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Purpose: The purpose was to review main challenges experienced by adolescent and young adult (AYA) cancer
survivors (18–34 years) during transition to survivorship and their suggestions regarding improvements needed
in care.
Methods: A national survey was conducted to identify experiences with follow-up care 1–3 years after cancer
treatment. The survey included open-ended questions for respondents to add topics of importance and details for
deeper insight. This study presents analysis of open-ended questions about main challenge faced by AYA
respondents and their suggestions for improvements in care.
Results: Of 575 AYA survey respondents, 497 (86.4%) commented regarding main challenges. Twenty-one
indicated that they had no challenges. Of those reporting challenges, 209 (43.9%) named one challenge, 267
(56.1%) identified more than one. In total, 955 challenges were identified with the most frequently cited
being physical (n = 462, 48.4%) and psychological (n = 234, 24.5%). A total of 391 survivors wrote 679
suggestions about improvements in care with the majority (n = 248, 69.4%) offering more than one. The most
frequently cited suggestions included information/communication (n = 191, 29.8%), naming a range of topics
for which information was desired, and access to post-treatment therapies/services (n = 164, 25.5%) such as
counseling, physiotherapy, and occupational therapy. The overarching theme was, ‘‘I need follow-up care
that fits me.’’
Conclusions: AYA cancer survivors are diverse and face unique challenges following treatment, which can
have life-long implications and impede their recovery. Personalized follow-up care is highly recommended by
these survivors.

Keywords: survivorship care, survivor perspectives, qualitative, transition care

Introduction

Cancer remains the most common cause of disease-
related death in adolescents and young adults (AYAs) in

high-resource countries, although overall survival rates now
exceed 80% in some settings.1,2 More than 1 million new
cancer diagnoses are made worldwide in the AYA population
annually contributing to a growing cadre of survivors.3 Argu-
ments have been made that the personal, societal, and socio-
economic impacts of cancer on AYAs are disproportionately
greater than on adults. The disruption to their lives at specific
stages of their development can have life-long ramifications.4

AYAs are a diverse population with varying degrees of de-
velopmental maturity. Indication that their needs were unique
and largely unmet5–11 mobilized advocacy for development of
AYA-focused care services in the early 2000s and supported
evolution of specialty practice.4,12–14 There has been substan-
tial progress in establishment of AYA-specific clinics and
programs in various countries3,15 and enhanced understanding
of AYA’s needs during treatment.1,16–19 In addition, there are
calls for AYA models of care which encourage ownership and
opportunities for active participation in decision-making.20

What is missing is deeper understanding of AYA survivors’
own perspectives regarding improvements in survivorship
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care.21,22 A recent pan-Canadian survey gathered perspectives
from a current cohort of AYAs about their experiences with
transition to survivorship care.23

The current generation of AYAs has grown up in an en-
vironment of choice and unlimited information, with parents
who have been highly involved in their lives.24,25 The gen-
erational cohort is known for possessing certain character-
istics that could influence their health-related experiences,
including self-interest, fierce desire for independence, high
comfort with technology, connections with peers through
social media, prominent sense of entitlement, open/frequent
communication, instant gratification (especially in seeking
information), work-life balance, teamwork, and community-
mindedness.26–30 In addition, this cohort may not yet have
established strong supports such as education, employment,
finances, or supportive peer groups. Therefore, it is important
to understand from their perspectives where improvements
are needed in survivorship care.

The purpose of this study was to identify the main chal-
lenges experienced by AYA cancer survivors (18–34 years)
during transition to survivorship and their ideas about im-
provements that need to be made. Findings would be useful in
program development of age-appropriate services.

Methods

The Canadian Partnership Against Cancer explored expe-
riences of cancer survivors 1–3 years following completion of
their cancer treatment. Detailed description of the rationale
and methods is available in a previous publication.23 In brief,
the need for Canadian data regarding survivors’ perspectives
to inform cancer system developments in survivorship care31

led to a pan-Canadian Transitions Survey. The survey was
distributed across ten provinces to a randomly selected sample
of 40,790 cancer survivors between 1 and 3 years following
completion of cancer treatment. The survey was designed to
identify needs and explore experiences with follow-up care
for cancer survivors most apt to be followed in the commu-
nity. The time of 1–3 years allowed survivors to have expe-
rienced follow-up care. Eligibility included adult survivors
(aged 35+) of breast, prostate, colorectal, and melanoma
diseases with no metastatic spread and selected hematological
cancers (e.g., Hodgkin’s Lymphoma, diffuse B cell lym-
phoma, acute myelogeneous leukemia, and acute lymphocytic
lymphocyte leukemia); and AYAs (18–34 years) with all
nonmetastatic cancer types except testes, where metastatic
disease was included because of its high survival rate. Ethics
approval was granted by respective Ethics Boards in each
provincial cancer agency and participants signed consents
before participation.

