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ONF, 43(5), E195-E204. oung adult cancer survivors have unique experiences, needs, and chal-
doi: 10.1188/16.0NF.E195-E2014 lenges dependent on their age and diagnosis (Hall et al., 2012; Zebrack,

2009; Zebrack & Isaacson, 2012). Cancer can disrupt normal life stages,

such as finding a partner, establishing independence, finishing education,

starting a family, and gaining employment (Grinyer, 2009; Zebrack, 2011).

Young adult cancer survivors may also have specific concerns and needs regarding

appearance and body image, identity development, and long-term future health

(Bellizzi et al., 2012; Kelly & Gibson, 2008; Zebrack, 2011; Zebrack & [saacson, 2012).

Greater levels of psychological distress have been shown in young adult survivors

compared to older survivors (Costanzo et al., 2007; Costanzo, Ryff, & Singer, 2009;

Kwak et al., 2013; Parker, Baile, de Moor, & Cohen, 2003); therefore, young adults

require specific interventions from the oncology nurse (Adams et al., 2011; Hall
et al., 2012; Zebrack, 2009; Zebrack & [saacson, 2012).

The transition from initial treatment completion—commonly a course of 4-6

monthly cycles of cytotoxic chemotherapy treatment—to follow-up care can be
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a difficult period of adjustment for cancer survivors
involving heightened distress, uncertainty, and lost
confidence (Foster & Fenlon, 2011; Thompson, Palm-
er, & Dyson, 2009). Adjustment has previously been
conceptualized as a dynamic and ongoing process
(Brennan, 2001; National Cancer Institute [NCI], 2015).
Understanding the processes involved in adjustment
will help explain why some young adults adjust well,
whereas others do not. Policy makers have empha-
sized the importance of addressing psychosocial
concerns and of comprehensive cancer care planning
(Adler & Page, 2008; National Coalition for Cancer
Survivorship, n.d.). In the United Kingdom, key priori-
ties also include identifying ways of promoting and
sustaining recovery following treatment (Department
of Health, Macmillan Cancer Support, & NHS Improve-
ment, 2013). However, few studies have examined how
young adults experience the transition at the end of
treatment (Kelly & Gibson, 2008; Thompson et al.,
2009), and few interventions have been developed
to support young adults to adjust to survivorship
(Zebrack & Isaacson, 2012). Although definitions of
survivorship vary, in the United Kingdom, a cancer
survivor has been defined as an individual who has
completed initial treatment, regardless of his or her
prognosis (Department of Health, Macmillan Cancer
Support, & NHS Improvement, 2010).

Hodgkin lymphoma is one of the most common
cancers found in young adults (Bleyer, Viny, & Barr,
2006) with 9,050 individuals being diagnosed an-
nually in the United States (NCI, 2016) and 1,800 in
the United Kingdom (Cancer Research UK, n.d.).
Although five-year survival rates are more than 85%
(Cancer Research UK, n.d.; NCI, 2016), survivors are
at an increased risk of late effects of treatment and
psychosocial issues, including fear of recurrence, so-
cial and financial difficulties, and sexual and fertility
issues (Daniéls, Oerlemans, Krol, van de Poll-Franse,
& Creutzberg, 2013; Heutte et al., 2009; Roper, Mc-
Dermott, Cooley, Daley, & Fawcett, 2009). Only two
qualitative studies have been published about this
population (Bober, Park, Schmookler, Medeiros Nan-
carrow, & Diller, 2007; Grinyer, 2010), and very little
research has considered the psychosocial aspects of
nursing care. This article will report the experiences
of young adults with Hodgkin lymphoma during the
first year following initial treatment completion using
the conceptual framework of the authors’ previously
reported theory of positive adjustment to cancer
(Matheson et al., 2016).

Methods

A longitudinal, qualitative study using a grounded
theory methodology was conducted to explore, in
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depth, the experiences of young adults with Hodgkin
lymphoma and their psychosocial adjustment to sur-
vivorship in the year following treatment completion.
This was part of a larger doctoral research project
examining the experiences of young adults with both
Hodgkin lymphoma and testicular cancer.

