Psycho-Oncology
Psycho-Oncology (2014)

Published online in Wiley Online Library (wileyonlinelibrary.com). DOI: 10.1002/pon.3702

Prevalence, associated factors and source of support
concerning supportive care needs among Japanese

cancer survivors

Shino Umezawa'?, Daisuke Fujisawa'*, Maiko Fujimori", Asao Ogawa', Eisuke Matsushima’ and Mitsunori Miyashita®
'Psycho-Oncology Division, National Cancer Center Hospital East, Kashiwa, Chiba, Japan
Section of Liaison Psychiatry and Palliative Meclicine, Division of Comprrehensive Patient Care, Tokyo Medical and Dental University Graduate School of

Medical and Dental Sciences, Tokyo, japan

3Center for Psychiatric Oncology and Behavioral Sciences, Massachusetts General Hospital, Boston, MA, USA
*Department of Neuropsychiatry, Keio University School of Medicine, Tokyo, japan

*Center for Suicide Prevention, National Institute of Mental Health, National Center for Neurology Psychiatry, Tokyo, Japan
®Division of Palliative Nursing, Health Sciences. Tohoku University Graduate School of Medicine, Sendai, Japan

*Correspondence to: Abstract

Psycho-Oncology Division,

National Cancer Center Hospital Background: The current study aimed to describe cancer survivors’ supportive care needs in Japan, to

East, 6-5-1 Kashiwanoha,
Kashiwa, Chiba 277-8577,
Japan. E-mail: dai_{ujisawa@

identify associated factors of unmet needs, and to describe the source of support that are preferred
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Methods: Using a web-based questionnaire, we examined unmet supportive needs and its
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associated factors among 628 adult Japanese cancer survivors. The questionnaire comprised 16
items representing five domains (medical-psychological, financial, social-spiritual, sexual, and
physical needs).

Results: Prevalence of unmet need ranged from 5 to 18%, depending on different domains. The
prevalence was high in medical-psychological and financial domains and relatively low in physical
and sexual domains. Poor performance status, psychiatric morbidity and low income status were as-
sociated with unmet needs of most domains. Most cancer survivors preferred and actually sought sup-
port from their family and friends. Financial needs were preferred to be provided by non-medical
professionals. Call for peer support was intense, especially for medical-psychological, social-
spiritual, and sexual needs; however, peer support was not well-provided.

Conclusions: This study illustrated characteristics of Japanese cancer survivors who are likely to
have unmet needs. The study demonstrated need for expanded involvement of non-medical profes-
sionals and peer support, especially in the domains of medical-psychological, social-spiritual, financial
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Background

The number of cancer survivors has been increasing be-
cause of rising incidence of cancer and advances in cancer
treatment [1]. This emphasizes the importance of recog-
nizing concerns among cancer survivors.

Supportive care need is defined as ‘requirement of some
action or resource that is necessary, desirable, or useful to
attain optimal well-being” [2]. Needs are considered un-
met if required actions/resources have not been provided.
Up to 30 to 50% of cancer survivors have unmet support-
ive needs [3—7], leading to poor quality of life and psycho-
logical distress [8]. Therefore, knowledge about their
supportive needs and possible source of support is critical
for better patient care and policy making.

The understudied topics in this area include the
following [2-11]: First, past studies mostly addressed
only specific populations in terms of time from cancer
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diagnosis — either addressing survivors within 1 year from
diagnosis [3,4,7] or long-term survivors [6]. Few studies
have examined supportive care needs across the ‘stages’
of cancer survivorship (active treatment, re-entry, and
long-term survivorship [12]). Second, findings have been
scarce regarding the sources of support that cancer survi-
vors use to meet their needs. Third, while supportive care
services must be considered in cultural and health service
contexts [13], only a few surveys have been done in
Japan, limited to patients with breast and colorectal can-
cer, or inpatient settings [8,11,14]. In Japan, the National
Basic Plan to Promote Cancer Control Programs [I15]
came to effect in 2007, aiming to establish basic structure
of cancer treatment in the country. The plan, revised in
2012, explicitly describes quality of life of cancer survi-
vors as an important agenda.