This article highlights responses from AYA respondents to
questions about the greatest challenge they faced since com-
pleting cancer treatment and their suggestions for any im-
provements. The first question was intended to learn what
survivors found most troublesome or difficult during the early
survivorship period. The second question was intended to learn
what was missing from their survivorship care that would be
beneficial to others if it were available.

Analysis

A mixed analysis approach was used drawing on both de-
scriptive statistics and qualitative analysis. Written responses

to the open-ended questions were tabulated to determine the
frequency of comments. Verbatim written responses were en-
tered into an Excel spreadsheet and a conventional con-
tent/theme analysis was conducted32,33 for each question
separately without imposing preconceived notions about cate-
gories. Two team members designed the coding framework
after reading the written comments independently and identi-
fying content topics within the responses. They discussed their
observations and arrived at a consensus about the coding ca-
tegories. This coding framework was reviewed by other team
members before being used to code data (Fig. 1). All responses
were coded by two team members and any disagreements were
discussed to achieve consensus. Content in each category was
reviewed by both team members, categories grouped into
broader conceptual domains, and descriptive themes developed
together. Themes were discussed and finalized by all authors.

Results

Sample

A total of 575 AYA survivors responded to the Transitions
Study (response rate of 33.0%). Sixty-one percent (n = 349)
of the sample were female. Fifty-two percent (n = 299) indi-
cated treatment had occurred between 1 and 3 years previ-
ously and 75.3% (n = 433) had not experienced metastatic
disease (Table 1).

Main challenges: frequencies and categorization

Of the 575 AYA survivors, 497 (86.4%) provided 955
comments in response to the main challenge question. Twenty-
one (4.2%) of those who provided comments indicated they did
not experience a main challenge or wrote a positive comment
(Table 2) leaving 934 major challenges identified by 476 re-
spondents. Two hundred and nine respondents (43.9%) iden-
tified a single main challenge while the remainder (n = 267,
56.1%) offered more than one challenge (range 2–10). A total
of 171 (18.3%) challenges were identified by the 92 respon-
dents in the 18–24 age group, while 340 (36.4%) were identi-
fied by the 172 in the 25- to 29-year group, and 423 (45.3%) by
the 212 in the 30- to 34-year group.

The main challenges were categorized broadly into phys-
ical, psychological effects, practical, lifestyle adjustments,
health care delivery, and relationships/support (Table 2). The
most frequently identified challenges were in the physical
category, accounting for 48% (n = 462), which included re-
duced physical capacity (e.g., fatigue, lack of stamina),
physical side effects and symptoms (pain, therapy effects),
and changes in body function/appearance (scars, cognitive
changes). The second most frequently identified challenges
were psychological effects (n = 234, 24.5%), which included
coping with emotions (e.g., anxiety, depression, fear of re-
currence) and struggles to return to normal (managing un-
certainty, regaining confidence, self-esteem). (See Table 3
for themes and illustrative quotes.)

Suggestions for improvements: frequencies
and categorization

A total of 391 individuals wrote 679 responses about what
was not provided during their survivorship experience that
would have been helpful. Nineteen (4.9%) submitted ‘‘no
suggestions’’ and 15 (3.8%) wrote positive comments about
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care they received. Thus, 642 suggestions for improvements
were offered by 357 respondents. The majority (n = 220,
61.6%) offered 2 suggestions, 109 (30.5%) offered 1, and 28
(7.8%) offered between 3 and 8. A total of 107 (16.7%)
suggestions were offered by 62 respondents in the 18–24 age
group, while 237 (36.9%) were identified by 132 in the 25- to
29-year group, and 298 (46.4%) by 163 in the 30- to 34-year
group.

