients were so young.
This article has been peer reviewed. « Family physicians should remember that youth is not
Full text available in English at www.cfpe.ca/cfp. always a protective factor against cancer.
Can Fam Physician 2006;52:1446-1447.
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Les jeunes adultes confrontés au cancer

Commentaires des patients et des survivants

Baukje (Bo) Miedema, ma,pp  Julie Easley Ryan Hamilton, mses

RESUME

OBJECTIF Déterminer comment les adultes de 20 a 35 ans vivent le fait d’étre confrontés a un
diagnostic de cancer.

TYPE D'ETUDE Etude qualitative & I'aide d’entrevues semi-structurées.
CONTEXTE La région sanitaire la plus étendue du Nouveau-Brunswick.
PARTICIPANTS Six hommes et 9 femmes atteints ou survivants d'un cancer.

METHODE Pour cette étude, 15 adultes représentant divers types de cancer a divers stades ont été
interviewés alors qu'ils avaient entre 20 et 43 ans. Les entrevues étaient conduites a I'aide d'un
ensemble de questions ouvertes; elles exploraient I'expérience vécue par les participants a partir
des premiers symptomes jusqu’a la période de survie.

PRINCIPALES OBSERVATIONS L'issue la plus importante révélée par I'analyse est que 1'dge des
participants semble contribuer a retarder le diagnostic du cancer. Ce retard pouvait étre attribué a
I'inaction du patient ou du médecin. Certains patients attribuaient les symptomes initiaux du cancer
a trop d’alcool ou de sorties; d’autres la croyaient consultation, craignant le verdict. Les médecins
de famille interprétaient souvent des symptomes non spécifiques comme résultant du mode de

vie choisi par le patient, hésitant a envisager un diagnostic de cancer. Apparemment, plusieurs
meédecins croyaient que les symptomes persistants ne pouvaient étre dus a un cancer, parce que le
patient était trop jeune.

CONCLUSION Méme si le cancer est relativement rare chez le jeune adulte, le médecin de famille doit
I'inclure dans le diagnostic différentiel. Autant le patient que le médecin ont tendance a minimiser
les symptomes de cancer chez le jeune adulte. Méme si un retard de diagnostic ne modifie pas
nécessairement les conséquences pour la santé, il peut étre source de détresse chez le jeune adulte
qui a un cancetr.

POINTS DE REPERE DU REDACTEUR

» Cette étude qualitative voulait savoir comment les
jeunes adultes confrontés a un diagnostic de cancer
vivent cette expérience. Des retards de diagnostic ont
€té mentionnés par environ 75 % des participants.

 Les patients tardent souvent a consulter en raison
d'un sentiment d'invulnérabilité ou parce qu'ils nient
le probléeme. Parfois, le médecin n'envisage pas le
diagnostic de cancer parce que le patient est trop

jeune.

* Le médecin de famille devrait se souvenir que I'dge

Cet article a fait I'objet d'une révision par des pairs. ne procure pas toujours une protection contre le
Le texte intégral est accessible en anglais a www.cfpc.ca/cfp. cancer.

Can Fam Physician 2006;52:1446-1447.
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uring the past decade, 100000 adults between
Dthe ages of 20 and 44 were diagnosed with can-

cer in Canada. One quarter died of cancer, and
850000 potential years of life were lost.! Researchers
estimated that, in 2005, more than 6000 adults between
the ages of 20 and 39 years would develop cancer.?

Although the total number of young adults who
develop cancer is small, and overall incidence is stable
for most cancers, rates of thyroid cancer among young
women and testicular cancer among young men are ris-
ing.> The most common cancers among young adults are
breast and testicular cancer.®* Young women are twice as
likely to develop cancer as young men are. In general,
the prognosis of young adults with cancer is good, yet
cancer remains the leading cause of death among young
women and the third leading cause of death (after acci-
dental death and suicide) among young men.!