Therefore, the current study aimed (1) to describe
cancer survivors’ unmet supportive care needs in



Japan, (2) to identify its associated factors, and (3) to
describe the source of support that cancer survivors
prefer and actually use.

Methods

Participants and procedure

This study was conducted as a part of a larger study
[16,17] that aimed to measure quality of life of short-term
and long-term cancer survivors in the community. Partic-
ipants were eligible if they were diagnosed with cancer
within 10 years. The participants were recruited through
a nationwide commercial-based website-monitoring sys-
tem (INTAGE research monitor, Inc., http://intage.co.jp).
This is a registry used for multiple purposes, ranging from
scientific research to commercial marketing. The regis-
trants were recruited through social media and self-
selectively registered. The registrants are reimbursed if
they participate in surveys. Approximately 1,300,000
people were registered, among whom 2059 people were
registered as having been diagnosed with cancer within
10 years.

We aimed to recruit 600 cancer survivors using a strat-
ified sampling method by gender (male:female=1:1) and
time since cancer diagnosis (200 survivors each from the
following three categories: within 2 years from cancer di-
agnosis, 2 to 5 years, and 5 to 10 years). We used a cutoff
of 2 years in the assumption that patients with certain
types of cancers can take more than | year until they com-
plete treatment. A cutoff of 5 years is a widely used defi-
nition of long-term cancer survivors [18]. The sample size
was set because majority of past studies enrolled up to 200
participants [5]. We randomly selected and invited 900
potential participants, with estimation of 60% response
rate (based on the previous statistics of the database).
The survey was conducted over a week in December
2012 after approval by the institutional review board of
Tohoku University.

Measures

Supportive care need

Prior to this study, we reviewed existing supportive care
need questionnaires and identified two well-used ques-
tionnaires as candidates — the Supportive Care Needs Sur-
vey Questionnaire [19,20] and the Cancer Survivors’
Unmet Needs measure [21]. However, the former scale
lacks important domains for long-term survivors (e.g. em-
ployment issues, financial burden, fertility). The latter
scale is highly inclined to psycho-social and existential is-
sues and included domains that are not relevant to most
Japanese cancer survivors (e.g. parking issue). Further-
more, it has not been validated in Japan. Therefore, we de-
cided to develop an original scale.
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We developed a questionnaire based on the items of the
Quality of Life Cancer Survivors Instrument (QOL-CS)
[22], which was used as an outcome measure in a part of
this survey. The QOL-CS comprises 41 items representing
four domains (physical, social, psychological, and spiri-
tual well-being) of cancer-specific quality of life. Because
the QOL-CS contains multiple items that cover similar
concepts and for the purpose of reducing burden of re-
spondents, the research team elaborately rephrased and
merged these 41 items into 16 items. We merged six items
of physical symptoms (fatigue, appetite, pain, constipa-
tion, nausea and overall physical health) into a single item
‘physical problems, such as fatigue, appetite, pain, consti-
pation, nausea’. We replaced ten items on psychological
well-being (e.g. coping, quality of life, anxiety and de-
pression) by a single item ‘psychological issues provoked
by cancer’. We merged three items assessing level of dis-
tress during each stage of treatment (initial diagnosis, can-
cer treatments, and time after treatment completion) into
one item ‘level of distress through cancer diagnosis and
treatments’. We merged four items assessing level of fear
toward diagnostic tests, cancer recurrence, metastasis and
secondary cancer, into a single item of ‘your level of fear
on diagnostic tests and cancer progression or recurrence’,
We replaced seven items assessing spiritual well-being by
two items of ‘interpersonal and social issues’ and ‘reli-
gious and spiritual issues’. This item was rephrased as
such because concept of spirituality was considered unfa-
miliar to most Japanese survivors, and meaning of life is
generally described in societal and interpersonal perspec-
tives [23]. The rest of the items were left unchanged,
which included eight items on social concerns (e.g. per-
sonal relationship, sexuality, employment, and financial
burden), menstrual changes or fertility, and sleep.