The suggestions were categorized broadly into information/
communication, follow-up care, access to post-treatment ser-
vices or programs, emotional support (including family/friend
support), practical support (including financial), clinic/
hospital services, and health care providers (Table 4). The
most frequently identified suggestions were about information/
communication (n = 191, 29.8%), naming a range of topics
for which information was desired. The second most fre-
quently identified suggestions were about follow-up access to
post-treatment therapies/services (n = 164, 25.5%), including
psychology or counseling (n = 44) and coordinated, follow-
up/care plans (n = 30). The 18- to 24-year group offered more
suggestions on access to post-treatment/follow-up care

compared to the other two age groups. The older age
groups focused on improvements needed in information/
communication and practical supports than did the youngest
age group (Table 5).

Overarching theme: I need follow-up care that fits me

One overarching theme emerged about improving survi-
vorship care, illustrated through three subthemes. AYA re-
spondents had definite ideas about what they wanted to assist
them in their recovery. Their ideas were specific to their own
personal challenges and what they wanted to be able to do.
There was a sense that follow-up care needed to be organized
for their specific needs and circumstances and included an
active role for them in planning and decision-making.

Subtheme: hear me

These respondents wanted to be heard. They described the
desire for others to listen to them, take their perspectives into
account, and not dismiss their concerns. There was a clear
indication that they knew their bodies and emotions and what

FIG. 1. Coding framework.
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would be useful for their recovery but believed that health
care professionals were not necessarily listening or truly
hearing what solutions would work for them.

Subtheme: work with me

The respondents wanted to be supported as individuals with
follow-up care that was clearly planned and tailored for their
lives. It was important that planning approaches to care and
connections to services be appropriate and specific individual.
AYA survivors wanted support from health care providers who
worked with them to understand their particular issues and to
find the best solutions together with them. These AYAs were
interested in being engaged in both planning and decision-
making about their care.

Subtheme: connect me

Many respondents suggested specific types of information
and specific services that they did not receive but would have
been helpful. A wide range of topics were identified as gaps in

available information, often linked to the individual AYA’s
own experience (e.g., infertility, exercise regimes, diet, fi-
nances), that could assist their recovery and help regain their
previous lifestyle and level of functioning. Most suggestions
for referrals were about access to professional services or
specialists, connections they could not organize themselves
or did not know how to make. Help from peers or family was
not identified as frequently as help from professional ser-
vices. Finding supports for returning to school and work, and
financial assistance, was identified more frequently than help
with household chores or activities of daily living.

Discussion

Despite establishing special approaches for the AYA
population over the past 20 years, these results provide a
compelling narrative illustrating that AYA survivors con-
tinue to experience challenges following treatment and dif-
ficulty in obtaining relevant assistance. Clearly, there are still
areas needing improvement in AYA survivorship care and
solutions that would seem relatively straightforward.

Many of the challenges identified have been reported by
previous investigators1,4,16–19 and are not entirely novel.
However, what is of interest from this study is the insight
from AYAs themselves about where improvements in sur-
vivorship care could be achieved. Respondents clearly de-
scribed their desire for follow-up care that is organized,
personalized, and specific to their lives. This viewpoint is
aligned with characteristics assigned to this generation and
notions of entitlement and involvement.26–30 It is also clearly
aligned with the principles of person-centered care (PCC).34

The main challenges reflect a picture of living with after-
effects of cancer treatment as multidimensional and difficult
to compartmentalize. Although many of the challenges were
physical in origin, there was a range of specific concerns un-
iquely focused for the AYA population (e.g., return to school,
career progression, fertility, family planning). In contrast to
adult survivors who responded to the Transitions Survey, the
AYA group identified psychological challenges more fre-
quently than physical challenges (25.1% vs. 17.2%)32; their
suggestions for follow-up care concerned specific services
(26.8% of responses), whereas follow-up suggestions from
adults focused on needing overall plans of coordinated care
(14.3% of responses).35,36

Most disappointing is the observation that these survivors
did not feel that their concerns were heard and felt dismissed
and/or not understood by health care providers. This has been
described previously, especially if AYAs transferred to adult
programs from pediatric settings.37 Presently, many AYAs
are cared for in specialty AYA clinics. Follow-up often
means that new health care providers become involved, es-
pecially if the AYA survivor is moving locations for uni-
versity or work. These providers may or may not have a clear
sense of the AYA population’s needs.38,39

AYA respondents were clearly motivated to reach their
previous level of functioning, to ‘‘get back on track’’ and
move ahead. Yet, they reported being held back by physical
and emotional challenges. In many cases, the specific assis-
tance that they wanted was a professional service or program.
This population is apt to be comfortable communicating with
peers and searching for community services (restaurants,
shopping, transportation) via technology and social media,24