Patients with specific and nonspecific symptoms of
cancer present most often to family physicians. Regular
visits to a physician can be an important cancer preven-
tion strategy and offer opportunities for early detection
of cancer.* Family physicians, however, do not always
know when to screen or order appropriate tests or have
the confidence to diagnose cancer or ask patients the
important questions.>® These factors can contribute to
delays in diagnosing cancer. Patients’ inaction—often
rooted in fear—and sometimes the health care system
can also cause delays in diagnosis.!®!2 Some believe
that the sooner a malignant growth is treated, the bet-
ter the outcome,'?-1¢ but others argue that delayed diag-
nosis has little effect on outcome.!”!® Regardless of
clinical outcome, delayed diagnosis could cause sub-
stantial problems for both patients and physicians. It
heightens patients’ stress and anxiety; it might limit
treatment options; it can harm patient-physician rela-
tionships; and it can expose physicians to malpractice
suits.!%-22

An extensive search of the literature revealed sev-
eral studies dealing with cancer issues among older
adults and among children. Few studies looked at the
experiences of young adults with cancer, and even
fewer focused specifically on (delayed) diagnosis.
Although cancer rates among young adults are dou-
ble those among children, there is much more litera-
ture on pediatric cancer. Young adults’ cancer issues
seem to fall through the crack between children’s can-
cer issues and older adults’ issues.?*?* This study was
designed to fill that gap and to study the cancer expe-
riences of adults diagnosed when between 15 and 35
years old.

Dr Miedema is Director of Research at the Dalhousie
University Family Medicine Teaching Unit (FMTU)
located at the Dr Everett Chalmers Regional Hospital in
Fredericton, NB. Ms Easley and Mr Hamilton are part-
time research assistants at the FMTU.
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METHOD

Setting

New Brunswick is largely a rural province with a population
of 760000 people. The 7 health care regions in the province
provide a variety of health care services. This study took
place in the largest health care region in the province.

Participant recruitment and data collection
Participants were recruited through newspaper advertise-
ments, radio announcements, and posters in doctors’ offices
and local gymnasiums. Over several weeks, 15 people vol-
unteered to participate in the study. Before the interviews
commenced, written informed consent and demographic
information were obtained from participants. Open-ended
questions were used in the interviews, which were con-
ducted wherever participants suggested. There were 5
general questions starting with, “Could you please tell me
about when you were diagnosed with cancer and how you
felt about that?” Mr Hamilton interviewed the men, and Ms
Easley and Dr Miedema interviewed the women.

Analysis
Interviews were transcribed verbatim. Transcripts were read
and analyzed by 4 researchers, including the interviewers,
immediately after each interview. Responses were coded
and compared with previous interviews. New codes were
documented during numerous team meetings. After 13
interviews, no new codes were identified. The 2 remaining
interviews were completed, and their data were added to
the analysis. The team identified 3 central themes: delayed
diagnosis, support issues, and coping strategies. This paper
focuses exclusively on a single theme: delayed diagnosis.

To present a rigorous qualitative analysis, the study
methods were evaluated for how well they could be
audited and for their credibility.?® For auditing purposes,
we documented all steps from transcription of raw data to
final analysis (eg, notes, transcripts, coding schemes, team
meeting minutes). Credibility was achieved by inviting par-
ticipants to comment on the study summary. We were able
to reach 12 of the 15 participants; one had died shortly after
the interview, and 2 others could not be located. Only 1
participant chose to comment, stating that the summary
reflected his or her experiences. Finally, we believe we have
faithfully shown participants’ everyday reality because 3
members of the research team were young adults them-
selves, and 1 was a young adult cancer survivor.?

The study was approved by the regional hospital’s
Research Ethics Committee.

FINDINGS

Participants were a diverse sample ranging from first-
year university students to older people with established
careers and families. The types of cancers represented
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Table 1. Characteristics of participants

STATUS AT

PARTICIPANT CODE SEX AGE AT DIAGNOSIS CURRENT AGE INTERVIEW TYPE OF CANCER
JFO1 Female 32 33 Patient Thyroid cancer
JF02 Female 17,27 43 Survivor Hodgkin's lymphoma and

thyroid cancer
JFO3 Female 29 35 Survivor Synovial cancer
JFo4 Female 15, 20 28 Survivor Hodgkin's lymphoma
JFO5 Female 28 34 Survivor Breast cancer
JFo6 Female 31 32 Patient Breast cancer
JFO7 Female 25, 27 28 Survivor Breast cancer
JFo8 Female 35 37 Patient Melanoma
JFO9 Female 23 29 Survivor Hodgkin's lymphoma
RMO1 Male 24 26 Survivor Osteosarcoma
RM02 Male 20 21 Survivor Hodgkin's lymphoma
RMO03 Male 30, 33 35 Survivor Fibrohystiocytoma
RMO04 Male 20 20 Patient Hodgkin's lymphoma
RMO05 Male 31 31 Patient Leukemia
RMo06 Male 29 31 Patient Colorectal cancer

in the group ranged from breast cancer to an uncom-
mon abdominal synovial cancer (Table 1).

