
Assessing quality of life in young adult cancer survivors:
development of the Survivorship-Related Quality of Life scale

Crystal L. Park • Jennifer H. Wortmann •

Amy E. Hale • Dalnim Cho • Thomas O. Blank

Accepted: 26 March 2014 / Published online: 13 April 2014

� Springer International Publishing Switzerland 2014

Abstract

Purpose Scientific advances in treatments and outcomes

for those diagnosed with cancer in late adolescence and

early adulthood depend, in part, on the availability of

adequate assessment tools to measure health-related quality

of life (HRQOL) for survivors in this age group. Domains

especially relevant to late adolescence and young adult-

hood (LAYA; e.g., education and career, committed

romantic relationships, worldview formation) are typically

overlooked in studies assessing the impact of cancer, usu-

ally more appropriate for middle-aged or older survivors.

Current HRQOL measures also tend to assess issues that

are salient during or shortly after treatment rather than

reflecting life years after treatment.

Methods To develop a new measure to better capture the

experience of LAYA cancer survivors in longer-term

survivorship (the LAYA Survivorship-Related Quality of

Life measure, LAYA-SRQL), we completed an extensive

measure development process. After a literature review and

focus groups with LAYA cancer survivors, we generated

items and ran confirmatory factor and reliability analyses

using a sample of 292 LAYA cancer survivors. We then

examined validity using existing measures of physical and

mental health, quality of life, and impact of cancer.

Results The final model consisted of two domains

(satisfaction and impact), each consisting of ten factors:

existential/spirituality, coping, relationship, dependence,

vitality, health care, education/career, fertility, intimacy/

sexuality, and cognition/memory. Confirmatory factor

analysis and validity analyses indicated that the LAYA-

SRQL is a psychometrically sound instrument with good

validity.

Conclusion The LAYA-SRQL fills an important need in

survivorship research, providing a way to assess HRQOL

in LAYAs in a developmentally informed way.

Keywords Cancer survivorship � Measurement � Health-

related quality of life � Psychosocial � Late adolescents and

young adults

Introduction

Because of their formative stage in the lifecycle and like-

lihood of living many years as cancer survivors, late ado-

lescent and young adult (LAYA) survivors may have many

long-lasting or permanent impacts of diagnosis and treat-

ment on the course of their lives. Developmental tasks of

LAYAs involve increasing social independence, identity

exploration and establishment, psychosexual exploration,

personal decision-making, financial independence, and

assumption of responsibility for oneself [1]. Being diag-

nosed with cancer as a late adolescent or young adult can

impact developmental tasks, reverberating across the life-

span [2]. For example, one’s body image [3] and sense of

an expansive future are often adversely affected [4], yet

some coping skills may improve as LAYAs discover their

own strengths and resilience [5, 6]. The Adolescent and

Young Adult Oncology Progress Review Group [7] iden-

tified six essential domains—intellectual, interpersonal,

emotional, practical, existential/spiritual, and cultural—

most of which are not adequately addressed in extant

measures of health-related quality of life (HRQOL).

Research is needed to understand how cancer affects
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LAYAs’ long-term well-being relative to their peers who

have not had cancer [8] and effects of different treatments.

Quality of life (QOL) refers to individuals’ general

sense of well-being or satisfaction with their current state

relative to where they would like to be [9]. Assessing QOL

in LAYA survivors is difficult because of limitations in

current measurement tools. The most widely used cancer-

specific QOL scales (e.g., FACT [9] or EORTC [10]) focus

on functional HRQOL during or shortly after primary

treatment [11]. The functional dimension of health is often

a lesser focus of longer-term survivors, however, who

instead have many other QOL concerns.

Several cancer-specific scales focusing on longer-term

survivorship have been developed (e.g., quality of life in

adult cancer survivors (QLACS) [12]; Quality of Life-

Cancer Survivors (QOL-CS) [13]). Although appropriate

for assessing QOL in longer-term survivorship, these scales

do not include domains especially important to LAYAs [8]

and lack grounding in developmental issues. Many cancer-

specific measures combine general life quality, cancer-

specific fears and concerns, and the perceived impact of the

cancer into a single score (e.g., QOL-CS), limiting their

utility for understanding these unique aspects [14].