Table 1. Respondent Characteristics

Variable

Respondents
(n = 575)

N %

Sex
Male 221 38.4
Female 349 60.7
No answer 5 0.9

Age
18–24 116 20.2
25–29 213 37.0
30–34 246 42.8

Disease site
Breast 49 8.5
Prostate 1 0.2
Colorectal 13 2.3
Hematological 138 24.0
Melanoma 47 8.2
Other 307 53.4
Missing 20 3.5

Metastases
No metastases 433 75.3
Living with metastases 83 14.4
Unsure 48 8.4
Missing 11 1.9

Time since treatment
<1 Year 63 11.0
1 to <3 Years 299 52.0
3 Years or more 169 29.4
Did not receive treatment 38 6.6
Missing 6 1.0

Type of treatment received
Surgery only 172 29.9
Drug therapy only (chemo/non-chemo) 86 15.0
Radiation therapy only 11 1.9
Combination therapy/other 289 50.3
No treatment/no plan

for tx/active surveillance
10 1.7

Missing 7 1.2
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Table 2. Summary of Major Challenges by Domain

Major challenges identified by domain and category

Domain No. % Main categories No. % No. %

Physical 462 49.5 Physical capacity
Fatigue/exhaustion 62 35.6
Loss of energy, stamina, strength 46 26.4
Regaining physical health/fitness 29 16.7
Physical limitations, restricted mobility 24 13.8
Other 13 7.5 174 37.7

Symptoms/side effects
Side effects (general) 85 46.2
Pain, numbness, swelling 45 24.5
Medication/cancer treatment issues 30 16.3
Postsurgical issues 15 8.2
Therapy effects 9 4.9 184 39.8

Body function/appearance changes
Body image 40 38.5
Cognitive changes 30 28.8
Sexuality/fertility 29 27.9
Bowel problems 5 4.8 104 22.5

Physical total 462 100.0
Emotional 234 25.1 Psychological effects

Fear of recurrence; other fears 59 32.4
Anxiety, panic attacks 37 20.3
Depression 32 17.6
Mental health/existential concerns 30 16.5
Sadness, stress, anger, loneliness 24 13.2 182 77.8

Returning to self
Maintaining optimism; managing

uncertainty
22 42.3

Rebuilding confidence, self-esteem 20 38.5
Other concerns (unspecified) 10 19.2 52 22.2

Emotional total 234 100.0
Practical 88 9.4 Return to/seeking work 53 60.2

Financial concerns 13 14.8
Return to school 11 12.5
Requiring assistance: daily living, childcare,

travel for care
11 12.5

Practical total 88 100.0
Lifestyle

adjustments
73 7.8 Returning to normal health/fitness 30 41.1

Coping with new realities-adjustments to
prevent recurrence

27 37.0

Dietary, eating issues 12 16.4
Sleep issues 4 5.5
Lifestyle adjustments total 73 100.0

Service delivery 48 5.1 Access to services, issues with providers
Lack of access/learning about follow-up

care, specialists
15 51.7

Dissatisfied with health providers: rude,
unresponsive, dismissive

7 24.1

Lack of access to hospital/clinic services,
short wait times
for tests, appointments, results

7 24.1 29 60.4

Information/communication
Information/communication about

treatment options, side effects
11 57.9

Information/communication about support 8 39.6 19 39.6
Health care delivery 48 100.0

Relationships/support 29 3.1 Family, spouse, children concerns 11 37.9
Lack of support (peer, professional) 10 34.5
Issues with friends, social relationships 8 27.6
Relationships/support total 29 100.0

Total 934 934
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Table 3. Adolescent and Young Adult Cancer Survivors’ Major Challenges

AYA cancer survivors’ major challenges

Theme Respondents’ comments

My physical body is not the
same

Very tired. The feeling of no longer being the same person. The feeling of having
aged prematurely. The impression of having something broken inside.
(QC 1502069)

Now that I was done treatment . now what do I do? How to go back to work and
live in my normal world again. Long term side effects from chemo/radiation.
How to cope and live with side effects. (ON 1400293)

The main challenge I experienced after completing my cancer treatment was
getting back to my life with the changes to my body since cancer and my body
still healing. As well as dealing with and getting my life back as a person with
chronic illness and the complications to it from cancer. (ON 1400810)

