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Abstract 
Background: A means of assessing the social support needs of spouses of pa-
tients with cancer is not available in Japan, yet such individuals are at in-
creased risk of developing psychological difficulties. Objectives: The present 
study aimed (1) to describe the social support needs of spouses of patients 
with cancer, and (2) to explore factors associated with social support needs of 
spouses of patients with cancer. Design: Spouses (n = 559) of patients with 
cancer were recruited by registered agents of an online survey company and 
completed a self-reporting, online questionnaire. Measurements: The ques-
tionnaires included demographic information and a tool to assess social sup-
port needs. Results: Factor analysis of social support needs of the spouses of 
patients with cancer indicated that (1) “social support needs regarding disease 
and treatment of patient” (54 items) comprised 3 factors (“medical condition 
and cure”, “daily life and social support”, “intimacy and employment”), and 
(2) “social support needs of spouse (19 items)” comprised 2 factors (“family 
psychological issues and social support” and “intimacy, employment and so-
ciety”). The ANOVA and T tests showed that “younger age”, “under treat-
ment”, and “cancer not cured: treatment stopped”, “PS1” and “PS 2-4”, the 
presence of “lung cancer”, and “recurrence/metastasis” were significant fac-
tors (all p < 0.05). Conclusions: The age of the spouse, treatment status, per-
formance status, site of cancer, and recurrence/metastasis are important fac-
tors related to spousal needs for social support. Clinicians should assess these 
factors and the social support needs of spouses to provide appropriate sup-
port. 
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1. Introduction 

Spouses and partners of cancer patients have an increased risk of psychological 
difficulties, such as depression, anxiety, impaired self-esteem, somatic com-
plaints, and difficulties experienced within the couple [1] [2] [3] [4]. Psycholog-
ical distress experienced by spouses continues after the death of the patient. 
One predictor of higher risk for developing complicated grief is the loss of a 
spouse [5] [6] [7], and caregivers of patients with cancer have a higher level of 
depressive symptoms after bereavement if they were the patient’s spouse [8]. 
The assessment of spousal needs is a critical step for determining appropriate 
support and providing high-quality care to reduce psychological distress be-
tween spouses. 

Some countries have tools to assess support needs for partners and caregivers 
of patients with cancer, such as the Supportive Care Needs Survey-Partners and 
Caregivers (SCNS-P & C) in Australia [9], a comprehensive needs assessment 
tool for cancer caregivers (CNAT-C) in Korea [10], and the Cancer Survivors’ 
Partners Unmet Needs measure (CaSPUN) [11]. However, a tool for assessing 
the needs of spouses of patients with cancer is not available in Japan. Neverthe-
less, it is difficult to use other instruments from other countries after translation, 
because social support needs reflect factors in the social environment, such as 
perceptions and emotions related to cancer, healthcare systems, social welfare 
policies, and work systems. Thus, instead of translating other instruments from 
other countries, we decided to develop an original tool to assess social support 
needs for spouses in Japan to provide specific care for individual spousal needs. 

One assessment of social issues of Japanese patients with cancer showed that 
51.1% of them had experienced some type of social issues within the past five years 
[12]. Another survey demonstrated that the prevalence of unmet supportive care 
needs among Japanese cancer survivors was high in medical-psychological and 
financial domains and relatively low in physical and sexual domains [13]. How-
ever, caregiver needs were not highly correlated with patient needs, implying 
that caregivers have their own needs, and that a separate assessment of caregiver 
need is needed [10]. Therefore, we aimed to describe social support needs of 
spouses of patients with cancer based on the Social Problem Checklist (SPC) for 
Japanese patients with cancer [12] [14] and explore factors associated with social 
support needs of spouses of patients with cancer. 

2. Methods 
2.1. Participants 

We conducted an online survey of 559 spouses of cancer patients between No-
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vember 10th and 29th 2016. The eligibility criteria were as follows: recruited by 
registered agents of an online survey company (Macromill Inc., Tokyo, Japan), 
age > 20 years, spouses of patients diagnosed with cancer within the past five 
years, experienced difficulties regarding disease and treatment of the patient at 
home, in the workplace, and the neighborhood, able to understand details of this 
study, able to respond to an online survey, and uninformed about eligibility cri-
teria (to exclude bias before the online survey) (Figure 1). 

2.2. Procedures 

Macromill designed the online questionnaire as “the disease survey”. Check 
boxes and radio buttons were used for each item to answer. 

Agents at Macromill were informed about the study purpose and recruited el-
igible participants online. Agents were paid with points in return for participat-
ing in this investigation. They could earn points if they answered all questions, 
and then they could exchange points for cash, gift certificates, merchandise, or 
points of business partners. 

This study was approved by the ethics committee of the Tokyo Medical and 
Dental University (M2015-581). The return of completed forms was considered 
consent. It was explained that participants could stop answering the question-
naire when they did not want to answer. 

Participants completed the online self-reporting questionnaires, which in-
cluded 23 items of spousal demographic data and 146 items regarding social is-
sues and social support needs of spouses of patients with cancer. 

2.3. Measured Items 
2.3.1. Demographic and Medical Information 
The demographic data including sex, age, province, children, annual household 
income, personal income, spousal occupation, site of cancer, previous treatment, 
treatment status, recurrence/metastasis, performance status, types of previous 
and present medical facilities, housemate, and housemate other than spouse. 

2.3.2. Tool to Assess Social Support Needs of Spouses of Patients with 
Cancer (73 Items) 

We developed a tool with which to assess social issues of spouses of Japanese pa-
tients with cancer (82 items) based on the SPC for Japanese patients with cancer 
(60 items) [12] [14] because measures of social issues and support needs devel-
oped in other countries were not appropriate for Japanese spouses of patients 
with cancer. 