Researchers are increasingly interested in both the positive

and negative impacts survivors attribute to cancer [15] and

their relations with well-being [16], but potential negative

and positive impacts are normally measured with separate

instruments. Thus, assessing well-being and perceived

impact on separate scales is essential.

One measure (the Impact of Cancer for Childhood

Cancer Survivors, IOC-CS [17]) was designed specifically

to assess perceived impact of cancer in longer-term survi-

vors of childhood cancer, but does not assess QOL. The

IOC-CS includes four domains that changed in a positive

direction and four others that changed in a negative

direction. Its focus on impact is useful in examining sur-

vivors’ perceptions of cancer-related changes, but pre-

cludes comparison with the general population and is better

used to supplement QOL measures rather than as one [8].

Thus, a QOL measure is needed that captures the spe-

cific aspects of well-being most relevant to LAYAs. This

project aimed to develop a measure specific enough to be

useful in understanding LAYA survivors’ experiences but

that could also be used to allow comparisons of QOL with

other groups (e.g., general population, people with differ-

ent types of cancer or other illnesses). We built on Zebrack

et al.’s [18] approach, focusing on perceived cancer-spe-

cific impacts. However, unlike their approach, we did not

assign a priori valence to that impact but rather allowed

participants to specify the impact and valence of that

impact themselves [19]. Further, this measure assesses

QOL and perceived impact of cancer in the same domains

separately and concurrently.

Methods

Item generation

Through literature review and focus groups of long-term

LAYA survivors, we identified 15 domains: existential/

spirituality, religion, fertility, sexuality, relationship, in/

dependence, friends, family, career/education, health care,

vitality, lifestyle, cognition, coping, and finances. We

trimmed the initial list of 94 items to 80 by removing those

identified as confusing or redundant.

Procedure

Data were obtained via surveys through the mail (N = 48,

16 %) and online (N = 244, 84 %). We mailed packets to

eligible young adult cancer survivors identified through the

Hartford Hospital Cancer Registry. We also created an

online version of the survey and advertised both versions

on Web sites popular with young adult survivors. Eligi-

bility requirements were diagnosis between the ages of 15

and 39 and within the past 7 years, although after initial

recruitment difficulties the latter criterion was dropped.

Participants received $20 for survey completion. Proce-

dures were approved by Hartford Hospital and University

of Connecticut IRBs.

Measures

Demographics and cancer experience measures

Self-reported current age, age at diagnosis, gender, race/

ethnicity, education, personal/family income, medical/

treatment variables, type of cancer, and date of diagnosis

were assessed.

LAYA-SRQL

Participants rated 30 items for both satisfaction and impact.

Satisfaction instructions read: ‘‘For each item, please indi-

cate the extent to which you are satisfied with this aspect of

your life.’’ Responses ranged from 1 (completely unsatisfied)

to 7 (completely satisfied), with a neutral midpoint. Impact

subscale instructions read, ‘‘For each item, please indicate

whether you have changed in this way as a result of your

experience with cancer in either a positive or a negative

direction.’’ Responses ranged from 1 (very negative) to 7

(very positive) with a neutral midpoint (no impact). Partici-

pants could also select not applicable (0) for any item.

Responses for each impact item were transformed into sep-

arate positive (5 = 1, 6 = 2, 7 = 3, 1–4 = 0) and negative

(3 = 1, 2 = 2, 1 = 3, 4–7 = 0) impact scores.
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Standard HRQOL measures

Two HRQOL measures were compared to the LAYA-

SRQL satisfaction scale, the SF-36 Health Survey and the

quality of life index (QLI).

SF-36 Health Survey is a well-validated 36-item

instrument that produces standardized physical and mental

component scores [20]. Higher scores refer to better

functioning.

QLI comprises 33 items measuring HRQOL, producing

satisfaction and importance total scores for four domains

(health and functioning, psychological/spiritual, social/

economic, and family) [21]. In the present study, we used

the satisfaction scores. Participants rated each item from 1

(very unsatisfied) to 6 (very satisfied); a not applicable

option was provided but excluded from mean calculations.