Participants

Patients with Hodgkin lymphoma aged 20-45 years
and treated with curative intent who had completed
initial or secondary treatment (less than six months
ago) were eligible to participate in a larger study
that included a sample of testicular cancer survivors
(n = 18) reported previously (Matheson et al., 2016).
Patients were excluded if they were unable to partici-
pate in a face-to-face interview or speak fluent Eng-
lish, had a major medical comorbidity, or required
palliative or end-of-life care. Because the number of
eligible patients was likely to be small, the authors ex-
tended the NCI's (2014) definition of young adulthood
to include patients aged 45 years or younger instead
of 39 years or younger. This was also the rationale
for recruiting two patient groups in the larger study.

Procedure

Following approval from a National Health Service
(NHS) research ethics committee, participants were
recruited from three NHS cancer centers in England
from September 2012 to September 2014. Patients
were identified and invited into the study by their
clinician (hematologist or oncologist) or oncology or
hematology nurse during a clinic appointment around
the time of treatment completion. Face-to-face inter-
views were conducted by the principal investigator
(PD at each participant’s preferred venue and lasted
an hour on average. Interviews at time 1 (T1) took
place within six months of treatment completion (X =
2 months), and time 2 (T2) interviews occurred about
seven months later. A semistructured interview guide
was used involving open-ended questions to elicit
participants’ experiences of the psychosocial impact
of cancer on different aspects of their lives, their
information and support needs, and suggestions for
improvements to cancer services. Questions included
the following:
¢ “Can you tell me about your experience of complet-

ing cancer treatment?”
¢ “Can you tell me about the impact of cancer on dif-

ferent areas of your life since finishing treatment?”
e “Are there any areas where you felt you wanted
more information or support?”
¢ “What do you think might help young adults in the
future?”

As part of the larger study, patients with Hodgkin lym-

phoma were recruited and interviewed concurrently
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with the sample of patients with testicular cancer
reported elsewhere (Matheson et al., 2016). The
same interview topic guide was administered to all
participants. Interview data were stored securely in
electronic and hard copy form, in compliance with
ethical protocols and Oxford Brookes University
regulations. Only the PI and the study supervisory
team had full access to participants’ demographic
and interview data.

Data Analysis

Interviews were transcribed verbatim and ano-
nymized (mostly by the PI, with six interviews
transcribed by a professional transcriber). Data
were analyzed by the PI using social constructivist
grounded theory (Charmaz, 2006). A systematic and
iterative line-by-line coding procedure was employed
involving three stages: initial coding, focused cod-
ing, and theoretical coding as outlined by Charmaz
(2006). Throughout the coding procedure, the pro-
cesses involved in participants’ experiences were
explored, as well as participants’ feelings, beliefs,
actions, and hidden assumptions (Charmaz, 2006).
Constant comparison between codes was employed,
and codes were constantly revisited, which was an
iterative process. Trustworthiness of the analysis
was sought by regular use of a reflexive research
diary and detailed memo writing (Charmaz, 2006).
The analysis was discussed regularly during formal
meetings with the study supervisory team, two of
whom listened to a number of the interviews, read
and/or analyzed a sample of transcripts, and agreed
on the final themes.

The interviews at T1 and T2 were analyzed indi-
vidually and then collectively as similarities and
differences were explored. Little evidence showed
substantial change between T1 and T2 interviews,
although some participants exhibited specific chal-
lenges or issues that changed over time; however,
T2 interviews added further depth to the analysis.
Data collection and preliminary analysis occurred
concurrently, and emerging themes were explored
in greater depth in subsequent interviews.

Because of the recruitment of higher numbers
of patients with testicular cancer as part of the
larger study, the initial analysis of interviews, which
formed the basis of the grounded theory reported
previously (Matheson et al., 2016), was carried out
with this group of patients. The subsequent collec-
tive analysis of interviews of patients with Hodgkin
lymphoma provided a source of comparison and
helped further refine the grounded theory as it de-
veloped. The main processes involved in the theory
related to young adult survivors with both testicular
cancer and Hodgkin lymphoma.
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Findings

Thirty-one patients with Hodgkin lymphoma were
offered information packs about the study; 11 re-
sponded initially, and 10 participated (4 men and 6
women). Participant characteristics are summarized
in Table 1. All participants were interviewed at T1.
Seven were invited to a second interview; one failed
to respond, so six were reinterviewed at T2 (two men
and four women). The remaining participants (n = 3)
were not invited to be re-interviewed because of the
time constraints of the doctoral research studentship.
In total, 16 interviews were conducted. At T1, most
interviews took place in participants’ homes (n =
6), their workplaces (n = 2), or a cafe (n = 2). At T2,
participants were reinterviewed in their homes (n =
6); one of these participants had received treatment
since T1 for relapsed Hodgkin lymphoma.