We confirmed the content validity of the original assessment tool of social is-
sues (82 items) in an initial multidisciplinary meeting that included a psychiatr-
ist, a medical social worker, two clinical psychologists, and a certified palliative 
care nurse in June 2015. Thereafter, we constructed an original scale of social is-
sues and social support needs for the spouses of Japanese patients with cancer 
(164 items). 
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Figure 1. Flow diagram of the process to select participants. 

 
Factor analysis based on Promax rotation using the maximum likelihood me-

thod was applied to the scale of social issues and social support needs for the 
spouses, and 146 items were extracted. 

The content validity of this original assessment tool of social issues and social 
support needs for the spouses of patients with cancer (146 items) was addressed 
at a second multidisciplinary meeting including a psychiatrist and two clinical 
psychologists in February 2017. The present article focuses on the 73 social sup-
port needs items of these 146 items (Figure 2). 

The participants were asked if they had needed any supports regarding each 
item during the past month to rate the level of severity on a 6-point Likert scale, 
which ranged from 1 (very much) to 2 (quite a lot), 3 (a little), 4 (solved by my-
self), 5 (extremely satisfied), or 6 (not applicable). 
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Figure 2. Flow diagram of the process to make the assessment tool. 

 
After a multidisciplinary meeting including a psychiatrist, two clinical psy-

chologists, and a medical social worker to evaluate the assessment tool of social 
support needs of the spouses of cancer patients, each response category was 
scored as follows: 4 (very much),3 (quite a lot), 2 (a little), 1 (solved by myself, 
extremely satisfied), or 0 (not applicable). A rating ≥ 3 was regarded as a serious 
need for social support. 

2.4. Statistical Analysis 

The demographic and medical information of the participants is summarized 
using descriptive statistics. 

We modified the 60-item SPC for Japanese patients with cancer [12] [14] and 
developed an original scale of 164 items regarding social issues and social sup-
port needs of their spouses. Factor analysis based on Promax rotation using the 
maximum likelihood method extracted 146 items regarding social issues and the 
social support needs of the spouses of patients with cancer. 

Differences among three age groups, three performance status groups, and 
three groups with previous treatment were assessed using ANOVA. 

Differences among sex, cancer site, previous treatment, presence of recur-
rence/metastasis, type of previous and present medical facilities, and housemate 
other than spouse were evaluated using T-tests. All data were statistically ana-
lyzed using SPSS version 23.0 (IBM, Armonk, NY, USA). 

3. Results 
3.1. Demographic and Medical Information of Participants 

We distributed online questionnaires to 699 agents of Macromill and analyzed 
559 that were returned (valid response rate, 80.0%). Table 1 shows the characte-
ristics and medical information of the participants. 
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Table 1. Demographic and clinical characteristics of participants (n = 559). 

Variables Means ± SD or n (%) 

Male spouse 339 (60.6%) 

Patient age (y) 55.1 ± 12.5 

20s 13 (2.3%) 

30s 54 (9.7%) 

40s 116 (20.75%) 

50s 152 (27.2%) 

≥60 224 (40.1%) 

Spouse age (y) 54.9 ± 12.7 

20s 19 (3.4%) 

30s 50 (8.9%) 

40s 109 (19.5%) 

50s 166 (29.7%) 

≥60 215 (38.5%) 

Primary site of cancer 
 

(multiple answers) 
 

Breast 139 (24.9%) 

Colon 95 (17.0%) 

Stomach 62 (11.1%) 

Lung 59 (10.6%) 

Malignant lymphoma 34 (6.1%) 

Prostate 28 (5.0%) 

Uterine 20 (3.6%) 

Liver 18 (3.2%) 

Thyroid 18 (3.2%) 

Kidney 17 (3.0%) 

Esophagus 17 (3.0%) 

Bladder 16 (2.9%) 

Head, neck, oral 13 (2.3%) 

Pancreas 12 (2.1%) 

Leukemia 10 (1.8%) 

Other 55 (9.8%) 

Previous treatment 
 

Surgery 455 (81.4%) 

Radiation 180 (32.2%) 

Chemotherapy or hormone therapy 233 (41.7%) 

Folk remedy 6 (1.1%) 

Other 30 (5.4%) 
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Continued 

Treatment status 
 

Under treatment 233 (41.7%) 

Cancer cured; treatment completed 274 (49.0%) 

Cancer not cured; treatment stopped 29 (5.2%) 

Other situations 23 (4.1%) 

Recurrence/metastasis 
 

Yes 136 (24.3%) 

Performance status 
 

PS0 322 (57.6%) 

PS1 163 (29.2%) 

PS2 31 (5.5%) 

PS3 20 (3.6%) 

PS4 23 (4.1%) 

Types of previous and present medical facilities 
 

(Multiple answers) 
 

Special hospital for cancer 109 (19.5%) 

General hospital 388 (69.4%) 

Regional hospital 84 (15.0%) 

Local clinic 10 (1.8%) 

Other 8 (1.4%) 

Unclear 4 (0.7%) 

Children 
 

Yes 100 (17.9%) 

Housemate 
 

Living together 552 (98.7%) 

Living apart 7 (1.3%) 

Housemate other than spouse 
 

Yes 327 (58.5%) 

Province 
 

Hokkaido region 27 (4.8%) 

Touhoku region 32 (5.7%) 

Kantou region 165 (29.5%) 

Cyubu region 116 (20.8%) 

Kinki region 100 (17.9%) 

Cyugoku region 41 (7.3%) 

Shikoku region 13 (2.3%) 

Kyusyu region 65 (11.6%) 
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Continued 

