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Abstract
The shift from adolescence to adulthood is marked by increased independence from parents. The purpose of this research is to
describe types of beneficial support and concordance between young adult cancer patients/survivors and their parents. One-on-
one phone interviews were conducted. Data were analyzed with constant comparison and linguistic methods. Fifteen patients and
eight mothers participated. Support types most cited included informational, tangible, and emotional. The greatest difference
between patients and mothers was in mention of emotional or tangible support. Continued attention to the role of parental support
for young adult cancer patients is important for care.
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Young adults, those 19–29, often see themselves as Bin
between,^moving towards independence, but still closely tied
to their parents [3]. Young adult cancer patients navigate this
transition while also often needing support from parents as
caregivers. Young adult cancer patients may require months
or years of follow-up care, requiring an extended reliance on
parent caregivers for psychosocial support.

Conflict may arise due to the differing views of what kind of
support patients and parents believe to be the most beneficial
[21]. Tension may exist for parents who want to maintain con-
trol, but at the same time want to allow their adult child to make
their own decisions [2, 12, 15]. As such, establishing roles for
support that work for patients and parents is important to prevent
conflict from developing, reduce distress for patients and care-
givers, and ensure patients receive the best care possible.

The aim of this research is to describe what types of social
support (tangible, emotional, informational) young adult can-
cer patients and their parents perceived to be most beneficial
during the cancer care trajectory, and if those described sup-
ports were in alignment.

Methods

This study received approval from the University of South
Florida Institutional Review Board. Informed consent was
obtained from all individual participants included in the study.

Recruitment

Participantswere recruited fromtheAdolescent andYoungAdult
clinic at an NCI-designated Comprehensive Cancer Center.
Criteria for patient inclusion included (1) age 19–29 at the time
of the interview; (2) diagnosis of cancer between ages of 19–29
and receiving current treatment or follow-up care at the cancer
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center;and(3) therewasaparentprovidingsupport for thepatient.
The research team contacted each potential participant by phone,
andpatientswhoagreed toparticipatewere asked to refer amoth-
er/father. Patients could participatewithout referring a parent, but
parents were ineligible to participate on their own.

Of 28 eligible patients, 10 could not be reached by tele-
phone. Three patients declined to participate. Of the 15 pa-
tients who agreed to participate, 11 referred a mother. Three
parents declined to participate.

Interviews

Research staff trained in qualitative methods conducted all
interviews over the phone to allow for maximum convenience
for participants. Using a semi-structured interview guide, all
participants were asked to describe the ideal and actual role of
parents in supporting young adult patients (two questions),
and to provide examples of this support. All interviews were
audio recorded and professionally transcribed verbatim.
Demographic information was also obtained.

Data Analysis

We used two stages of iterative thematic analysis when
reviewing the transcripts: constant comparison and keyword
analysis. First, transcripts were segmented by page and coded
using NVivo software [16] by two trained coders. Types of
support were categorized by role (patient or mother) and by
categorizing support type using a code book developed based
on social support definitions (2003) [8, 11] and refined
through traditional constant comparison methods [5].

Next, we used AntConc software for keyword analysis based
on words identified within passages of text coded in the first
stage [1]. When combined with thematic coding using constant

comparison, keyword analysis is a useful validation tool and can
increase reliability and validity [6]. The words/word stems for
each type of support are listed in Table 1. Coders reviewed
passages identified through this method to determine context
and capture potentially missed passages in stage 1. Kappa ≥
80% was achieved for all codes. Table 1 lists the definitions of
the three types of support.

Results

Demographics

The study sample includes 15 patients and eight mothers
(Table 2). Most participants were White (66%). The majority
of patients were male (60%), and all of the parents were
mothers of the patients. Interviews lasted an average of
35.5 min (range 14 to 57).

Support Themes

Informational A higher proportion of mothers (4/8) than pa-
tients (6/15) discussed informational support (Fig. 1). Only
two of eight parent-child dyads both mentioned informational
support. Information about treatment was sought by patients
and parents directly from medical professionals, and from
family, friends, and online resources. Often, patients relied
on a parent to help them understand the information.