Standard measures of cancer impact

Two measures were compared to the impact component of

the LAYA-SRQL, the IOC-CS, and the Post-traumatic

Growth Inventory (PTGI).

IOC-CS comprises 41 items assessing the extent to

which eight life domains were affected by cancer: (physi-

cal) health awareness and body changes; (psychological)

positive self-evaluation and negative self-evaluation;

(existential) positive outlook and negative outlook; (social)

life interferences and value of relationship; meaning of

cancer; and health worry, all rated from 1 (strongly dis-

agree) to 5 (strongly agree) [22].

PTGI comprises 21 items rated from 1 (I experienced

this change to a very small degree as a result of my cancer

diagnosis) to 5 (… to a very great degree…), with an

option of 0 (I did not experience this change…) [23].

Data analytic plan

Because we developed the scale with specific hypotheses

regarding factor structure, we conducted confirmatory factor

analysis [24]. Two models were tested: Model 1 had 15

factors reflecting all the domains produced in our item gen-

eration phase, while Model 2 condensed several of these

domains into a more compact factor structure of 10 domains,

combining factors that we hypothesized might have signifi-

cant overlap (e.g., sexuality and romantic relationship) or be

less relevant (e.g., finances). Model 1s domains included

existential/spirituality, religion, fertility, sexuality, rela-

tionship, dependence, friends, family, career/education,

health care, vitality, lifestyle, cognition, coping, and finan-

ces. Model 2s streamlined factor structure included

existential/spirituality, coping, relationship, dependence,

vitality, health care, education/career, fertility, intimacy/

sexuality, and cognition/memory.

We examined both satisfaction and impact factors on the

same items to create the simplest measure. Our goal was

three items per factor, allowing for adequate content cov-

erage with minimal participant load [24]. We analyzed

attrition and ‘‘not applicable’’ responses to identify prob-

lematic items and addressed missing data through impu-

tation using stochastic regression [25]. Because of the

centrality of satisfaction to the concept of QOL, we used

the LAYA-SRQL satisfaction component as our starting

place for developing the scale and testing model fit.

Before beginning analyses, we determined to retain

items based on factor loadings [.5 but \.9 and theoretical

relevance [25, 26]. We removed items from scales based on

reliability analyses, redundancy, factor loadings, content

validity, and contribution to poor model fit based on

modification indices [26].

Our goal was a comparative fit index (CFI) of C.90 [27,

28], and a root mean square error of approximation

(RMSEA) B.08 [29], and a standardized root mean square

residual (SRMR) of B.08 [30]. Cronbach’s as measured

internal consistency reliability, with a goal of final sub-

scales of C.7 for each factor [24]. To examine validity, we

compared LAYA-SRQL subscale scores to related con-

structs and other LAYA-SRQL subscale scores.

Validity analyses were based on several hypotheses: (1)

total LAYA-SRQL satisfaction score would positively

correlate with the total QLI satisfaction score, and indi-

vidual subscales would positively correlate with relevant

subscales on the QLI and SF-36, (2) LAYA-SRQL positive

impact scores would positively correlate with relevant

positive subscales of the IOC-CS and PTGI, (3) negative

impact scores, both overall and subscales, would positively

correlate with IOC-CS negative subscales, (4) LAYA-

SRQL satisfaction subscales would be positively corre-

lated, presuming that satisfaction in one area would relate

to satisfaction in other areas, and (5) positive impact scale

scores would positively correlate with satisfaction scores,

but negative impact scale scores would negatively correlate

with satisfaction.

Results

Participants

Demographics are presented in Table 1. Most participants

had completed primary treatment (94 %); 21 % reported

evidence of recurrence. Nearly one-third were diagnosed

with at least Stage II disease (N = 92, 32 %).
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Attrition analysis

A total of 387 participants began and 292 completed the

entire measure. Participants who reported lower income

[F(1, 373) = 14.54, P = .000] or were currently in pri-

mary treatment [F(1, 381) = 4.40, P = .037] were less

likely to complete the survey.