Despite the fact that the interviewers did not focus
exclusively on the issue of diagnosis, it became apparent
that the process of diagnosis was an important aspect of
the overall cancer experience. Some reported that they
were diagnosed promptly and received timely treatment.
A man aged 21 with Hodgkin’s lymphoma described his
experience as follows:

After [seeing a family physician], it went fairly quickly,
like I saw the specialist and then maybe 2 or 3 weeks
later I had the surgery and right after that—maybe
the next month—I just went to the next doctor and
just kept going. I was in [city X] getting the treat-
ments [radiation] within 2% months. 1 guess it was
in September or August that I went to see the throat
specialist, and in November I started doing the radia-
tion, so it went by pretty quickly.

More than three quarters of participants, however,
described some delay in the diagnostic process. These
delays were reportedly caused by either patients’ or phy-
sicians’ inaction.

Patients’ inaction

Many participants used the word invincible to describe how
they saw themselves before the cancer diagnosis. They
assumed that such symptoms as fatigue and visual dis-
turbances were the result of lifestyle choices, such as too
much partying, too much alcohol consumption, and other
“bad habits”. Others ignored symptoms out of fear of seri-
ous illness. A 28-year-old female breast cancer patient said:

Well, my boyfriend (who is my husband now) said,
“You know you have a lump there, don't you?” And I
said, “No.” And he said, “Well, you do.” So, I felt it and
I had a little lump around my nipple and I thought,
well that is nothing, you always hear about people
with these lumps.

In this case, the young woman'’s delay in seeking medi-
cal attention was partly because she had dismissed her
symptoms but also because of the shortage of family
physicians in her area. She could not find a family phy-
sician in the city to which she had just moved and had
to wait for an opportunity to visit her physician in her
previous home town. Visiting the physician was further
complicated by a lack of transportation.

When symptoms persisted, some participants devel-
oped a sense of foreboding, fearing a diagnosis of cancer.
This fear contributed to delay in seeking medical attention.
One man aged 20 with Hodgkin's lymphoma explained:

I mean, I guess it's partly my fault that I didn't go to
the [family] doctor, but I thought it was just a cold.
And I was kind of afraid of going to the doctors and
finding out what it was.... Even when I started think-
ing that it might be [cancer], I kind of waited a little
longer than I should have.

A few participants whose cancer recurred indicated
that they actively denied persistent symptoms, even
though “deep down” they knew what was happening,
having gone through it before. A 28-year-old woman
with Hodgkin’s lymphoma who was first diagnosed with
cancer during her teenage years said:
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I wasn't feeling well, but I wouldn't admit it. I was
in [city X], away from my family. I came home on
the weekends, but I knew that there was something
wrong... anyway, so it was at Christmas time that I
came home for the holidays and I got sick. I had a
cold that just wouldn't go away. So, I never, never
said, you know it could be back [cancer recurrence],
but it was in the back of my mind.

Physicians' inaction

Some delays were due to physicians’ reluctance to make
a diagnosis. One 29-year-old participant, who had a
very unusual synovial cancer, had a difficult time obtain-
ing the proper diagnosis from either her family physician
or a specialist.

I guess we went for months dealing with the aller-
gies first, and when that was done, I was back and
said okay, there is a little lump there now, and it was
about the size of a pea maybe, and [the family physi-
cian] still said it was nothing, you know, it was just
a lipoma and tried to convince me of that. But I kept
going back because I just... it was, you know, it was
bothering me. So, [the family physician] said we will
send you to the surgeon. I went to the surgeon. The
surgeon gave me the same diagnosis, it was a lipoma,
didn’t need to come out, it was just a fat cluster, you
know, it might grow a bit, don't be concerned....

A 25-year-old woman with breast cancer had a similar
experience. She reported, “So I went for an ultrasound
and they looked at it, and you could see it [lump in
breast], and they said it is probably nothing because you
are so young.”