Annual household income 
 

Under 2 million 17 (3.0%) 

2 - under 4 million 112 (20.0%) 

4 - under 6 million 156（27.9%) 

6 - under 8 million 100 (17.9%) 

8 - under 10 million 54 (9.7%) 

10 - under 12 million 21 (3.8%) 

12 - under 15 million 17 (3.0%) 

15 - under 20 million 17 (3.0%) 

20 million and over 9 (1.6%) 

Unclear 29 (5.2%) 

Non-response 27 (4.8%) 

Personal income 
 

Under 2 million 188 (33.6%) 

2 - under 4 million 122 (21.8%) 

4 - under 6 million 87 (15.6%) 

6 - under 8 million 57 (10.2%) 

8 - under 10 million 25 (4.5%) 

10 - under 12 million 15 (2.7%) 

12 - under 15 million 7 (1.3%) 

15 - under 20 million 3 (0.5%) 

20 million and over 2 (0.4%) 

Unclear 23 (4.1%) 

Non-response 30 (5.4%) 

Spousal occupation 
 

Civil servant 16 (2.9%) 

Manager & Executive 18 (3.2%) 

Office worker (Cletical work) 70 (12.5%) 

Office worker (Technical work) 65 (11.6%) 

Office worker (Other) 62 (11.1%) 

Indipendent business 42 (7.5%) 

Liberal profession 8 (1.4%) 

Homemaker 118 (21.1%) 

Part time job 60 (10.7%) 

Student 1 (0.2%) 

Other 27 (4.8%) 

Unemployed 72 (12.9%) 
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The spouses were divided into young (age 20s and 30s; n = 69, 12.3%), mid-
dle-aged (age 40s and 50s; n = 275, 49.2%), and elderly (age ≥ 60s; n = 215, 
38.5%) groups. The primary sites of cancer comprised breast (n = 139, 24.9%), 
colon (n = 95, 17.0%), stomach (n = 62; 11.1%), lung (n = 59, 10.6%), and ma-
lignant lymphoma (n = 34, 6.1%). The types of therapy were surgery (n = 455, 
81.4%) and chemotherapy or hormonal therapy (n = 233, 41.7%). The cancer 
had been cured and treatment had been completed in 274 (49.0%) patients, and 
233 (41.7%) were still undergoing treatment. 

3.2. Factors Related to Social Support Needs 
3.2.1. Factors Related to Social Support Needs Regarding Disease and 

Treatment of Patients 
Factor analysis identified three factors among 54 items (Table 2). 

Former items 1, 24, 36, 46 and 47 did not load < 0.1 about the differences of 
factor loading between factors and were excluded (Appendix A). 

A psychiatrist and a clinical psychologist at a multidisciplinary meeting dis-
cussed the items that were included in different factors between the assessment 
tools of social issues and of social support needs and excluded former item 59 
(the number before exclusion) that did not differ highly in factor loading be-
tween factors. 

3.2.2. Factors Related to Social Support Needs of Spouses 
Factor analysis identified two factors among 19 items (Table 3). 

Former item 22 did not load < 0.1 about the differences of factor loading be-
tween factors and was excluded (Appendix B). 

A psychiatrist and a clinical psychologist at a multidisciplinary meeting dis-
cussed the items that were included in different factors between the assessment 
tools of social issues and of social support needs and excluded former items 16 
and 18 (numbers before exclusion) that did not significantly differ between fac-
tors. 

3.3. Factors Associated with Social Support Needs of Spouses of 
Patients with Cancer 

Table 4 shows that scores were higher across all scales and factors of social sup-
port needs in younger than in middle-aged and elderly spouses (p < 0.05). 

Among the most prevalent of the primary cancer sites, namely lung cancer 
(10.6%), stomach cancer (11.1%), colon cancer (17.0%) and breast cancer 
(24.9%), only lung cancer significantly differed in terms of social support needs 
regarding “patient disease and treatment” and “spouse difficulties” (both p < 
0.05). 

Table 5 shows that Factor 1, “medical condition and cure” and 2, “daily life 
and social support” were significantly higher (p < 0.05 for both) in the measure 
of “patient disease and treatment” for patients with than without lung cancer. 
Factor 1, “family psychological issues and social support”, was also significantly  
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Table 2. Factors of social support needs regarding disease and treatment of patients. 

Q: Due to patient’s disease and treatment, have you ever needed some support (e.g., advice, information and services from professionals 
and patients under similar circumstances) during the past month regarding the following items? 

 
Items Factor 1 Factor 2 Factor 3 

 
 

Medical condition 
and Cure 

Daily life and 
Social Support 

Intimacy and 
Employment 

1 Insufficient information regarding how to take care of patient from now on 0.938 −0.007 −0.034 

2 
Insufficient information about the methods, contents, and results of medical  
examinations for patient 

0.935 0.009 −0.044 

3 
Insufficient information regarding patient’s current and prospective medical condi-
tions 

0.933 −0.021 −0.002 

4  Insufficient explanation from medical staff regarding treatment plans and policies 0.909 −0.055 0.072 

5 Insufficient information about patient’s various treatment plan 0.890 0.030 −0.021 

6 
Insufficient information regarding how to cope with patient’s treatment side effects 
and disease symptoms 

0.865 0.028 0.011 

7  
Insufficient explanation concerning the benefits and side effects of treatments from  
medical staff before you decide to have them 