Confirmatory factor analysis

To analyze Model 1, we correlated the factors and trim-

med the model to 3 items per factor based on the reliability

analysis, maximizing variance while keeping the reliability

alphas between .7 and .9 [31]. After removing items

with the highest modification indices, the model fit was still

poor [v2 = 100,835.89 (2,019), P \ .001; v2/df =

49.94; CFI = .74, RMSEA = .08 (90 % CI .08–.08);

AIC = 51,875.46, SRMR = .268]. Given the unsatisfac-

tory fit, we did not test it with impact items.

Next, we examined the simpler 10-factor Model 2, which

began with 3–8 items per factor. After trimming items following

the same procedure as for Model 1, the 30-item model reached

our standards of good fit [v2 = 4,990.90 (360), P\ .001; v2/

df = 13.86; CFI = .94, RMSEA = .06 (90 % CI .06–.06);

AIC = 5,260.90, SRMR = .050]. No factors correlated C.85,

indicating that 10 distinct factors were assessed [26].

This exceeded our goal for model fit, so we proceeded to

test the model with the impact items. Impact scale fit for

Model 2 was not quite as good as for the satisfaction scale

[v2 = 7,162.70 (360), P\ .001; v2/df = 19.90; CFI = .88,

RMSEA = .07 (90 % CI .07–.07), AIC = 7,432.70,

SRMR = .07]. Although CFI of .88 was lower than our goal,

RMSEA and SRMR were both within our desired range. Given

that they tend to be a robust indicator of fit [26] and the good fit

of the satisfaction scale, we retained this as our final model.

Descriptive statistics

Mean scores for satisfaction subscales ranged from 3.38 to

5.24, with scale midpoint of 4 (see Table 2). Mean scores

for impact subscales ranged from .10 (positive impact on

education/career) to 1.48 (positive impact on relationship),

with scale midpoint of 1.5 (see Table 2).

Satisfaction scales

Participants reported being at least somewhat satisfied

(mean scores [4) in existential/spiritual, relationship,

dependence, and education/career. Satisfaction with health

care was in the middle (M = 4.01). Participants reported

being at least somewhat unsatisfied (mean scores\4) with

coping, vitality, fertility, intimacy/sexuality, and cognition/

memory. Reliability for satisfaction subscales was good

(Cronbach’s as .74–.93).

Impact scales

Separate means were calculated for positive and negative

change on each impact subscale (see Table 2). Positive

impact scores were highest for relationship and existential/

spirituality. Negative impact scores were highest for fer-

tility, cognition/memory, vitality, and intimacy/sexuality.

Reliabilities for impact subscales were good (as C .7,

except for relationship, a = .62).

Validity

As hypothesized, LAYA-SRQL 10-factor satisfaction mean

score positively correlated with SF-36 standardized physi-

cal and mental health components and QLI satisfaction

score (see Table 3). Most LAYA-SRQL subscales corre-

lated with SF-36 subscales and subscales of QLI.

Table 1 Participant demographics

Age Mean = 33.03 ± 6.97

Age at diagnosis Mean = 29.27 ± 7.01

Gender N (%)

Female 303 (78.3)

Male 84 (21.7)

Marital status

Single 149 (38.5)

Married 163 (42.1)

Cohabiting 37 (9.6)

Divorced 33 (8.5)

Widowed 2 (.5)

Education

Some high school 3 (.8)

High school degree 33 (8.5)

Some college 84 (21.7)

College degree 160 (41.3)

Graduate degree 103 (26.6)

Income

\$20,000 57 (14.7)

Between $20,000 and $40,000 64 (16.5)

Between $40,000 and $60,000 62 (16.0)

Between $60,000 and $80,000 52 (13.4)

Between $80,000 and $100,000 54 (14)

Above $100,000 86 (22.2)

Race/ethnicity

Caucasian/White 348 (89.9)

African American/Black 11 (2.8)

Asian/Pacific Islander 9 (2.3)

Native American/Alaska Native 1 (.3)

Other 16 (4.1)
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As expected, most LAYA-SRQL positive impact sub-

scales (see Table 4) correlated positively with IOC-CS

positive impact subscales and PTGI. LAYA-SRQL positive

impact subscales correlated negatively with IOC-CS neg-

ative impacts except for a positive relationship between

LAYA-SRQL dependence and IOC-CS health worry.