Some participants described cancer-specific symp-
toms, but their physicians thought that, given their youth,
cancer was unlikely. One 29-year-old man, who died
of colorectal cancer shortly after his interview, waited
almost a full year for a final diagnosis and described
encounters with his family physician.

[The family physician] started putting me on stool
softeners in September; [that] was the same thing I
tried to do to myself. For some reason I thought that
[the family physician] knew something more.... I went
to see [the family physician] a couple of times but [the
family physician] just put me on more frigging stool
softeners.... I was losing a little bit of weight,... but
[the family physician] still didn't seem to make a dif-
ference... I think it was February, and I had lost like 55
Ibs and I just walked in and said, “there’s something
wrong.” [The family physician] said, “Well, if you were
65, I would say it was cancer, but it can't be.”

Another participant, aged 32 with breast can-
cer, described her initial consultation with her family
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physician after she found a large lump in her breast, “So
[ went in and saw the doctor, [the family physician] sort
of was really hum and hum saying, ‘Oh you know, it's
probably just a cyst because you're so young.” And I'm
like, ‘No, find out what it is.”

Not only family physicians, but other medical profes-
sionals assumed that age was a protective factor also.
One 35-year-old man with fibrohistiocytoma described
his experience: “I had my MRI, and they made com-
ments and asked me if I hurt myself cause I guess I was
young and usually they don't get young people with can-
cer in their legs.”

DISCUSSION

There is very little literature on young adults’ experi-
ences with cancer, so the goal of this study was to gain
an understanding of these experiences. We did not set
out to focus on a specific topic, but analysis of the data
showed that many participants perceived their diagno-
sis to have been delayed. Sometimes participants them-
selves postponed seeking medical attention after they
had specific or nonspecific symptoms. It is not uncom-
mon for patients in denial to minimize their complaints,
which could lead to misdiagnosis or delayed diagnosis.?
In a substantial number of cases, however, physicians
ignored symptoms because patients’ age did not fit a
cancer profile. Physician-caused delay in cancer diagno-
sis has been reported in the literature for both adoles-
cents and older adults.?7-#

With the exception of 1 study participant, it is unclear
whether these delays in diagnosis resulted in worse out-
comes for patients. In the literature, there appears to be
a lack of consensus on the effects of delayed diagnosis.
Size of tumours at time of presentation seems to have
as much effect on outcome as diagnostic delays.!529:3
Even if a diagnostic delay does not seriously affect the
outcome of the disease, it can limit treatment options for
certain cancers and might leave physicians open to mal-
practice suits.*' In the United States, most clinical cancer
malpractice suits are in relation to perceived delays in
breast cancer diagnosis. When patients think physicians
are to blame for delayed diagnoses, patient-physician
relationships can be severely compromised.?'?? Finally,
a perceived delay in cancer diagnosis adds considerable
stress to an already stressful situation.2%32 High stress
levels might hinder treatment.

There is evidence in the literature of delayed cancer diag-
nosis in children because physicians do not suspect serious
illness; our study found a similar tendency. A contributing
factor is young adults’ tendency not to suspect serious dis-
ease either, along with their sense of invincibility.

Although our results do not suggest that family physi-
cians should order unnecessary tests when young adults
present with nonspecific symptoms, they do alert fam-
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ily physicians to the fact that age does not always pro-
tect against cancer. While cancer is unlikely among young
adults, it must remain in the differential diagnosis, par-
ticularly when symptoms persist. Appropriate follow-up in
such cases might well prevent delays in diagnosing cancer.

Limitations

The conclusions drawn from this study were based on
the comments of a self-selected sample of young adult
cancer patients or survivors. We acknowledge that
there might be selection bias toward people who have
experienced medical, psychological, or social problems
throughout their experiences with cancer. We believe,
however, that this does not take away from the serious-
ness of the issues these participants brought forward.

Conclusion

This qualitative study highlights the fact that youth can
contribute to delayed diagnosis of cancer. Young people
delay seeking medical attention because they feel invin-
cible or fear a serious diagnosis. Family physicians also
might delay a diagnosis of cancer because young adults
do not fit the profile of typical cancer patients. Family
physicians should implement appropriate follow-up pro-
cedures for patients who seem too young for cancer but
present with cancer symptoms. W%
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