0.858 0.107 −0.059 

8  Insufficient information regarding patient’s appropriate nutrition and diet 0.856 0.016 0.031 

9  
Insufficient information regarding how to obtain informations about patient’s  
disease and treatment  

0.844 0.087 −0.024 

10  
Choosing which hospital (or doctor) patient should visit to receive medical treatment 
and examination 

0.823 0.093 −0.037 

11  
Insufficient information concerning how to cope with patient’s anxiety and depres-
sive mood 

0.773 0.159 −0.025 

12  Patient’s difficulties in openly communicating with his/her doctor 0.758 0.108 0.057 

13  
Poor communication among health care staff to coordinate patient’s medical treat-
ment and care(e.g., doctor in charge, other doctor, family doctor, and nurse) 

0.746 −0.008 0.165 

14 
Insufficient information regarding patient’s palliative medicine and care that de-
crease distress, such as pain 

0.745 0.039 0.122 

15  
Not being assured that patient’s current hospital (or patient’s home doctor) would  
provide advice to him/her when patient have sudden physical problems at home 

0.745 0.124 −0.013 

16 
Having patient’s physical problems doesn’t treated immediately by medical staff  
(e.g., doctor, nurse) 

0.714 0.105 0.076 

17  
Little sympathy and support concerning patient’s psychological issues from medical 
staff 

0.708 −0.013 0.189 

18  
Consulting with another specialist besides patient’s doctor about his/her disease and 
treatment 

0.650 0.233 −0.080 

19  
Having no particular clinic and doctor patient or family can consult with when pa-
tient and family need to 

0.649 0.239 −0.018 

20  
Insufficient information regarding patients’ complementary and alternative medicine 
(e.g., health foods, hot spring, and qigong) 

0.628 0.121 0.117 

21  
Having access to professional psychological counseling whenever patient and  
you need it 

0.507 0.317 0.015 

22  Getting to, entering, leaving, or changing a patient’s hospital 0.473 0.292 0.061 

23  Imposing a patient’s burden on his/her family −0.073 0.902 0.059 

24  
Difficulties in patient’s dealing with anxiety and worry among his/her family mem-
bers 

0.099 0.859 −0.035 
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Continued 

25  
Difficulties enjoying patient’s hobbies, recreations and social activities as before be-
cause of his/her disease and treatment 

0.093 0.844 −0.042 

26  Managing patient’s and your properties −0.038 0.834 0.041 

27  Patient’s difficulties performing his/her responsibilities in the house 0.028 0.828 0.045 

28  Medical and living expenses while receiving treatment 0.034 0.822 −0.073 

29  
Difficulties in having sufficient support available to you (e.g., assistance and public  
service from people around you) 

0.120 0.808 −0.054 

30  Planning patient’s own and your future life 0.103 0.786 −0.025 

31  Taking care of family (e.g., childrearing, nursing parents and spouse) 0.099 0.765 0.009 

32  
Insufficient information concerning patient’s social welfare services (e.g., nursing 
care insurance program, welfare system for the disabled) 

0.182 0.744 −0.064 

33  Patient’s having no one with a similar experience to talk to 0.230 0.643 0.051 

34 Relationship and communication with patient’s friends and persons close to patient 0.144 0.642 0.146 

35 Changes of patient’s figure and appearance(e.g., increasing and decreasing of weight) 0.114 0.630 0.117 

36  Relationship and communication with patient’s neighbors 0.102 0.618 0.197 

37  Using financial services(e.g., loans, health care and life insurance) 0.051 0.608 0.160 

38  
Having no one and place to go for advice regarding patient’s disease and medical  
treatment life 

0.298 0.608 0.016 

39  Relationship and communication with your spouse 0.156 0.599 0.143 

40  
Talking about patients disease with people in the patient’s workplace and other social 
places 

0.107 0.571 0.258 

41 Patient’s being socially isolated 0.231 0.559 0.123 

42  
Insufficient information concerning living supports for patient receiving cancer 
\treatment (e.g., medical wig, elastic stockings ,wheelchair, adjustable medical bed) 

0.196 0.516 0.176 

43  
Difficulties in having enough understanding and cooperation from patient’s family 
regarding patient’s disease and treatment 

0.255 0.505 0.182 

44  Talking about patient’s disease with patient 0.237 0.502 0.179 

45  Being excessively concerned about patient by you 0.151 0.499 0.260 

46  
Patient’s taking care of domestic chores (e.g. cleaning, watching, cooking, grocery  
shopping) 

0.084 0.492 0.333 

47  Patient’s looking after himself/herself (e.g., eating, bathing, excreting, dressing) 0.307 0.477 0.104 

48  Being demoted and assigned a lower position in the patient’s workplace −0.010 −0.033 0.996 

49  Difficulties in getting a promotion and advancing patient’s career −0.005 −0.046 0.990 

50 Being urged to resign and lose patient’s job −0.003 0.018 0.906 

51 
Difficulty with asking for time off from patient’s work for medical treatment (or 
school if patient is a student) 

0.029 0.135 0.781 

52  Issues with patient’s pregnancy and childbirth 0.063 0.054 0.732 

53  
Difficulty with returning and maintaining to patient’s work (or education if he/she is 
a student) 

0.005 0.321 0.583 

54  Matters concerning your sexual life 0.023 0.250 0.562 

Inter-factor correlation 

Factor 1 
   

Factor 2 0.898** 
  

Factor 3 0.733** 0.814** 
 

Factor extraction method: maximum likelihood method; Factor rotation method: Promax; Number of rotation: 4; Factor loadings > 0.25; **p < 0.01. 
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Table 3. Factors of social support needs for spouses. 

Q: Have you ever needed support for yourself (e.g., advice, information and services from professionals and patients under similar  
circumstances) during past month regarding the following items? 