Peripheral Neuropathy, numbness in hands and feet. Damaged nerves in hands
and feet. Very weak muscles in hands and feet. (MB 1302483)

Difficulty with concentration—school, general weakness, no guidance for a
healthy lifestyle/prevention. (QC 1506162)

Dealing with all the emotional
baggage

Chronic pain, anxiety and PTSD. I had to complete 8 months of physio therapy
post treatment to recover. I still suffer symptoms of preexisting anxiety that
worsened with the hormonal changes associated with treatment and PTSD. In
addition, the emotional challenges of losing my fertility, having my body
change, and having life halt in my early 30s for treatment while everyone
around me was establishing theirs, presented emotional challenges that I am
still battling. (NB 1602274)

Mainly mental health challenges (loss of confidence, depression, anxiety) as well
as the ability to do well in school. (AB 1100018)
About 2–3 years after finishing treatment, I began and continue to struggle with
accepting and dealing with all that I have gone through, along with fear of
getting sick again. (BC 1004217)

Peur et anxiété que le cancer revien; Fear and anxiety that cancer will come back.
(QC 1501014)

Emotional trauma. In addition, with the tamoxifin and zoladex I was an emotional
wreck was unable to differentiate between mental health and medication side
effects. I really struggle with anxiety and depression. Feeling exhausted all the
time and not having energy to do the things I wanted to do. (SK 1200116)

Getting things back on track Going back to work to meet financial needs while trying to heal and recover
physically and emotionally is a lot for the body. (QC 1503247)

Avoir un mode de vie sain ex: Nourriture, sommeil, alcool, tabac; Have a healthy
lifestyle e.g., Food, sleep, alcohol, tobacco. (QC 1503655)

Just getting back to myself in everyway, especially my health. (MB 1302931)
Fatigue was/is huge for me, this also impacts my emotional state. Dealing with

getting back to normal life is hard. Thoughts of cancer returning are very hard.
(BC 1004126)

Mentally and emotionally processing all that had happened and trying to get back
to a normal life. (BC 1001302)

I am not the same as before More compassion from individuals for what is happening, especially in the Adult
hospital communities were you truly just feel like a number on a list and they
individual doesn’t seem as though they care at all past what they need to do.
(AB 1100110)

I was still in high school so I suppose my biggest challenge was being able to go
back to school and get back into routine. I am a shy person so the thoughts of
everyone having knowledge of what I went through but not really knowing the
extent of it was pretty hard. (NB 1700078)

Don’t have the energy I used to. And people not understanding that you can’t just
bounce back right away. (MB 1303180)

Everyday things like getting out of bed, making healthy meals, dealing with
friends and family, working out my emotions and thinking, becoming aware
that I was not the same as before. (AB 1100291)

Understanding from people around me in terms of what I needed at that particular
moment. (QC 1506369)

(continued)
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Table 3. (Continued)

AYA cancer survivors’ major challenges

Theme Respondents’ comments

Cancer changes everything—I
need proper follow-up care

My family doctor could of been more involved or asked more when I did end up
seeing her at a later date for a simple yearly PAP test. She has my history.
A quick history check would have been appreciated and acknowledged.
(AB 1100369)

Proper follow-up care; Ability to speak to my oncologist/hematologist; no
information on how cancer changes everything after, when returning to
‘‘normal life’’; long term side effects of treatment. (PEI 1800053)

Feeling supported by my primary oncologist, communication with him (his
secretary is very rude, as is he), and having a plan created and set in place by
my oncologist in order for the future. I was essentially told this cancer will
come back again, and that I needed to wait and see. I am a healthy 30 year old
. This is unacceptable to me—I want a plan (and I know there are options).
I was treated as though I am already dead in the grave. I am so disappointed in
the ‘‘care’’ I received. (BC 1004400)

How to be proactive on what to look for on my skin also going to my
dermatologist appts to check up. (NL 1900010)

The surgical office I was referred to was quite out of my way, thus I only went 1
time and everything else was done over the phone with the receptionist (who
was nice and seemed to understand my issue). They booked all of my scans and
called a couple weeks later to give me phone updates. My family doctor has not
been involved and she only sees things via the electronic database and only
when questioned. She does not otherwise promote any questions about it.
(AB 1100369)

AYA, adolescent and young adult.