The key processes in the authors’ grounded theory
of positive psychosocial adjustment to cancer in

TABLE 1. Sample Characteristics at Time 1 (N = 10)

Characteristic n

Age (years)
20-24
25-29
30-34
35-39

Employment
Full-time
Part-time
Unemployed

Ethnicity
White British 9
British (other) 1

Gender
Female 6
Male 4

Highest educational qualification
General Certificate of Secondary Education 3

examinations®
A-Levels® 1
Bachelor’s degree 3
Postgraduate degree 3

Initial treatment (at time 1)

Cytotoxic chemotherapy alone 7
Cytotoxic chemotherapy and surgery 2
Cytotoxic chemotherapy and radiotherapy 1

Living arrangement
Live with partner, or with partner and children 7
Live alone 1
Live with friends 1
Live with parents 1

Marital status

FNJEQINEN

R oA

Married 5
In a relationship 4
Divorced 1

2Normally taken at age 16 years in the United Kingdom
"Normally taken at age 18 years in the United Kingdom
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young adults with testicular cancer (Matheson et al.,
2016) were found to also apply to Hodgkin lymphoma
survivors, and they are used as a framework for pre-
senting the authors’ findings (see Figure 1). Positive
psychosocial adjustment was conceptualized as a pro-
cess of dismantling the current and future threats of
cancer involving the transitions of gaining a sense of
perspective over the threats of cancer (Transition 1)
and striving to get on with life and restore normality
(Transition 2). Six processes were involved in these
two transitions to positive adjustment.

Transition 1

Process 1: Weighing up the significance of can-
cer—Holding on to positive gains: Hodgkin lympho-
ma was unexpected during the life stages of young
adulthood. A male participant at T1 (Participant
Number 28 [P28]) referred to his cancer as a “pretty
major life event, frankly,” noting that it was his “first
serious health issue, and, at the age of 24, you don’t
expect serious health issues.” When participants re-
flected on their experience, they tended to appraise
the disease in negative and positive terms. Although
the disease and treatment were assessed as being
threatening and disruptive toward many aspects of
their lives, the illness was also perceived as having

FIGURE 1. A Grounded Theory of Positive Psychosocial Adjustment: Dismantling

the Present and Future Threats of Cancer
Note. Based on information from Matheson et al., 2016.

a positive impact, particularly on close relation-
ships, their life priorities, and their sense of personal
growth. A female participant at T1 (P4) said, “To be
honest, nothing’s changed; if anything, it’s better. . . .
Cancer can be devastating, and it can ruin lives, but
also I think it’s made my life better, and it makes you
find out who the true people are.” The process of
holding on to the positive gains from cancer helped
participants find greater meaning from the experience
and better accept significant losses and threats of the
disease, including lost time, threatened fertility, and
lost confidence in some areas.

Process 2: Positively reframing the threats of can-
cer—Making social comparisons and holding on to
positive illness perceptions: The process of making
social comparisons to others with perceived “worse
cancers” enabled participants to reframe having
Hodgkin lymphoma more positively and as a “good
cancer.” A male participant at T2 (P21) noted, “I'm
grateful that | had Hodgkin’s lymphoma; it could have
been a lot worse.” Social comparisons with long-term
survivors of Hodgkin lymphoma helped participants
hold on to the hope that life would be restored to
normality, particularly for participants whose recov-
ery was taking longer than they had expected. A male
participant at T2 (P3) explained that “being lympho-
ma, you still look at it and
weigh it up against, well,
at least it isn’t lung can-
cer or bowel cancer or . . .
something else; this one’s
the best type to have.”