Responses to these questions were adopted from
Zebrack’s web-based need surveys [24,25]. Respondents
were asked to endorse one of the following responses:
(a) ‘Have not used any service and have not had need in
that domain’, (b) ‘Have already used a service and have
no further need’, (c) ‘Have not used any service so far
but would like to use in the future’, and (d) ‘Have used
service(s) and would like to use more’. Participants who
answered (a) were categorized as having no need. Partici-
pants who answered (b) or (d) were categorized as partic-
ipants with ‘service used’. Participants who answered (c)
were categorized as having ‘unmet need’.

We conducted an exploratory factor analysis in the cur-
rent sample to see the structure of the questionnaire using
the principal component analysis with promax rotation.
Based on the scree plot, we considered five-component
structure as appropriate. Those five factors were named
medical-psychological needs (four items, Cronbach’s alpha
coefficient=0.88), financial needs (three items, 0.78),
social-spiritual needs (five items, 0.83), sexual needs (two
items, 0.80), and physical needs (two items, 0.62). The
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correlation coefficients between each factor were weak to
moderate (r=0.40-0.79). (Supplementary table)

Source of support — preference and actual use

We asked the participants who had used any service be-
fore the survey (i.e. those who answered either (b) or
(d)) about the source of support they had used. We asked
those who had any needs at the time of survey (i.e. those
who answered either (c) or (d)) about the kind of support
they would like to use further. The participants were
allowed to choose as many answers as they liked from
among (1) medical professionals, (2) non-medical profes-
sionals, (3) peer support, and (4) family or friends.

Psychological distress

Psychological distress was measured using the K6 scale
[26], a self-rated six-item questionnaire exploring the fre-
quency of psychological distress during the past 30 days.
The K6 scores range from 0 to 24. Those who scored 15 or
more were classified as having psychiatric morbidity [27].

Perceived social support

Participants™ perceived social support was assessed with
the short-version Multidimensional Scale of Perceived So-
cial Support [28]; a well-validated seven-item question-
naire with seven-point scales. The participants were
divided into two groups according to the median score.

Demographic and medical characteristics

We asked the participants of their demographic and clini-
cal information, as listed in Table 1.

Statistical analysis

First, we conducted descriptive analyses to characterize
the overall study sample, summarizing the proportions
of patients indicating no need, service used and unmet
need in each of the 16 need areas. Ratios of service
used:unmet need were calculated for each need to
describe proportion of participants who received
appropriate services. Also, we compared prevalence of
unmet needs according to time since last treatment,
using chi-squared test and Fisher’s exact test where
appropriate. Second, we conducted binary logistic re-
gression analyses to explore associated factors of unmet
needs. Demographic and clinical variables, psychiatric
morbidity and social support, were entered as indepen-
dent variables. A backward stepwise selection method
was used to reduce non-significant variables from the
models, with a p-value of <0.1 on the Wald statistics.
Participants with missing values were excluded from
this analysis. Further, we conducted descriptive analyses
on source of support which the participants (1) preferred

Copyright © 2014 John Wiley & Sons, Ltd.

Table I. Demographic background (n= 628)

Characteristics n %
Age <50 190 303
50-64 267 425
265 171 272
Gender Male 314 50
Female 314 50
Marital status Married 502 799
Single or divorced/ 126 20.1
widowed
Having child(ren) Yes 464 739
Mo 164 26.1
Age of younges! child < College graduation 164 353
(n=464) >College graduation 300 64.7
Household size Living alone 70 (AN
Two or more 558 889
Oceupational status Ernployed 277 44.1
Unemployed 351 559
Annual income <4 yen 214 34.1
>4m yen 368 58.6
Unknown 46 73
Change in income status Mo change 397 632
Decreased 216 344
Increased 15 24
Cancer site Lung 23 37
Gastrointestinal 163 260
Breast 165 263
Urological 126 200
Gynecological 44 7.0
Other 107 17.0
Years since diagnosis <2 years 211 336
2-5 years 208 33.1
5-9 years 209 333
Performance status 0 413 65.8
| 200 318
2 13 2.1
3 2 03
Received treatment (absolute number) Surgery 530 844
Radiation therapy 194 309
Chemotherapy 248 395
Hormonal therapy 201 32
Treatment combination Surgery (=Sur) only 187 30
Radiation therapy 8 |
(=Rt) only
Chemotherapy 12 2
(=Cx) only
Hormonal therapy I 2
(=Hor) only
Sur+ Rt + Cx + Hor 52 8
Sur+ Rt + Cx 39 [
Sur+ Rt + Hor 49 8
Sur + Rt 26 4
Sur+ Cx -+ Hor 28 4
Sur + Cx 104 17
Sur + Hor 45 7
Rt + Cx + Hor | 0
Rt + Cx 8 |
Rt + Hor I 2
Cx + Hor 4 |
No treatment 43 7

and (2) actually used. Data were analyzed with the SPSS
version 21.0 (IBM). All the tests were two-tailed, with
p-value of <0.05.
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Results