 
Items Factor1 Factor2 

  
Family’s psychological 

issue and Social support 
Intimacy, Employment 

and Society 

1 Difficulties in dealing with your anxiety and worry as family 1.044 −0.175 

2 
Having no one and place to go for advice for you regarding patient’s disease and 
medical treatment life 

0.859 0.031 

3 Feeling burden as family 0.855 0.051 

4 
Insufficient information concerning how to cope with your anxiety and depressive 
mood as family 

0.849 −0.051 

5 Having no one with a similar experience to talk to 0.829 0.072 

6 Difficulties performing your responsibilities in the house 0.792 0.108 

7 
Difficulties enjoying your hobbies, recreations and social activities as before because 
of patient disease and treatment 

0.762 0.108 

8 Taking care of domestic chores (e.g., cleaning, washing, cooking, grocery shopping) 0.750 0.080 

9 Being socially isolated 0.738 0.168 

10 Relationship and communication with your friends and persons close to you 0.666 0.259 

11 
Little sympathy and support concerning your psychological issues from medical 
staff 

0.642 0.157 

12 Talking about patient’s disease in your work place and other social places 0.592 0.340 

13 Relationship and communication with your neighbors 0.553 0.394 

14 Being excessively concerned about you by patient 0.533 0.375 

15 
Being demoted and assigned a lower position in your workplace because of patients 
disease 

−0.068 1.010 

16 
Difficulties in getting a promotion and advancing in your workplace because of 
patient’s disease 

−0.086 0.991 

17 Being urged to resign and lose your work −0.058 0.951 

18 Issues with your pregnancy and childbirth 0.063 0.753 

19 Facing discriminatory treatment because of patient’s disease 0.291 0.666 

Inter-factor correlation 
Factor 1 

  
Factor 2 0.760** 

 
Factor extraction method: maximum likelihood method; Factor rotation method: Promax; Number of rotation: 3; Factor loadings > 0.25; **p < 0.01. 

 
higher (p < 0.05) in the measure of “spouse difficulties” for patients with than 
without lung cancer. 

All scales and factors of social support needs were significantly higher for 
“under treatment” than “cancer cured: treatment completed” (p < 0.05) and for 
“cancer not cured: treatment stopped” than “cancer cured: treatment completed” 
(p < 0.05). 

Table 6 shows that scores for all factors regarding “patient disease and 
treatment” were significantly higher for patients with than without recur-
rence/metastasis (p < 0.05) and “spouse difficulties” (p < 0.05). 
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Table 4. Comparisons of mean age and social support needs (ANOVA). 

    
Mean(SD) 

F 
value 

Multiple  
Comparison 

    
Young  

(N = 69) 
Middle  

(N = 275) 
Elderly  

(N = 215) 

Social Support 
Needs 

Patient disease and 
treatment 

Total 
 

85.1 (70.7) 51.2 (52.2) 48.1 (40.4) 14.8* Y > M, Y > E 

Factor 1 Medical condition and cure 36.2 (30.2) 23.1 (23.5) 23.1 (19.7) 9.7* Y > M, Y > E 

Factor 2 Daily life and social support 38.5 (32.4) 23.0 (24.4) 21.7 (19.0) 14.1* Y > M, Y > E 

Factor 3 Intimacy and employment 10.4 (9.6) 5.0 (6.4) 3.3 (5.1) 31.2* 
Y > M, Y > E, 

M > E 

Spouse difficulties 

Total 
 

30.7 (25.1) 14.8 (16.9) 13.1 (13.3) 30.1* Y > M, Y > E 

Factor 1 
Family psychological issues  

and social support 
23.2 (18.5) 12.1 (13.2) 11.2 (10.8) 23.5* Y > M, Y > E 

Factor 2 
Intimacy, employment  

and society 
7.5 (6.9) 2.7 (4.4) 1.8 (3.3) 44.5* Y > M, Y > E 

*p < 0.05. Y, young; M, middle-aged; E, elderly. Ages: Y, M and E: 21 - 39, 40 - 59, 60 - 87 years, respectively. 

 
Table 5. Comparisons of mean cancer sites and social support needs (T test). 

    
M(SD) 

t ratio     
Lung Cancer 

    
Presence  
(N = 59) 

Absence  
(N = 500) 

Social Support 
Needs 

Patient disease and  
treatment 

Total 
 

68.6 (53.8) 52.4 (51.7) 2.3* 

Factor 1 Medical condition and cure 30.6 (24.6) 24.0 (23.2) 2.0* 

Factor 2 Daily life and social support 31.5 (25.2) 23.6 (24.0) 2.4* 

Factor 3 Intimacy and employment 6.5 (7.9) 4.8 (6.7) 1.8 

Spouse difficulties 

Total 
 

21.5 (18.4) 15.5 (17.6) 2.5* 

Factor 1 
Family psychological issues and 

 social support 
17.5 (14.1) 12.6 (13.5) 2.6* 

Factor 2 Intimacy, employment and society 4.0 (5.1) 2.8 (4.7) 1.8 

*p < 0.05. 

 
Table 6. Comparisons of mean recurrence/metastasis and social support needs (T test). 

    
M(SD) 

t ratio     
Recurrence/metastasis 

    
Presence  
(N = 136) 

Absence  
(N = 423) 

Social Support 
Needs 

Patient disease and  
treatment 

Total 
 

77.0 (57.1) 46.8 (48.2) 5.56* 

Factor 1 Medical condition and cure 35.3 (26.0) 21.3 (21.5) 5.68* 

Factor 2 Daily life and social support 34.7 (26.3) 21.1 (22.6) 5.39* 

Factor 3 Intimacy and employment 7.0 (8.4) 4.4 (6.1) 3.41* 

Spouse difficulties 

Total 
 

22.9 (20.2) 13.9 (16.3) 4.7* 

Factor 1 Family psychological issues and social support 18.6 (15.2) 11.4 (12.7) 5.0* 

Factor 2 Intimacy, employment and society 4.3 (5.8) 2.5 (4.3) 3.4* 

*p < 0.05 
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“PS1” and “PS 2 - 4” scored higher in all scales and factors of social support 
needs than “PS0” (p < 0.05 for both). 