There was a lot of things that I didn’t understand and my
momwas the one that I went to. I would ask her, ‘Hey, is
this the way I should go?’ ‘Is this what I should do?’
‘Explain it to me’. (male patient, 22, Study ID 105)

In addition to providing support to the young adult child, some
mothers discussed needing informational support for
themselves:

Honestly, it would be helpful if there was someone who
had gone through the same thing to guide us through all
the steps because the biggest fear you have is the un-
known…It’s unbelievable and the first thing you do is
go online which is the biggest mistake you could ever do
because…it’s all bad prognosis and it just puts you in a
depression spiral like no tomorrow. (mother of a 21-
year-old patient, Study ID 304)

Tangible All mothers (8/8) and 67% of patients (10/15)
mentioned tangible forms of support, with overlap in three
of eight parent-child dyads. Patients perceived tangible
forms of support as important to free up their time to focus

Table 1 Support type definitions and search terms

Support type Definition Search terms

Informational Provision of information
about the cancer
experience, such as
treatment and things to
expect.

inform*, understand*,
experience*

Tangible Tasks done for the patient,
such as transportation to
appointments, watching
children, or assisting with
finances.

appointment*, finance*,
cook*, clean*,
transport*, drive*,
kid*/child*

Emotional Provision of empathy and
compassion to the
patient, often through
Bbeing there^ and
providing a listening ear.

cry*, be* there, listen*,
emotion*, comfort*

An asterisk at the end of the word allows the AntConc software to identify
inflections of the base word
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Table 2 Participant
demographics Patients

(N = 15)

Parent caregivers

(N = 8)

Variable n % n %

Age Range

21–29

Median

26

– Range

46–60

Median 56.5

–

Sex, n (%)

Female 6 40.0 8 100.0

Race

Black or African American 2 13.3 2 28.6

Asian 1 6.7 1 14.3

White or Caucasian 10 66.7 4 57.1

Other 2 13.3 0 0.0

Latino/a 4 26.7 2 28.6

Education

Less than high school 2 16.7 0 0.0

High school graduate or equivalent 6 40.0 2 28.6

Some college or vocational school 5 33.3 2 28.6

College graduate or higher 2 13.3 3 42.9

Employment

Unemployed 4 26.7 1 14.3

Student 1 6.7 1 14.3

Part-time 1 6.7 0

Full-time 9 60.0 3 42.9

Religious affiliation

Baptist 2 13.3 1 14.3

Catholic 3 20.0 1 14.3

Presbyterian 0 0.0 2 28.6

Other Christian 4 26.7 3 42.9

Pagan 1 6.7 0 0.0

No religious affiliation 4 26.7 0 0.0

No answer 1 6.7 0 0.0

Financial status

Not very good 2 13.3 2 28.6

Comfortable 10 66.7 5 71.4

More than adequate to meet needs 3 20.0 0 0.0

Annual household income

Less than 10,000 2 13.3 0 0.0

10,000–24,999 2 13.3 2 28.6

25,000–39,999 3 20.0 1 14.3

40,000–49,999 1 6.7 0 0.0

50,000–74,999 1 6.7 2 28.6

75,000 or more 3 20.0 1 14.3

Prefer not to answer 1 6.7 1 14.3

Do not know 2 13.3 0 0.0

Marital status

Single 8 53.3 0 0.0

Married 5 33.3 5 71.4

Divorced 1 6.7 1 14.3

Other 1 6.7 1 14.3
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on healing. Participants mentioned several specific tasks,
including watching children, transportation assistance,
cooking, and cleaning.

I thought it was more important to cook for me, and
bring me things and just make sure I was okay in terms
of that. I think emotionally and physically people just
need to relax and rest and take care of themselves and let
their bodies heal. You don’t need somebody constantly
in your face. I didn’t, at least. (female patient, 27, Study
ID 111)
Most helpful would be taking care of the rest of the
family. Taking care of the children. (male patient, 29,
Study ID 113)

Both patients and mothers brought up moving back in with
parents as an important form of tangible support. Patients and
mothers saw parents as a safety net in this regard, although
some patients acknowledged it was a shift from being newly
independent to having to rely on mom and dad again.