Diagnosis E— Holding on to positive
- . perceptions of Hodgkin

Transition 1: Gaining a sense of perspective over the threats

Transition 2: Striving to get on with life and restore normality

lymphoma also facilitated
positive reframing because
the disease was perceived
to be a specific cancer with
a transient trajectory. A
female participant at T1
(P22) said that because
“it’s sort of a boxed cancer
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emotional support from existing friendships and from
young cancer survivors, which helped them normal-
ize the experience and reduce the threats of the dis-
ease. A male participant at T1 (P3) said when “you
speak to people with lymphoma, it’s not that bad,
but that’s only through talking to other people. . ..
It gives you a bit of hope as well.” Some participants
felt that peer mentoring, or having “a kind of buddy
person,” said a female participant at T1 (P6), would
have been helpful, particularly if this relationship
was with someone of a similar age and initiated dur-
ing treatment. A female participant at T1 elaborated
further, saying, “If I could have been linked up with
someone maybe who’d gone through treatment in a
similar situation as me, with young children . . . that
would have been really useful.” Participants regained
a sense of control through actively using support
and information. This came from organizations that
provide supportive cancer care including comple-
mentary and alternative therapies, such as medita-
tion and relaxation therapies, nutritional support
and advice, specialist psychological support, and
social, financial, and spiritual support and advice.
Participants also sought support and information
from cancer charities, patient information websites,
and their families and spouses. They particularly
valued being directed toward sources of support
(signposting); however, some participants expressed
ambivalence about seeking support from their nurse
or a clinical psychologist. Instead, they valued infor-
mal opportunities to reflect on the experience with
peers and health professionals. A male participant
at T2 (P3) described the feeling of getting “it off [his]
chest” and how “being able to talk to someone” felt
“amazing.” Some participants wanted specialist
counseling to be offered.

Transition 2

Process 4: Accepting and normalizing the threats
of cancer—Accepting the timing of cancer in young
adulthood and accepting appearance changes: Treat-
ment was perceived as stealing precious time from
what was felt to be a normally industrious period of
their lives. Participants struggled with having “life on
hold,” as a female participant said at T1 (P6). They
sought to normalize the experience and accept the
timing and threats of cancer in young adulthood. This
helped them to transition toward a sense of normality,
which was felt to be achieved in some participants by
T2. A female participant at T1 said, “You can’t change
life. You can’t say this should be happening to some-
body else because one in three of us will be affected
with cancer, and that’s life.” Some participants even
reframed the timing of cancer in young adulthood as
advantageous (e.g., higher chances of survival, their
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children would be too young to remember), which
facilitated the process of acceptance. However, some
participants who had not yet achieved parenthood
or typical milestones of adulthood struggled to ac-
cept the disease because of its threat to their future
life plans. A female participant at T2 described this
further.

So there’s work and career—the way it influences
that. There’s the whole fertility thing, there’s the
appearance thing, there’s indirect things like
insurance . . . and getting mortgages. I think all
of that is [going to] be affected by having to say,
“Yes, | have had cancer in the past.”

Participants who had not experienced initial visible
symptoms of Hodgkin lymphoma, such as lumps, also
found their cancer harder to accept because of the in-
visible nature of the disease, as one male participant
at T2 (P3) described.

It still doesn’t feel like I've got cancer. You still
imagine cancer to be something different to what
I've got. It’s not something [ can touch, where
some people get it and they got lumps. . .. 've
probably got a lump, but it’s in my chest, so I can’t
feel it or see it or touch it. I get side effects from
it but not directly to do with that, so sometimes
it feels like I'm a cheat [because] it feels like I
don’t have it.

Accepting temporary dependence and the need
for support from others was challenging for male
participants in particular because doing so conflicted
with their perceived role of supporting and protecting
others. Many female participants struggled to accept
changes in their appearance, particularly alopecia;
some male participants also were unexpectedly con-
cerned about appearance changes, such as weight
gain. Participants employed strategies of taking
control (through shaving hair), maintaining identity
(through keeping up with beauty regimens and hiding
appearance changes with head scarves or hats), and
using humor to minimize and normalize appearance
changes, as the following quotation from a female
participant at T2 (P4) illustrates:

Me and my mates used to make jokes about it. . . .
Me and [my partner] was making cakes once and
was having a cake fight, and he put [chocolate
spread] on the top of my head and licked it off
when [ was bald. . . . It was just making a laugh of it.

The perceived loss of femininity and sexual at-
tractiveness led to poorer self-confidence by T2 in
some female participants who struggled to accept
an altered appearance. One single female participant
at T1 (P6) felt that appearance changes affected her
confidence toward re-entering the dating scene: “I feel
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like [ can’t do it [because] | haven’t got my beautiful
long hair.”

Process 5: Preserving and enhancing the nor-
mal self—Defending against illness centrality and
striving to regain physical health normality: Young
adults rejected the idea that being a cancer survivor
was central to their identity; a male participant at
T1 (P11) said simply, “Cancer won’t define me as a
person.” Participants sought to preserve a normal
self throughout treatment and beyond, which helped
defend against the perceived stigma of having cancer.
Some also felt having cancer had enhanced their self-
identity, including a female participant at T2 (P4).