Participants’ characteristics

Of 900 candidate participants, 628 responded and com-
pleted the questionnaire (response rate: 69.7%). Data of
46 survivors with missing values were excluded from
the logistic analysis. The participants’ mean age was
56 years. Most participants were in good performance
status. Type of cancer was skewed toward breast and
prostate cancers, and proportion of lung and gastric can-
cers were smaller than Japanese general population sam-
ple [29] (Table 1).

Prevalence of no need, service used, and unmet need

Approximately 5 to 18% of the participants had unmet
need in any of the 16 areas of needs (Table 2). The prev-
alence was generally high in medical-psychological and
financial domains and low in physical and sexual do-
mains. Ninety-five participants (15.1%) endorsed one do-
main of unmet needs, and 162 participants (25.7%)
endorsed two or more domains (data not shown). The ratio
of service used : unmet need shows that services were rel-
atively well used for medical-psychological needs, social-
spiritual needs, and physical needs and relatively less for
sexual needs (Table 2). The prevalence of unmet needs
was constant after treatments (Table 3).

Table 2. Prevalence of no need, service used and unmet need

S. Umezawa et al.

Associated factors of unmet needs

Table 4 shows the associated factors of unmet needs of
each domain. Poor performance status and psychiatric
morbidity were associated with unmet needs of most do-
mains. Gender, marital status, cohabitants, change in in-
come, and social support were not associated with unmet
needs. Employed survivors were more likely to have un-
met medical-psychological needs. Unmet sexual needs
are remarkable among younger survivors, survivors of
urological cancer, and survivors who passed long after
surgery. Presence of young children was associated with
unmet social-spiritual needs. Lower income was associ-
ated with unmet medical-psychological, financial, and
social-spiritual needs. Prevalence of unmet needs did not
differ among groups in terms of time since cancer diagno-
sis for any domain of needs.

Preference and actual use of support

In Figure 1, we illustrated both actual and preferred source
of support. Most cancer survivors preferred and actually
sought support from their family and friends, except for
physical problems. Support from medical professionals
was preferred for most of the needs except for financial
needs. Non-medical professionals (e.g. social welfare, la-
bor union, job-coordination center, professional helpers,
and insurance company) were the preferred source of sup-
port for financial needs. Call for peer support was intense,

No need Service used Unmet need
Service used:
n % n % n % Unmet need

Factor |: medical-psychological needs

Concerns about illness or treatment 373 594 174 277 8l 129 211

Psychological problems 386 615 166 264 76 12,1 2.2:0

Fear of recurrence 306 48.7 213 339 109 174 21

Concerns about family 344 54.8 209 333 75 19 281
Factor 2: financial needs

Financial burden 338 538 178 283 112 178 Lél

Interference in employment 401 639 136 217 91 14.5 151

Interference in home activities 388 61.8 185 295 55 8.8 341
fFactor 3: social-spiritual needs

Personal relationship problems 408 65.0 178 283 42 6.7 4.2:1

Religious and spiritual problems 530 844 69 1.0 29 46 241

Support from other people 268 427 318 506 42 67 7.6:1

Social problems 420 669 123 19.6 85 135 141

Isolated feeling 41 654 154 245 63 100 24
Factor 4: sexual needs

Menstrual changes and fertility 508 809 64 102 56 89 11

Sexuality 481 76.6 84 134 63 10.0 1.3:1
Factor 5: physical needs

Sleep problems 460 732 17 18.6 51 8.1 2.3

Physical problems 440 70.1 144 229 44 70 331

Copyright © 2014 John Wiley & Sons, Ltd.
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Table 3. Prevalence of unmet needs according to time since latest treatments