Overall, LAYA-SRQL positive impact was positively

related to PTGI.

As predicted, nearly all LAYA-SRQL negative impact

subscales (see Table 5) related positively to IOC-CS

Table 2 Descriptive statistics for all SRQL subscales

Mean ± (SD) Response range SE Cronbach’s a

Existential/spirituality

Satisfaction 4.57 ± (1.45) 1.00–7.00 .09 .93

Positive change .92 ± (1.05) .00–3.00 .06 .90

Negative change .22 ± (.62) .00–3.00 .03

Coping

Satisfaction 3.80 ± (1.42) 1.00–7.00 .08 .84

Positive change .56 ± (.74) .00–3.00 .04 .72

Negative change .76 ± (.80) .00–3.00 .04

Relationship

Satisfaction 5.24 ± (.1.16) 1.67–7.00 .07 .74

Positive change 1.48 ± (.91) .00–3.00 .05 .62

Negative change .15 ± (.34) .00–3.00 .02

Dependence

Satisfaction 4.08 ± (1.35) 1.00–7.00 .08 .89

Positive change .66 ± (.79) .00–3.00 .04 .78

Negative change .37 ± (.69) .00–3.00 .04

Vitality

Satisfaction 3.59 ± (1.61) 1.3–7.00 .09 .89

Positive change .33 ± (.65) .00–3.00 .03 .78

Negative change .85 ± (.87) 0–2.67 .05

Healthcare

Satisfaction 4.01 ± (1.51) 1.00–7.00 .09 .87

Positive change .50 ± (.75) .00–3.00 .04 .75

Negative change .68 ± (.83) .00–3.00 .04

Education/career

Satisfaction 4.65 ± (1.36) 1.00–7.00 .08 .80

Positive change .10 ± (.94) .00–3.00 .05 .74

Negative change .28 ± (.58) .00–3.00 .03

Fertility

Satisfaction 3.38 ± (1.57) 1.00–7.00 .10 .83

Positive change .27 ± (.57) .00–3.00 .03 .67

Negative change 1.02 ± (1.00) .00–3.00 .05

Intimacy/sexuality

Satisfaction 3.64 ± (1.75) 1.00–7.00 .10 .93

Positive change .25 ± (.59) .00–3.00 .03 .86

Negative change .84 ± (.98) .00–3.00 .05

Cognition/memory

Satisfaction 3.63 ± (1.49) 1.00–7.00 .09 .90

Positive change .13 ± (.44) .00–3.00 .02 .88

Negative change .87 ± (.87) .00–3.00 .05

SD standard deviation, SE standard error
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negative subscales while LAYA-SRQL negative subscales

were negatively related to positive subscales except for a

positive relationship between the LAYA-SRQL romance/

intimacy subscale and IOC-CS meaning of cancer subscale.

Correlations between LAYA-SRQL negative impact sub-

scales and PTGI trended negatively but were not statisti-

cally significant except for that between education/career

subscale and PTGI.

Intercorrelations among subscales indicated strong

construct validity (see Table 6). LAYA-SRQL satisfaction

scale correlated positively with each LAYA-SRQL satis-

faction subscale, and all LAYA-SRQL satisfaction sub-

scales were positively intercorrelated. All positive impact

subscales were positively intercorrelated, and most nega-

tive impact subscales were positively intercorrelated.

Divergent validity: not applicable responses

Items with the highest number of not applicable responses

were identical on both the satisfaction and impact scales.

The item with the most not applicable responses was ‘‘My

use of tobacco, alcohol, and/or illicit drugs,’’ which 27.7 %

of participants rated as not applicable to their satisfaction;

19.2 % similarly related cancer’s impact on it as not

applicable. Three fertility-related items had not applicable

responses ranging from 22.9 to 25.3 % on satisfaction and

impact, and two romantic partner-related items were rated

as not applicable by 13–15.4 %. Given that fertility is not

always affected by cancer [32] and not all LAYAs may

have yet had an opportunity to experience long-term

romantic relationships or face fertility issues, this response

pattern supports LAYA-SRQL validity.