It takes a big chunk of you away. . . . It changed
me for the better. 'm obviously not glad that it
happened, but, in a way, | suppose | am a little bit
[because] it makes you appreciate things [and] it
makes you less insecure. . . . I feel more confident
now than I did before cancer.

Preservation of the normal self for some partici-
pants involved avoiding talking about lymphoma as
a cancer. A male participant at T2 (P3) noted, “I can’t
say ‘cancer’; I've got to say ‘lymphoma.”” Participants
also attempted to keep the disease in the background
of their lives. However, this led to risk-taking and non-
adherence to advice in one female participant at T1
(P4): “I wasn’t [going to] let [cancer] stop me doing
what [ wanted to do. . . .  might as well risk getting
an infection rather than stop living my life.” The de-
sire of participants to reclaim their normal identities
conflicted with the reminders of their cancer survivor
status, such as going to follow-up appointments or
wearing a medical alert bracelet or chain (in case
an emergency blood transfusion was needed). Par-
ticipants also struggled with feeling they were in an
“aged” body because of fatigue and lost fitness, so
increasing activity levels helped them to “feel part
of the world again” (P6). Some maintained exercise
programs during treatment, which seemed to lead to
reduced fatigue and improved vitality in these par-
ticipants. Fatigue took longer to resolve in others and
meant returning to work was challenging, so partici-
pants sought to accept this new normal physical self.

Process 6: Re-establishing a sense of security and
letting go of fears—Being prepared for the future
and maintaining hope for parenthood: The transi-
tion from treatment to follow-up and the loss of the
treatment “safety blanket” (P11) resulted in increased
vulnerability as participants sought to re-establish a
sense of security. A female participant at T1 (P6) ex-
plained that “nothing is certain anymore, [and] you're
suddenly faced with thinking about your life that you
might not have.” The perceived abrupt ending of treat-
ment led many participants to feel unprepared for life
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afterward, so some wanted more support between
finishing treatment and going to their next follow-up
appointment. A few participants expressed the need
for an additional telephone call during this time to
lessen their sense of abandonment from the often
excellent care they felt they had received during treat-
ment. A female participant at T1 (P24) described it in
this way: “You were just kind of sent off back into the
big wide world.” Some participants exhibited uncer-
tainty about knowing what is normal in their physical
recovery trajectory after treatment, such as the dura-
tion of ongoing symptoms; they felt that information
from health professionals was lacking or vague, which
led to greater anxiety. A male participant at T1 (P3)
said he wanted “someone to say, ‘Well, this is what
usually happens, [and] this is how long this will take
to recover.’ . . . haven’t got a clue how long it takes
to recover.” Some discussed the need for the provi-
sion of more information before treatment completion
(such as advice about when to stop medication, use
of contraception, use of sun cream, when they could
expect to resume work, socialization, and alcohol
consumption). Participants also wanted information
about where to seek psychosocial support. A male
participant at T1 (P28) described his confusion.

We got a lot of conflicting information about
whether me and my girlfriend have to use con-
doms. . .. Some doctors say, ‘Yes, you do,’ [and]
some doctors [were] not so sure; we were left
confused. Skincare as well because there’s very
confusing information about whether you can go
out in the sun or what you can do. Also working
... knowing what you can and cannot do wasn’t
made very clear at all.

In a few participants, fears of a recurrence resulted
in frequent self-checking for “cancer lumps,” which
could become obsessive and provoke anxiety. For
those participants whose disease had not presented
with palpable tumors, their fear of a recurrence being
missed was magnified. A few desired greater informa-
tion from health professionals about symptoms to
lessen anxiety. Those who wanted children were aware
of the threat of future disruption to their plans, so they
sought to maintain hope for future parenthood. Female
participants were given conflicting advice about when
they could attempt conception; they were either told
that a delay was unnecessary, or that they should wait
one year or wait two years. Accepting this waiting
game was a struggle, and some felt health professionals
gave inadequate or vague information on fertility, par-
ticularly regarding the process of testing fertility, and
wanted more written information. A lack of information
heightened participants’ concerns and hindered their
ability to feel they were getting on with life.
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Discussion

These findings add to the very limited literature on
the experiences and care needs of Hodgkin lymphoma
survivors (Bober et al., 2007; Grinyer, 2010). Using
the conceptual framework of the previously reported
grounded theory (Matheson et al., 2016), the current
authors have described the challenges these Hodgkin
lymphoma survivors experienced and the processes
that lead to a positive adjustment to cancer.