. None <3 months 3 months—1 year 1-5 years 5-10 years
Time since last administration
of each type of treatment n (%) n (%) n (%) n (%) n (%)
Factor |: medical-psychological needs
Surgery 22.(224) 2 {164) 27 (28.7) 58 (22.8) 26 (20.5)
Chemotherapy 88 (232 17 (283) 8 (21D 22(21.8) 7 (14.3)
Hormonal therapy 21 (21.3) 25 (245) 51263 14 (264 7 (25.9)
Radiation therapy 98 (22.6) 9 (333 6 (24 21 2h 8 (19)
Factor 2: financial needs
Surgery 20 (2040 16 (29.1) 24 (25.5) 71 (28 27 (21.3)
Chemotherapy™ 85 (224 21 35 15 (395) 29 (287) 8 (16.3)
Hormonal therapy 101 (23.7) 30 (294) 400 18 (31) 5(185)
Radiation therapy 102 (23.5) i ¢6.7; 7(28) 30 (30) 8 (19)
Factor 3: social-spiritual needs
Surgery 19 (194) 10 (18.2) 17 .(18.1) 59 (23.2) 25 (19.7)
Chemotherapy 74 (195) 15 (25) 9237y 21 (20.8) 1224
Hormonal therapy 88 (206) 22(216) 4210 13 (24.5) 3(1LL
Radiation therapy 85 (19.6) 8 (29.6) 7 (28) PANVAY 9214
Factor 4: sexual needs
Surgery 7.0 5(9.h 1 (11.7) 35(138) 20 (157)
Chemotherapy 42001 raGws! 6 (15.8) 15 (149) 8 (16.3)
Hormonal therapy 46 (10.8) 12 (11.8) 4211 11 (208) 5(185)
Radiation therapy 5118 5(185) 3(12) 1n 8 (19)
Factor 5: physical needs
Surgery 9(9.2) 6 {109 9 (9.6) 38 (15) 16 (12.6)
Chemotherapy 14 (11.6) 10 (167) | (2.6) 17 (16.8) 6 (12.2)
Hormonal therapy 53 (124 15 (14.7) 1(5.3) 7 (132) 2(74)
Radiation therapy 52.(12) 5(185) 4 (16} 12(12) 5(119)

*p < .05; chi-squared test and Fisher’s exact test.

especially for medical-psychological, social-spiritual, and
sexual needs; however, peer support was generally not
well-provided.

Discussion

This survey demonstrated prevalence of unmet supportive
care needs among Japanese cancer survivors as 4.6 to
17.8%, depending on different domains. These figures
are lower than those of survivors who are under treatment
[3-5,7] and are comparable with those of long-term cancer
survivors [6]. The prevalence was high in psychological
domain and low in sexual domain. Prevalence of unmet
needs was generally not different either according to time
since cancer diagnosis or since last administration of
treatments. Cancer survivors should be examined for their
unmet needs long after cancer diagnosis and completion
of treatment.

Medical professionals and family/friends are the two
major sources of support. In contrast, gaps between pref-
erence and actual use of peer support and support by non-
medical professionals were remarkable. Call for support
by non-medical professionals is remarkable for financial
needs. In Japan, approximately 30% of patients with

Copyright © 2014 john Wiley & Sons, Ltd.

cancer quit their job after cancer diagnosis, and the large
proportion of the rest was obliged to change their work
status from full-time to part-time employment [30,31].
As conceptualized in the reviews by Feuerstein et al
[32] and Mehnert [33], cancer survivors need multifacto-
rial support for employment by multiple disciplines
[30,31,34].

Need for peer support has long been questioned in
Japan because Japanese people have been considered as
less likely to share their illness experience with others
[35]. Only 20% of all designated cancer centers in Japan
are equipped with peer support programs as of 2013, de-
spite the recommendation in Japanese Basic Plan to Pro-
mote Cancer Control Programs [15,36,37]. Our results
argue for further promotion of peer support programs.
Peer support is expected to supplement professional psy-
chological services, where patients with cancer are often
reluctant to consult [38].