4. Conclusions 

The present study described the social support needs of spouses of patients with 
cancer. This allowed the first systematic and comprehensive needs assessment of 
these individuals in Japan. Factor analysis identified three underlying domains 
in “social support needs regarding patient disease and treatment” (“medical 
condition and cure”, “daily life and social support”, and “intimacy and employ-
ment”) and two underlying domains in “social support needs regarding spouse 
difficulties” (“family psychological issues and social support” and “intimacy, 
employment and society”). These domains reflect the common needs generally 
reported in the literature regarding cancer caregivers [10] [11] [15]. One advan-
tage of the present study is that the tool for assessing social support needs fo-
cused on the spouses of patients with cancer and identified needs for support 
with “patient disease and treatment” and “spouse difficulties”. 

The ANOVA findings showed that the young group scored significantly high-
er across all scales and factors of social support needs than the middle-aged and 
elderly groups. In the Adolescent and Young Adult (AYA) population, cancer is 
the leading cause of death due to illness with the lowest mortality rate, as well as 
in children, and AYA patients with cancer are growing independently, starting 
life within the community, and are reaching reproductive age [16]; they have 
physical changes to become adults and unique psychological issues that are dis-
tinct from those of pediatric and older adult patients [16]. Intimacy is harmed 
more frequently among survivors of breast cancer aged < 45 years than among 
those aged 46 - 54 and > 55 years. Psychological problems are more prevalent 
among younger women who survive breast cancer [17]. AYA cancer patients 
experienced many specific sequelae after cancer diagnosis and treatment, such as 
loss of fertility [18] [19], hair loss, and other physical changes and fatigue [20] 
[21], as well as difficulties with social relationships, employment, educational at-
tainment, and financial burden [22] [23]. Regarding mental health, AYA cancer 
patients had an increased prevalence of anxiety, depression, and distress than 
healthy peers and the general public [24] [25]. Additionally, AYA cancer survi-
vors were more likely to have a poorer quality of life than persons of the same 
age in the general population and older cancer survivors [26]. In young patients, 
these subjective factors of severity of illness and emotional distress affected post-
traumatic stress symptoms and subjective experience of her spouse more [27] 
[28]. In particular, younger age is a factor associated with high psychological 
distress and a low quality of life for spouses and partners [29]. The present find-
ings were consistent with those of a previous study of AYA cancer caregivers and 
indicated that medical staff should consider the social support needs of young 
spouses more carefully. 

Only lung cancer significantly differed among primary cancer sites in patients. 
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According to the website of the Cancer Information Service of National Cancer 
Center in Japan [30], lung cancer had the highest number of fatalities among 
males and females during 2017. Lung cancer is associated with increased symp-
tomatic distress and unmet needs compared with other types of cancer, with the 
most common symptoms being fatigue, cough, and dyspnea [31]. Therefore, 
lung cancer also impacts anxiety and depression among spouses [32] [33]. This 
result is consistent with previous finding that the most prevalent unmet needs 
among caregivers of patients with advanced lung cancer were related to infor-
mation, healthcare service, and daily living [34], and that unmet needs were 
more prevalent among caregivers of lung cancer survivors at 6 and 24 months 
after diagnosis [15]. The present study did not find significant differences re-
garding “intimacy and employment” in disease and treatment of patient and “in-
timacy, employment and society” in spousal difficulties. Being a young spousal 
caregiver is a factor of economic burden for the spouse of a patient with lung 
cancer [35]. In this study, most participants were more than middle-aged, and, 
therefore, issues of intimacy and employment might have been less important. 

It was found that the social support needs were significantly higher among 
spouses of patients in the “under treatment” than in the “cancer cured: treat-
ment completed” groups and among those of patients in “cancer not cured: 
treatment stopped” than in “cancer cured: treatment completed” groups. Pa-
tients undergoing surgery, chemotherapy, radiation therapy, or chemoradiothe-
rapy experience significant cancer treatment-related fatigue that begins during 
treatment and decreases following treatment [36], and patients’ fatigue might 
also affect spousal distress and social support needs. For example, the spouses of 
patients with incurable cancer in the palliative care phase have a higher fre-
quency of depression symptoms [37], and spouses faced with the “cancer not 
cured: treatment stopped” situation also have many social support needs. Our 
results are consistent with previous findings and indicate that the spouses of pa-
tients with cancer have obvious social support needs, especially when patients 
undergo treatment or are incurable and treatment has been stopped. Appropri-
ate social support should be provided in such situations. 

We also found higher social support needs among spouses of patients with 
than without recurrence or metastasis, with PS1 than PS0, and with PS 2 to 4 
than PS0. Patients who have cancer with poorer performance status might have 
difficulty coping with the disease and consequently might experience more psy-
chological distress [38]. Therefore, their spouses might also have high levels of 
need when their patients have low performance status. Indeed, recent studies 
have suggested that spouses and partners experience physical and psychological 
distress over the burden of patient care, anxiety, depression, and posttraumatic 
stress symptoms, and they have to deal with their own lifestyles (such as child-
care, missing work, financial burden) when patients are in the terminal phase or 
developing metastasis and recurrence [37] [39] [40] [41] [42]. Furthermore, ca-
regiver depression, burden, and missing work increase more during the terminal 
period than during the palliative period [40]. This finding suggests that medical 
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staff should assess the social support needs of spouses in these situations to pro-
vide adequate support as the functional status of the patient declines. 