The study findings have several implications for
nurses caring for young adult cancer survivors to
enable positive adjustment. Providing greater infor-
mation prior to cancer treatment completion would
help better prepare young adults to re-establish a
sense of normality and security soon after treatment
completion. Oncology or hematology nurses need to
share information about how long most young people
with their type of cancer and stage of disease take to
recover from side effects of treatment, particularly
fatigue and alopecia. Young adults also need infor-
mation about when to resume working, socializing in
public, and consuming alcohol. As part of the treat-
ment completion assessment and review, oncology
or hematology nurses should also inform them about
medication use, sun exposure and protection, and
contraception and fertility interventions.

Female participants were given conflicting informa-
tion by clinicians on when they could safely attempt
conception. This finding reflects previous literature
that fertility information is perceived as inadequate
(Absolom et al., 2009; Wright, Coad, Morgan, Stark,
& Cable, 2014). A need exists for a robust body of
current evidence to be able to categorize any risks re-
garding pregnancy following treatment. In the United
Kingdom, the Lymphoma Association (n.d.) recom-
mends a two-year delay between receiving treatment
and attempting conception, yet acknowledges the
variability in advice given. Oncology or hematology
nurses can help young adults who have fertility con-
cerns by working with clinicians to provide consistent
information and psychological support.

A key role of oncology or hematology nurses is pro-
viding patient education (Oncology Nursing Society,
2011). Participants in this study particularly wanted
education about monitoring signs and symptoms of
disease recurrence. Providing this education may
help to increase self-efficacy (confidence to perform
a given behavior), which was lacking in some par-
ticipants. Survivors who presented with nonpalpable
disease would need information about how their
remission will be monitored to reduce fears of recur-
rence. Some participants expressed the need for at
least one additional telephone call after treatment
completion, preferably by an oncology or hematology
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nurse, to bridge the gap in support between treatment
and follow-up appointments. The current authors’
findings suggest a need for greater survivorship care
planning for young adults who have been treated
for Hodgkin lymphoma. In the United Kingdom, the
National Cancer Survivorship Initiative recommends
that oncology or hematology nurses conduct a holis-
tic needs assessment with an individual prior to his
or her completion of cancer treatment (Department of
Health et al., 2013). Overall, the current authors’ find-
ings suggest that young Hodgkin lymphoma survivors
need greater preparation for the end of treatment be-
cause the first few months on a follow-up regimen are
particularly challenging. Information and support to
facilitate self-management should, therefore, be given
prior to treatment completion to help young adults
prepare for this transition to follow-up (see Figure 2).

Young adult cancer survivors place high importance
on informal peer support, and some also wish to have
professional psychological therapy (Kent et al., 2013;
Matheson et al., 2016; Taylor, Pearce, Gibson, Fern, &
Whelan, 2013; Tsangaris et al., 2014). Methods for facili-
tating such support warrant additional investigation.
Oncology or hematology nurses who guide individuals
to support services should use a person-centered ap-
proach that takes into consideration biopsychosocial

FIGURE 2. Recommendations for Survivorship Care
Planning for Young Adults Around the Time
of Treatment Completion

PROVIDING SUPPORT AND INFORMATION

* Support patients to adapt and adjust to changes in their
body image.

¢ Guide patients to supportive services and charities, child care,
psychological support, nutritional services, or complimentary
cancer services that provide holistic support.

Offer post-treatment telephone follow-up and provide follow-
up assessment, information, and support by telephone for
patients who wish to receive it.

Assess patients’ social resources and support networks us-
ing various approaches, such as holistic needs assessment,
and facilitate age-, gender-, and diagnosis-appropriate pa-
tient support mechanisms, such as peer support and buddy
systems.

EDUCATION AND INFORMATION

¢ Provide information on topics including contraception, finan-
cial advice, alcohol consumption, skin care, and exercise
programs before treatment and near its end.

Offer education to instill confidence to check for recurrences.

Advise patients about fertility, including standardized advice
on the timing of parenthood after treatment.