Discussion

The LAYA-SRQL is a new instrument assessing satisfac-

tion and impact on life dimensions important to LAYAs.

The 10-factor model reached our goals of model fit and

demonstrated good psychometrics and strong construct

Table 5 Relationships among the LAYA-SRQL negative impact, IOC, and PTGI

1. Existential/

spirituality

2. Coping 3. Relationship 4. Dependence 5. Vitality 6. Healthcare 7. Education/

career

8. Intimacy/

sexuality

9. Fertility 10. Cognition/

memory

1. –

2. .26** –

3. .32** .32** –

4. .13* .47** .15** –

5. .16** .50** .19** .38** –

6. .11* .33** .08 .30** .26** –

7. .23** .46** .14** .35** .49** .25** –

8. .17** .35** .19** .24** .49** .15** .39** –

9. .16** .24** .08 .10 .40** .18** .31** .47** –

10. .09 .53** .15** .36** .52** .29** .36** .39** .32** –

IOC

Negative

BC .20** .42** .20** .32** .58** .26** .36** .55** .39** .38**

SE .27** .53** .21** .38** .41** .32** .40** .38** .34** .39**

OL .15* .51** .16** .33** .35** .28** .43** .35** .36** .32**

LI .19** .51** .23** .37** .65** .28** .42** .46** .45** .39**

HW .09 .42** .07 .17** .31** .15* .23** .24** .28** .24**

Positive

HA .00 -.02 -.14* .01 -.05 -.01 -.09 .03 -.00 -.04

SE -.17** -.23** -.20** -.20** -.10 -.17** -.26** -.12* -.02 -.08

OL -.17** -.05 -.23** -.02 .04 .02 -.09 .02 .00 -.01

VR .03 .08 -.08 .05 .14* -.04 -.01 .05 .17** .11

MC .05 .09 -.06 .02 .09 .02 -.02 .13* .07 .06

PTGI -.11 -.11 -.10 -.08 .04 -.04 -.18** -.04 -.00 .04

IOC impact of cancer, BC body changes, SE self-evaluation, OL outlook, LI life interferences, HW health worry, HA health awareness, VR value of relationships, MC

meaning of cancer, PTGI posttraumatic growth inventory

* P \ .05; ** P \ .01
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validity. This measure advances HRQOL research by tap-

ping domains particularly relevant to LAYA survivors,

defining HRQOL as satisfaction with those domains, and

allowing participants to report positive and negative impact

of cancer on them, and assessing longer-term effects of

cancer survivorship.

Validation analyses generally supported hypothesized

relationships and confirmed validity. LAYA survivors

reported overall satisfaction with and positive impacts of

cancer in spirituality and relationships, consistent with

research on growth in these domains [33]. Dissatisfaction

and negative impacts were reported for intimacy/sexual-

ity, fertility, cognition/memory, and vitality, consistent

with previous research [2, 3]. Survivors also reported

satisfaction with their dependence or reliance on others,

including family, and reported a positive impact of can-

cer on this domain. This positive impact correlated pos-

itively with health worry and with negative impacts on

fertility, consistent with the importance of social support

[34].

Research implications

LAYA survivor HRQOL must be assessed within a

developmental context, and the LAYA-SRQL provides a

way to access concerns particularly relevant to this age

group. It advances HRQOL measurement psychometrically

in three important ways: by offering an efficient measure of

both satisfaction and impact of cancer, by providing par-

ticipants the opportunity to report both positive and nega-

tive changes in various domains, and by providing ratings

regarding the extent to which specific items are

problematic.

The LAYA-SRQL may therefore substantially con-

tribute to research on LAYA cancer survivors: Combining

satisfaction and impact subscales reduces participant

burden compared with the previous need to combine

several measures, assessing perceived positive as well as

negative impact is critical to understanding the experience

of longer-term survivors, and separating satisfaction from

impact enables comparison of satisfaction with other

groups.