Table 4. Suggestions for Improvements by Category

Category
Suggestions about what was NOT done that would

have been helpful: N = 642 suggestions
No. of

suggestions
% of suggestions

in category

Information/communication,
n = 191 (29.8%),
suggestions

Better communication with medical team
(re condition, support, respectful listening)

40 20.9

Post-treatment expectations, self-care 39 20.4
Side effects of treatment/therapy/medications 37 19.4
Support—emotional, psychological, mental health 27 14.1
Services/programs/resources available (general) 25 13.1
Communications between professionals; cancer centre

contact re appointments, test results
8 4.2

Other: communication with family/friends, alternative
therapies (4), other (6)

15 7.9

Follow-up and post-treatment
therapy/programs, n = 164
(25.5%), suggestions

Access to psychology/counseling 44 26.8
Follow-up care and care plans (general) 30 18.3
Access to psychosocial help, general rehabilitation 23 14.0
Access to physical symptom management support 23 14.0
Symptom management (general) follow-up 14 8.5
Access to specialists (general, nurse, therapists,

oncology, general practitioner)
13 7.9

Programs/services (general, alternative medicine,
support)

7 4.3

Other follow-up (recurrence, methods, comorbidities) 5 3.0
Scheduling/frequency of follow-up appointments,

tests
5 3.0

Practical (including finance),
n = 105 (16.4%),
suggestions

Financial aid/support (general) 28 26.7
Better transition to work program 23 21.9
Support for practical needs (chores, transportation) 19 18.1
Greater government/insurance benefits and

coordination
15 14.3

Financial aid for post-treatment (i.e., prosthesis,
physiotherapy, medications)

13 12.4

Return to school support 5 4.8
Help with survivorship, recovery (general) 2 1.9

(continued)
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however, connections to professional services are not those
they can as easily orchestrate without referrals by clinicians.

Another possible explanation for the specificity of requests
could be lack of availability of services or finances generally.
Psychosocial services and physiotherapy services are scarce,
unevenly distributed across the country, and often require
payment. Also, many of the services desired by this AYA
group are not always available at cancer centers. Health care
professionals would have to be knowledgeable about services
in the primary care/community sector and able to direct
survivors to those services.

Identification of information needs was somewhat sur-
prising when access to information is so readily achieved
through online avenues. The specific requests could imply an
absence of material about certain topics or information tai-

lored to young adults. It could also reflect a characteristic of
this generation which is described as, ‘‘getting the informa-
tion directly from the source, seeing for yourself, and making
your own interpretation of it.’’24,30 There is a pattern of
questioning in this generation and not accepting things at face
value. AYAs prefer to study material/content on their own,
drawn conclusions about its applicability, and then to discuss
it with an expert. Engagement in decision-making about their
situation is an expectation.26 Clearly, with this information
processing style, there are implications for how communi-
cation is managed between health care providers and AYAs.

Practical challenges focused on school, work, and finances
are shared by adult cancer survivors.2,38 Suggestions for
improvement differed somewhat with adolescents focusing
more frequently on returning to school and older AYA

Table 4. (Continued)

Category
Suggestions about what was NOT done that would

have been helpful: N = 642 suggestions
No. of

suggestions
% of suggestions

in category

Emotional support,
family/friends support,
n = 87 (13.6%), suggestions

Emotional support (general) to cope with fear,
anxiety, depression

29 33.3

Peer, group, on-line support 27 31.0
Support/programs (general, home care, government) 13 14.9
Support for/from family/friends/caregivers 9 10.3
Self-care tips 9 10.3

Clinics/hospital services,
n = 50 (7.8%), suggestions

Appointments-scheduling, coordination streamlining,
e-notifications

23 46.0

Access to specific services (blood work, targeted
therapies, MRI/scans)

8 16.0

Better coordinated medical teams/longer hospital care 7 14.0
Access to care locally 5 10.0
Access to same doctors/team 4 8.0
Other: free parking; access to information 3 6.0

Health care providers, n = 45
(7.0%), suggestions

Attentive (listeners), caring, compassionate, engaged
providers

22 48.9

Good, knowledgeable doctors 11 24.4
Communication/coordination among all

doctors/specialists
9 20.0

Other: access to nurse, poor care, willing to try
different treatments

3 6.7

MRI, magnetic resonance imaging.