…taking on anything they can off the child’s
shoulders so they don’t have to worry about it…
like letting them stay with them rather than having
to be out there on their own by themselves. That

way they’re around family. (mother of a 22-year-
old patient, Study ID 305)
From a parent, just someone that you know…if
anything goes the absolute worse, that you at least
have your parents to go back to just like any other
situation in life. You move out of the house. You
go get an apartment with your buddy and that falls
through. Where do you go? Back to your parents.
That’s always the best role for a parent in terms of
support is to just be there in case. (male patient,
21, single, Study ID 104)

Emotional The desire for emotional support was expressed by
100% of patients (15/15) and 87.5% of mothers (7/8), with
overlap in seven of eight dyads. Often emotional support was
described as just Bbeing there^ and providing a listening ear
despite reports from both patients and parents that parents
were unable to completely relate to or understand the patient
experience.

I would say…to comfort, to listen, to listen to them, to
comfort them. Just to be there because I’m not a doctor. I
wouldn’t knowwhat else to do. (mother of a 27-year-old
patient, Study ID 303)
In a perfect world, I think they [parents] should always
be there…even though they actually don’t know [what it
is like] or they can’t be in our shoes [or] they don’t really
have the knowledge of what we’re going through. (fe-
male patient, 27, Study ID 103)

Although there was a strong desire by patients for parents to
be present during the cancer experience, some patients also
suggested that parental support could also be overwhelming:

There have been times that I’ve had to and just kind of
walk away and go take my own time. (male patient, 21,
Study ID 104)
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Table 2 (continued)
Patients

(N = 15)

Parent caregivers

(N = 8)

Share residence with patient n/a n/a 3 37.5

Diagnosis

Osteosarcoma 4 26.7 n/a n/a

Breast cancer 3 20.0 n/a n/a

Brain/nervous system tumor 2 13.3 n/a n/a

Other soft tissue sarcoma 3 20.0 n/a n/a

Other 3 20.0 n/a n/a

n/a, not available
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Every time I have chemo, mymom’s there. She calls me
after… She’s very supportive. I mean, it can be very
disturbing sometimes, but I know it’s just out of love.
(Male patient, age 27, Study ID 110)

Discussion

Our findings describe types of support that both parents
and patients found helpful, and corroborate with previ-
ous research that indicates the provision of support for
individuals coping with cancer is a dynamic process
including multiple forms of support from caregivers
[18]. While all forms of support can be useful, the ma-
jority of mothers and all patients mentioned emotional
support in our study, suggesting this was particularly
important. This type of support in particular has been
linked to quality of life in cancer patients [4].

Both patients and mothers in our sample described in-
formational support least often. Patients and parents may
be learning as they go and independently seeking informa-
tional support from other sources, such as the oncologist
or the internet [19]. Although we found that patients often
rely on their parents for information and advice, it was
recognized that there were others with more expertise. In
this case, other forms of support could be perceived as the
most beneficial and desirable from parents [7, 10, 11, 20].
For example, though not explicitly described in depth in
our interviews, many cancer patients struggle to pay for
their care and financial support can be an important tangi-
ble resource that parents may be able to provide to reduce
the financial toxicity of cancer [9].

Conflict may arise due to the differing views of what kind
of support patients and parents believe to be the most benefi-
cial [21]. Tension may exist for parents who want to maintain
control, but at the same time want to allow their adult child to
make their own decisions [2, 12, 15]. Differences in the types
of support provided/desired can have important implications
for patient psychosocial adjustment. Research in adult cancer
populations suggests that both receipt of unwanted support
and a lack of desired support predict poorer psychological
adjustment [13, 14, 17]. The impact of this mismatch may
vary across the lifespan. For example, some young adult pa-
tients may be able to meet their own tangible needs more
completely than parents believe, resulting in a higher value
of parental emotional support for patients. The shift from ad-
olescence to young adulthood includes increased responsibil-
ity [2], so parents may perceive the alleviation of responsibil-
ity as a more beneficial reduction in their child’s newly-
acquired stressors. However, maintaining newly-acquired re-
sponsibilities and autonomy might be more important to the
patient’s development.

Limitations

The participants in this study had relatively high resources and
lowconflict; some selectionbiasmayhaveoccurred. In abroader
population where limited resources are more of a concern, there
may be more distinct differences in support needs and expected
roles. Future research should include a larger sample size, and the
opinions of partners, especially spouses, and fathers.

Conclusion

Although patients and mothers agreed that any support is
helpful, they have distinct expectations about the type of sup-
port parents should provide. Understanding those expecta-
tions can help health care providers navigate the young adult
cancer caregiving experience and mediate potential conflicts
that arise when provided support does not match expectations.
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