Cancer survivors with unmet sexual needs are fre-
quently not provided with any service. Sex-related issues
are infrequently discussed in clinical practice in Japan
[39], and increasing clinicians’ awareness and clinical
skills are imperative. Considering that cancer survivors
perceive family and friends as an important source of
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Table 4. Associated factors of unmet needs (n=582)
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Factor |: Factor 3:
medical-psychological Factor 2: social-spiritual Factor 4: Factor 5:
needs financial needs needs sexual needs physical needs
OR 95%ClI OR 95%Cl OR 95%Cl  OR 95%Cl OR 95%Cl
Age (reference: >65)
<50 — — — — — — 249%  1.03-6.00 — e
Age of youngest child (reference: >college graduation)
<College == = — et 212 122-370 — — e —
Employment status: employed (reference: unemployed) — 1.90%* 1.23-294 — — — — — — — —
Annual income: <4m yen (reference: >4m yen) 1.99%* 1.27-3.13 1.51=338 [93%* [J0-312 — —y aa =
Cancer site (reference: others)
Urological — — — -— — — 467 171-1279 — —
Time since latest surgery (reference: no surgery)
5-10 years — — - - - — 346%  1.30-9.25
Performance status (PS): =1 (reference: PS =0) 2.07%* 1.31-3.13  2.25%%% ]148-342 285*** |80-450 — — 424%** 243735
Psychiatric morbidity (K62 15) .55 229-546 1.72% 1.12-2.64 4.65%** 295-735 259%% 149452 272%% |59-465
Cox-Snell R2 0.114 0.108 0.160 0.068 0.087
Nagelkerke R2 0.176 0.160 0254 0.130 0.166
Only significant variables were demonstrated.
OR, odds ratio.
*p < .05
#p < 01
#kp < .001
14 0
0 o0
a0 0
EL 115 W i
3 g
§ e O "
& # z
Factor 1: Medical-psychosocial needs
B 7S 50
@ w0 |
w0 8 an A8 936
[
68 2
T - = 3 *1 s * ok IE%*
N S : AR -
A # L] [ o
Factor2: Financial peeds Factor 5: Physical needs
0 BB actud sonrce of suppoce (36)
“w
;s preference for souree Suppont (9%
B se 2es éﬁ%
® Mz iRz % A: Medical professionals
* I B: Noamedical professionals
o a - " € Peex support

Factor3: Sociab-spiritual needs
Figure I. Preference and actual use of support
support, proactive education to family can be helpful.
Topics including treatment-induced sexual challenges

and intercouple communication should be covered in fam-
ily education [40] and probably in peer support as well.

Copyright © 2014 John Wiley & Sons, Ltd.

The strength of our study is relatively large sample
size with well-balanced distribution of participants in
regards to time since their cancer diagnoses. Use of
web-based survey is also advantageous because this
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enabled to access cancer survivors who do not come
to clinics on regular basis.

The most important study limitation is representative-
ness of the sample. The participants were limited to those
who have internet literacy and those who were self-
selectively registered to a database. Distribution in age
and type of cancers is slightly different from that of gen-
eral cancer population in Japan. The participants were lim-
ited to those in good performance status; therefore, we
may have underestimated unmet needs. No difference
was made between survivors during and past primary
treatment. The second limitation is that our need assess-
ment instrument has not been validated. The items of in-
terest were selected somewhat arbitrarily, although they
were derived from a validated quality-of-life instrument
and have been selected on agreement of multidisciplinary
study team. The questionnaire lacked items on informa-
tion needs, which have been listed as an important domain
of needs in other need instruments. Majority of partici-
pants endorsed multiple domains of unmet needs, suggest-
ing need for investigating the impact of different need
combinations. Finally, the cross-sectional design provides
no information on causal relationship. In particular, vari-
ables of time since cancer diagnosis/last treatment should
be examined further in longitudinal studies.
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Conclusions

Despite its limitations, our study is noteworthy because
this is the first study in Japan that assessed unmet
needs of cancer survivors along with preference and
usage of service. The study depicted survivors at risk for
unmet needs in different domains. The study also
highlighted need for continued and expanded involvement
of non-medical professionals and peer support in
the care of cancer survivors, especially in the domains
of medical-psychological., social-spiritual, financial and
sexual needs.
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