Table 5. Major Challenges and Suggested Improvements by Age Group and Domain

18–24 Years 25–29 Years 30–34 Years Total

N % N % N % N %

Major challenges by domain
Physical 88 51.5 183 53.8 192 45.4 463 49.6
Emotional 47 27.5 76 22.4 111 26.2 234 25.1
Practical 14 8.2 29 8.5 44 10.4 87 9.3
Lifestyle adjustments 9 5.3 29 8.5 35 8.3 73 7.8
Service delivery 6 3.5 16 4.7 26 6.1 48 5.1
Relationships/support 7 4.1 7 2.1 15 3.5 29 3.1
Total 171 100 340 100 423 100 934 100

Suggestions for improvement by domain
Service delivery 79 73.8 168 70.9 203 68.1 450 70.1
Practical 10 9.3 39 16.5 56 18.8 105 16.4
Relationships/support 18 16.8 30 12.7 39 13.1 87 13.6
Total 107 100 237 100 298 100 642 100
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survivors on work and finances. Few AYA respondents re-
ported needing practical help with household chores or
yardwork, but was frequently mentioned by older adult sur-
vivors.39 Changes in body image, cognition, and levels of
fatigue frequently hindered school and work performance,
while living with uncertainty about the future added to dis-
tress that these young survivors experienced. Their sugges-
tions for improvement included professional support and
formal programs.

Implications for practice/education/research

Fully implementing comprehensive PCC would be helpful
for AYAs. PCC is defined as a respectful, personalized,
and holistic approach to health care, which emphasizes
the uniqueness of the affected individuals.40 Fundamen-
tally, it implies responding to individuals’ needs, values,
and preferences while integrating best available scientific
knowledge. Designing and evaluating such approaches
ought to be based on robust pragmatic implementation
frameworks to have the best chance of success. All aspects
of implementation outcomes, including reach, effective-
ness, adoption, implementation, and maintenance, should
be included in such evaluations.41,42

Implementing PCC demands that health care providers are
fully equipped to understand the perspectives of AYA survi-
vors and work in partnership to craft comprehensive follow-
up plans tailored to individuals’ needs and preferences.43

Engaging all survivors in conversation about expectations
for transition and survivorship, identifying areas of con-
cern, crafting an approach for follow-up, and connecting
the individual to relevant services would be beneficial.44

Standardized communication tools such as Survivorship
Care Plans (SCP) among the cancer care team, the AYAs,
families, and primary care providers are likely helpful. The
SCP has been reported as a useful communication tool, but
should be provided within the context of a conversation and
studied with this population through randomized clinical
trials.45

Preparing to cope with the transition to survivorship and
knowing where and when to turn for assistance should an
issue arise are important for AYAs. Achieving these out-
comes may require development of relevant resources for
both health care providers and AYAs with guidance about
which resources are needed at what point in time. This re-
quires ongoing contact between the health care team and
AYAs who may not foresee what problems they will en-
counter nor be open to suggestions before they see the need.

Shared care approaches between clinicians and survivors
have been recommended for application with the AYA
population for decision-making and care planning.46 How-
ever, development of future models for comprehensive (in-
terdisciplinary) AYA care would likely benefit from using
experience-based codesign approaches based on robust en-
gagement and authentic consideration of experiences to plan
for improvement in services.47 Such an approach provides
visibility to voices of potential program/service users, in-
corporating their perspectives into age-appropriate and relevant
services. Timing of appointments, flexibility in appointment
scheduling, breadth of services provided, ease of referral,
and use of internet avenues were described as areas needing
improvement.

Limitations

The survey was circulated in two languages only and not
offered in formats accessible to those with disabilities. Al-
though the survey focused on 1–3 years following cancer
treatment, authors cannot verify if respondents’ answers
about challenges focused only on this period, and not issues
experienced during treatment. A portion of the respondents
indicated they had completed treatment <1 year and more
than 3 years previously. In addition, issues that respondents
identified may not reflect all issues they may have experi-
enced. The comments reflect how respondents interpreted the
question (i.e., some named only one challenge as requested,
others identified multiple issues). The authors were unable to
verify their interpretations of written comments with re-
spondents. In addition, respondents may have been healthier
than those who did not respond to the survey and comments
may not reflect the views of the full population of AYA
cancer survivors.

Conclusions

The AYA population of cancer survivors is diverse and has
unique needs. AYAs continue to face challenges following
cancer treatment, which they indicate inhibit their recovery.
AYAs are seeking approaches to their follow-up care that are
tailored to their needs, desires, and daily lives.
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