In conclusion, the age of the spouse, cancer site in the patient, recur-
rence/metastasis, and performance status are important factors related to the so-
cial support needs of spouses. Medical staff should assess the situations of 
spouses on an individual basis and plan strategies to help reduce unmet needs. 
Communicating openly with spouses and consulting with health-care profes-
sionals could be helpful to fulfill specific social support needs regarding disease 
and treatment of patients and specific ones of spouses. Providing concrete med-
ical information would be effective to solve needs of disease and treatment of pa-
tients. Introducing psychosocial services and self-help groups would be also 
useful to solve being socially isolated and having no one with a similar expe-
rience to talk to. Delivering psychoeducation on relaxation techniques and 
communication skills with patient, medical staff, people in workplace may im-
prove spouse coping skills to solve psychosocial needs by themselves [43] [44]. 
Couple-based interventions may also beneficial for spouses to improve relational 
satisfaction and communication with patients [45] [46]. 

The most important study limitation is the representativeness of the sample. 
The participants might have been affected by sampling bias because they were 
recruited by agents online and, therefore, targeted only persons who were famil-
iar with the internet and specific agents. An online survey that does not reflect 
whether everything recorded about the patients was correct was used. Distribu-
tion of cancer sites was slightly different from that of the general cancer popula-
tion in Japan. Social support needs might have been underestimated because 
most participants had good performance status. The second limitation is that 
our original tool has not been standardized, although its content validity was 
confirmed in a multidisciplinary meeting. 

Despite the limitations, this is the first study to examine the social support 
needs and their associated factors among spouses of patients with cancer in Ja-
pan. 

In future research, clinical data about spouses of cancer patients in the hospit-
al setting should be collected. We therefore plan to test the applicability of the 
assessment tool in hospitals and to explore the social support needs for spouses 
of patients with cancer in Japan. 
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Appendix A. The original 60-item of social support needs regarding disease and treatment of patients. 

Q: Due to patient’s disease and treatment, have you ever needed support (such as advice from professionals and patients under similar 
circumstances, information and services) during the past month regarding the following items? 

 
1) Very much 

      

 
2) Quite a lot 

      

 
3) A little 

      

 
4) Solved by myself 

      

 
5) Extremely satisfied 

      

 
6) Not applicable 

      
1 About outpatient visit. 1 2 3 4 5 6 

2 Going to, entering, leaving, or changing a patient’s hospital. 1 2 3 4 5 6 

3 Consultation with another specialist besides patient’s current doctor about disease and treatment. 1 2 3 4 5 6 

4 Having access to professional psychological counseling whenever patient and you needed. 1 2 3 4 5 6 

5 Having physical problems of patient not immediately treated to by medical staff (e.g., doctor, nurse). 1 2 3 4 5 6 

6 Little sympathy and support concering patient’s psychological issues from medical staff. 1 2 3 4 5 6 

7 
Poor communication among health care staff to coordinate medical treatment and care of patient (e.g., doctor in 
charge, other doctors, family doctor and nurses). 

1 2 3 4 5 6 

8 
Not being assured that current hospital or home doctor would provide advice when patients have sudden physical 
problems at home. 

1 2 3 4 5 6 

9 Having no particular clinic and doctor that patient or family could consult when patient and family feel the need. 1 2 3 4 5 6 

10 Choosing which hospital (or doctor) patient should visit to receive medical treatment and examinations. 1 2 3 4 5 6 

11 Insufficient information about methods, content, and results of medical examinations of patient. 1 2 3 4 5 6 

12 Insufficient information regarding how to obtain information about disease and treatment of patient. 1 2 3 4 5 6 

13 Insufficient information about various treatment plans for patient. 1 2 3 4 5 6 

14 
Insufficient explanations concering benefits and side effects of treatments from medical staff before you decide to 
have them,. 

1 2 3 4 5 6 

15 
Insufficient information regarding complementary and alternative medicine (e.g., health foods, hot springs and 
qigong etc). 

1 2 3 4 5 6 

16 Insufficient information regarding palliative medicine and care to decrease distress of patient, such as pain. 1 2 3 4 5 6 

17 Insufficient explanation from medical staff about treatment plans and policies. 1 2 3 4 5 6 

18 Insufficient information regarding current and prospective medical condition of patient. 1 2 3 4 5 6 

19 Insufficient information regarding how to cope with side effects of treatments and disease symptoms. 1 2 3 4 5 6 

20 Insufficient information regarding how to take care of patient from now on. 1 2 3 4 5 6 

21 Insufficient information regarding appropriate nutrition and diet for patient. 1 2 3 4 5 6 

22 Insufficient information regarding how to cope with patient’s anxiety and depressive mood. 1 2 3 4 5 6 

23 Difficulties for patient in openly communicating with doctor. 1 2 3 4 5 6 

24 Getting around and moving of patient (including transportation). 1 2 3 4 5 6 

25 Patient looking after self (e.g., eating, bathing, excreting, dressing). 1 2 3 4 5 6 

26 Patient taking care of domestic chores for patient (e.g., cleaning, washing, cooking, grocery shopping). 1 2 3 4 5 6 

27 
Difficulties in having enough understanding and cooperation from patient’s family regarding disease and  
treatment of patient. 

1 2 3 4 5 6 
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Continued 

28 Taking care of family (e.g., childrearing, nursing parents and spouse). 1 2 3 4 5 6 

29 Imposing a burden on family imposed by patient. 1 2 3 4 5 6 

30 Patient having difficulty dealing with anxiety and worry among family members. 1 2 3 4 5 6 

31 
Difficulties in having sufficient support available to you (e.g., assistance and public service from people  
around you). 