LAYA-SRQL’s attention to developmental issues and

structure of individual subscales provides a model for

incorporating more relevant domains for use with older

cancer populations. Middle-aged survivors are likely

dealing with mid-career issues and long-term relationships;

older survivors with retirement, grandparenthood, and

perhaps with caregiving to parents or even spouses [35,

36]. Measures tapping into developmental tasks of middle-

aged and later life survivors remain to be developed.

Clinical implications

Health care professionals may use the LAYA-SRQL to

assess developmentally-specific issues that could impact

well-being or inform treatment. It could be useful for

identifying problem areas for LAYA survivors. If addi-

tional research demonstrates its reliability and validity over

time and in different settings, it may prove useful as an

assessment tool in creating and evaluating survivorship

care plans and for use of survivorship navigators [37, 38].

Limitations and future directions

We must note limitations. Although the fit of the satis-

faction model was good, part of the impact model’s fit fell

short. Given our goal of creating a measure that assesses

satisfaction and impact using the same items, the excellent

fit of the satisfaction model, and the impact model’s

acceptable RMSEA and SRMR, we believe this is likely

the best model, but additional studies are needed. The scale

was validated on only one specific clinical sample; its

generalizability to other groups of LAYA survivors

remains to be established. The psychometrics of the scale is

promising, but additional information regarding its pre-

dictive and discriminant validity is needed. Another limi-

tation is that its domain-specific subscales may make

analysis and interpretation challenging. Most domains are

relevant to all LAYAs, but some can be irrelevant

depending on the age or life goals of the participant. For

example, late adolescents may simply not have had rela-

tionships serious enough to be affected.

Despite these limitations, the LAYA-SRQL fills an

important need in survivorship research, providing a way to

efficiently assess HRQOL in LAYAs in a developmentally

informed way. One important future direction is to assess

specific domains within in-depth investigations of the

impact of cancer, in areas such as romantic relationships or

cognition/memory. Another is to exploit the range of this

measure in longitudinal investigations that begin shortly

after treatment in LAYA and, in parallel, address pro-

gression through the phases of cancer survivorship and

normative and non-normative development as individuals

move from adolescence through emerging adulthood and

beyond.

Appendix

Instructions for the LAYA-SRQL satisfaction: for each

item, please indicate the extent to which you are satisfied

with this aspect of your life. If the item is not relevant to

you, please mark ‘‘not applicable.’’
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Instructions for the LAYA-SRQL importance: for each

item, please indicate whether you have changed in this way

as a result of your experience with cancer in either a

positive of a negative direction. If the item is not relevant

to you, please mark ‘‘not applicable.’’

Please use items below for both Satisfaction and Impact

with different instructions.

1. My dependence on others

2. My energy level

3. My interest in learning new things

4. My ability to have children

5. My comfort with physical intimacy

6. My concerns about fertility

7. My engagement in religious and/or spiritual practices

8. My spiritual life

9. My sense of security that my health care needs will be

met

10. My ability to obtain health care

11. My reliance on others

12. My ability to manage stress

13. My compassion for others

14. My short-term memory

15. My desire for physical intimacy

16. My sexual functioning

17. My ability to share my experiences with others

18. My desire to educate myself

19. My desire to have children

20. My health care coverage

21. My ability to concentrate

22. My sense of control over my life

23. My ability to exercise

24. My educational and career goals

25. My ability to relax

26. My ability to participate in my favorite sports and

hobbies

27. My ability to think clearly

28. My sense of closeness to God or a higher power

29. My dependence on family

30. My ability to empathize with others

(10 domains of LAYA-SRQL satisfaction and items

numbers of each domain)

.

Domains Item numbers

Existential/spirituality 7, 8, 28

Coping 12, 22, 25

Dependence 1, 11, 29

Vitality 2, 23, 26

Health care 9, 10, 20

Intimacy/sexuality 5, 15, 16

Cognition/memory 14, 21, 27

Relationship 13, 17, 30

Education/career 3, 18, 24

Fertility 4, 6, 19
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