Educate patients about mindfulness (or refer them to an
appropriately trained professional) and other activities such
as exercise goal setting; this can be done during and at the
end of treatment.
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Knowledge Translation

* Young adults treated for Hodgkin lymphoma can suc-
cessfully transition into survivorship, as illustrated by the
current authors’ grounded theory of positive psychosocial
adjustment to cancer.

e Greater survivorship care planning is needed because

young adult Hodgkin lymphoma survivors desire informa-

tion and support about the duration of recovery, signs of
relapse, resumption of employment and social activities,
and conception and fertility.

Patient education, information sharing, and informal sup-

port mechanisms would help enable positive adjustment

to cancer in young adults.

aspects of their care needs. Participants who were
guided (often by the oncology or hematology nurse) to
support services found this highly valuable because of
their physical, psychological, and social needs regard-
ing child care, income, and peer support. Because of
time constraints on oncology or hematology nurses,
the role of navigators for patients with cancer (Free-
man & Rodriguez, 2011) or trained support volunteers
could be explored further; they have been shown to
provide emotional support, information, and guidance
to services (Gabitova & Burke, 2014; Robinson-White,
Conroy, Slavish, & Rosenzweig, 2010). The Lymphoma
Association (n.d.) offers a patient buddy system in the
United Kingdom, which is a useful resource.

The authors’ findings show that the active accep-
tance of the impact of cancer, shown previously as a
useful coping strategy (Allart, Soubeyran, & Cousson-
Gélie, 2013; Barroilhet Diez, Forjaz, & Garrido Landivar,
2005), helped to facilitate positive adjustment, par-
ticularly toward appearance and fertility concerns.
This suggests that interventions that promote active
acceptance may be useful, such as mindfulness-based
interventions, including Acceptance and Commitment
Therapy (Chambers, Foley, Galt, Ferguson, & Clutton,
2012; Hulbert-Williams, Storey, & Wilson, 2015; Jones
et al.,, 2013; Piet, Wiirtzen, & Zachariae, 2012; Shennan,
Payne, & Fenlon, 2011). Additional research is needed
to test such interventions in young adults with cancer.

Some participants maintained exercise routines
during treatment and found this to be a helpful strat-
egy for reducing fatigue. Exercise or activity-based
interventions have been shown to be effective in
reducing fatigue in Hodgkin lymphoma survivors
(Oldervoll, Kaasa, Knobel, & Loge, 2003), as well as
other young adult survivors (Hauken, Holsen, Fismen,
& Larsen, 2015; Rosenberg, Lange, Zebrack, Moulton,
& Kosslyn, 2014). Systematic review evidence also
indicates that exercise has many benefits for people
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with cancer during and after treatment completion
(Cramp & Byron-Daniel, 2012; Mishra et al., 2012).

Limitations

Survival outcomes following treatment for Hodgkin
lymphoma are good, and most patients with these di-
agnoses have a good prognosis. However, the authors’
theory may not be relevant to young adults who have
tumors with lower survival rates and overall poorer
prognoses. Additional research is required to test
the value of the grounded theory for young adults
with other tumor types, as well as for older cancer
survivors. Other limitations include a small sample
size and probable self-selected sample bias because
of the authors’ relatively low response rate. Patients
who had not made a positive adjustment may have
been reluctant to participate. Most participants had
a partner, so the authors recognize that the experi-
ence of single participants is not captured thoroughly.
Future research is needed specifically to examine the
effect of treatment for, and survivorship from, cancer
in young adults who are single or childless.

Conclusion

Using a grounded theory of positive psychosocial
adjustment to cancer, this article describes how young
adults treated for Hodgkin lymphoma can successfully
transition into survivorship. Positive psychosocial ad-
justment to cancer survivorship is facilitated by having
informal peer support; being able to positively reframe,
accept, and normalize their experience; and being pre-
pared for the future. Findings from the current study
have implications for oncology or hematology nurses
regarding survivorship care planning with young adult
Hodgkin lymphoma survivors. This requires provision
of accurate and effective information and support. All
patients should receive a holistic assessment of their
needs prior to treatment completion and transition
into survivorship. This would enable nurses to provide
individually tailored education about the expected du-
ration of recovery, signs of concern that may suggest
arelapse, resumption of employment and social activi-
ties, and conception and fertility. Additional investiga-
tion is warranted regarding the use of informal support
mechanisms to equip young adults to positively adapt
to cancer survivorship (e.g., peer support). The current
authors’ findings suggest that this additional support
may help young people positively adjust to life beyond
their cancer treatment.
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