1 2 3 4 5 6 

32 Difficulties for patient performing responsibilities in the house. 1 2 3 4 5 6 

33 Planning patient’s and your own future. 1 2 3 4 5 6 

34 Issues with pregnancy and childbirth for patient. 1 2 3 4 5 6 

35 Being excessively concerned about patient by you. 1 2 3 4 5 6 

36 Diffferenecs in opinions about disease and treatment of patient between you and patient. 1 2 3 4 5 6 

37 Talking about patient’s disease with patient. 1 2 3 4 5 6 

38 Matters concerning your sex life. 1 2 3 4 5 6 

39 Relationship and communication with spouse. 1 2 3 4 5 6 

40 Relationships and communication with patient’s friends and others close to patient. 1 2 3 4 5 6 

41 Relationships and communication with patient’s neighbors. 1 2 3 4 5 6 

42 Talking about patient’s disease with people in the patient’s workplace and other social places. 1 2 3 4 5 6 

43 Patient having no-one with similar experience to talk to. 1 2 3 4 5 6 

44 Patient being socially isolated. 1 2 3 4 5 6 

45 Having no one or place to go for advice regarding patient’s disease and medical treatment. 1 2 3 4 5 6 

46 Patient facing discriminatory treatment because of patient’s disease. 1 2 3 4 5 6 

47 Changes in other people’s attitudes and behaviors toward patient. 1 2 3 4 5 6 

48 
Difficulties enjoying hobbies, recreations and social activities for patient as before because of disease and  
treatment. 

1 2 3 4 5 6 

49 Changes in appearance of patient (e.g., increased or decreased weight). 1 2 3 4 5 6 

50 Difficulties for patient to return to and maintain to work (or education if patient is a student). 1 2 3 4 5 6 

51 Difficulties for patient to ask for time off from work (or school if student) for medical treatment. 1 2 3 4 5 6 

52 Difficulties for patient in getting a promotion and advancing career. 1 2 3 4 5 6 

53 Patient being demoted and assigned a lower position in workplace. 1 2 3 4 5 6 

54 Patient being urged to resign and lose job. 1 2 3 4 5 6 

55 Medical and living expenses while receiving treatment. 1 2 3 4 5 6 

56 Using financial services (e.g., loans, health care and life insurance). 1 2 3 4 5 6 

57 Managing patient’s and your properties. 1 2 3 4 5 6 

58 
Insufficient information concering social welfare services (e.g., nursing care insurance program, welfare  
system for the disabled). 

1 2 3 4 5 6 

59 
Insufficient information concerning community health care services availrable to patient (e.g., home visit by a  
doctor and nurse) 

1 2 3 4 5 6 

60 
Insufficient information concerning living supports for patient receiving cancer treatment (e.g., wigs, elastic 
stockings, wheelchair, adjustable medical bed). 

1 2 3 4 5 6 

Items in bold letters were selected and modified for the original 54-item social support needs regarding disease and treatment of patient used in this study. 
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Appendix B. The original 22-item of social support needs of spouses. 

Q: Have you ever needed support for yourself (such as advice from professionals, similar patients, information and services) during the 
past month regarding the following items? 

 
1) Very much 

      

 
2) Quite a lot 

      

 
3) A little 

      

 
4) Solved by myself 

      

 
5) Extremely satisfied 

      

 
6) Not applicable 

      
1 Little sympathy and support concerning your psychological issues from medical staff. 1 2 3 4 5 6 

2 Insufficient information concerning how to cope with your anxiety and depressive mood as a family. 1 2 3 4 5 6 

3 Taking care of domestic chores (e.g., cleaning, washing, cooking, grocery shopping). 1 2 3 4 5 6 

4 Feeling burdened as a family. 1 2 3 4 5 6 

5 Difficulties dealing with your anxiety and worry as family. 1 2 3 4 5 6 

6 Difficulties performing your responsibilities in the house. 1 2 3 4 5 6 

7 Issues with your pregnancy and childbirth. 1 2 3 4 5 6 

8 Being excessively concerned about you by patient. 1 2 3 4 5 6 

9 Relationships and communication with your friends and persons close to you. 1 2 3 4 5 6 

10 Relationships and communication with neighbors. 1 2 3 4 5 6 

11 Talking about patient’s disease in your workplace and other social places. 1 2 3 4 5 6 

12 Having no one with similar experience to talk to. 1 2 3 4 5 6 

13 Being socially isolated. 1 2 3 4 5 6 

14 Having no one or place to go for advice regarding patient’s disease and medical treatment life. 1 2 3 4 5 6 

15 Facing discriminatory treatment because of patient’s disease. 1 2 3 4 5 6 

16 Changes in other people’s attitudes and behaviors toward you because of patient’s disease. 1 2 3 4 5 6 

17 
Difficulties enjoying your hobbies, recreations and social activities as before because of disease and treatment  
of patient. 

1 2 3 4 5 6 

18 Difficulties for you to return to and maintain to work (or education if patient is a student) because of patient’s disease. 1 2 3 4 5 6 

19 Difficulties in getting a promotion and advancing in your workplace because of patient’s disease. 1 2 3 4 5 6 

20 Being demoted and assigned a lower position in your workplace because of patient’s disease. 1 2 3 4 5 6 

21 Being urged to resign and lose your job. 1 2 3 4 5 6 

22 Insufficient information concering social welfare services (e.g., family care leave, family care leave benefits). 1 2 3 4 5 6 

Items in bold letters were selected and modified for the original 54-item social support needs regarding disease and treatment of patient used in this study. 
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