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a b s t r a c t

Objectives: This study aimed to assess the reliability and validity of the Chinese version of the Head and
Neck Information Needs Questionnaire (HaNiQ).
Methods: The HaNiQ was translated into a Chinese version using internationally recognized forward-
and back-translation procedures. The reliability and validity of the HaNiQ were measured using Cron-
bach’s a coefficient, split-half reliability, exploratory factor analysis, and Pearson correlation analysis.
Results: A total of 207 patients in different head and neck cancer (HNC) stages and 174 caregivers
completed the Chinese version of the HaNiQ. Internal consistencies varied between good and very well
(Cronbach’s a coefficient 0.74e0.90); the split-half coefficient and the content validity index (CVI) of the
questionnaire were 83.5% and 83.33%, respectively. The cumulative contribution rates of the 5 subscales
in patients with HNCand their caregivers were 62.41% and 61.19%, respectively. However, there are some
differences between the Chinese questionnaire for caregiver and the original questionnaire regarding the
attribution of items. Items 22, 23, and 27 in the Psychosocial subscale of the English version were
assigned to the Survivorship subscale in the Chinese version for caregivers.
Conclusions: The results demonstrated that the Chinese version of the HaNiQ is a reliable and valid in-
strument for measuring the information needs of patients with HNC and that of their caregivers. Though
the structure of the Chinese version was different from the English version for caregivers of HNC patients,
the Chinese version of the HaNiQ appears to be reliable and would benefit from further testing.
© 2021 The authors. Published by Elsevier B.V. on behalf of the Chinese Nursing Association. This is an
open access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).
What is known ?

� Nurses offer information support in clinical practice.
� The Head and Neck Information Needs Questionnaire (HaNiQ)
can measure the information needs of head and neck cancer
(HNC) patients and their caregivers.
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What is new ?

� This study translates the HaNiQ into a Chinese version and
verifies its reliability and validity, which provides a specific in-
strument tomeasure the information needs of HNC patients and
their caregivers.
1. Introduction

Head and neck cancers (HNCs) are defined according to their
anatomical location and include cancers of the lip, oral cavity, lar-
ynx, nasopharynx, oropharynx, hypopharynx, nasal cavity, para-
nasal sinuses, thyroid gland, salivary glands, and the like [1].
According to the GLOBOCAN 2020, HNCs of the lip, oral cavity,
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larynx, and pharynx are cumulatively in the top 10most commonly
diagnosed adult cancers worldwide, with 878,348 new cases and
444,347 deaths [2]. The 2015 update of nationwide cancer statistics
of the National Central Cancer Registry of China (NCCRC) [3]
showed that the number of new cases and deaths for HNCs was
more than 225,100 and 77,500, respectively. Among the various
diseases, HNCs stand out because of the associated poor prognosis,
with a lower five-year survival rate compared with other cancers,
depending on the tumor site and stage.

The duration of HNC treatment ranges from12 to 36months and
is associated with a significant decrease in the quality of life [4] and
higher levels of depression and anxiety compared with other can-
cer patients. The increased rate of depression in patients with HNC
is related to both the treatment and tumor-related physical
symptoms, with two identifiable peaks of depression occurring one
year after treatment [5]. Furthermore, there is a significant deteri-
oration in patients’ symptoms in the first year after treatment,
while a slow recovery ensues, symptoms nevertheless persist [4].
Identifying the needs of patients with HNCs is the first step in
helping medical workers provide treatment and care to patients.
Besides, the guidelines also list this as the first step in developing
appropriate interventions [6]. Owing to the particular location, HNC
can cause potential profound impairments to speech, swallowing,
vision, hearing, and physical appearance during treatment. There-
fore, patients with HNC are more emotionally traumatized and
have more information needs than other cancer patients [7]. In-
formation support is an important avenue through which medical
staff can better provide health services for patients with HNC and is
closely related to the treatment, prognosis, rehabilitation, and even
recurrence monitoring of patients. Nursing care of patients with
HNC requires a multidisciplinary and cooperative nursing
approach. Thus, information support incorporated a wide range of
areas, including tumor, nutrition, dentistry, speech, rehabilitation,
and so on [8,9].

HNCs are complex and involve a wide range of fields: oncology,
surgery, dental radiation, oncology, pathology, linguistics, rehabil-
itation medicine, and nursing. Although nurses have been offering
information support in clinical practice as an important part of
multidisciplinary nursing, there is often no systematic method of
information support or planning for patients with HNC, and the
information support is limited [10]. In a study of 93 HNC survivors,
caregivers’ health behaviors and self-care behaviors play a positive
role in patient care, and there is a significant gap in addressing
communication and informational needs between patients and
caregivers [11]. Due to the differences in tumor sites, treatment
methods, time of complications, and course of the disease, the
breadth and time of information needs are also different. Further-
more, a large number of studies have shown that both patients with
HNCs and their caregivers have a large number of unmet infor-
mation needs, it will harm the patient’s recovery. Effective assess-
ment of the information needs of patients with HNCs and their
caregivers is the premise of providing personalized information
support, as well as the key link of optimizing nursing work to
improve medical satisfaction.

In China, the tools provided to patients with cancer and their
caregivers are either universal or designed specifically for a
particular type of cancer, and they encompass a broad range of
requirements. However, the information needs of HNC patients and
their caregivers have not been appropriately measured. Currently,
the Head and Neck Information Needs Questionnaire (HaNiQ)
developed by the Head and Neck Cancer Research Centre of Liver-
pool Hospital in Australia has been validated and popularized in
Australian patients [12]. The questionnaire has good reliability and
validity, and there are two versions, one in English and the other in
Portuguese. A literature review revealed that the Chinese version of
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the questionnaire has not yet been developed and verified in
Eastern countries, including China. Therefore, the study aims to
translate the HaNiQ into a Chinese version and verify its reliability
and validity.

2. Methods

2.1. Instrument

The HaNiQ, a specific tool for assessing the information needs of
patients with HNC and that of caregivers, was developed in 2013 by
Dr. Dall'Armi’s team from the Head and Neck Cancer Group of the
Australian Institute of Oncology [12]. The Cronbach’s a coefficient of
the total questionnaire is 0.94, and the Cronbach’s a coefficient of
each area is 0.73e0.89. Presently, there are two versions, in English
and Portuguese. The HaNiQ score is based on the responses elicited
in 5 topic domains that include 30 items : Disease Profile (3 items),
Treatment (8 items), Side Effects (8 items), Psychosocial (8 items),
and Survivorship (3 items). Based on the information needs of
patients with HNC and their caregivers, each item has four response
choices that are assigned different score values. Each item has four
choices: “not important ¼ 1”, “a little important ¼ 2”,
“important ¼ 3”, “very important ¼ 4”. In terms of percentages, a
higher number represents an area of greater importance for in-
formation provision. For all subscale scores as well as the total
score, increasing scores represent higher priority areas for infor-
mation provision. The authors Dr. Simpson and Dr. Dall'Armi were
both in agreement about the study design.

2.2. Study design

This study is a psychometric study with a cross-sectional design
to verify the reliability and validity of the Chinese version of HaNiQ.
The study was conducted in three stages to reach operational
conceptual, semantic, and measurement equivalence between the
original English version and the Chinese version [13]. In the first
stage, a Chinese version of the HaNiQ was created through trans-
lation and cross-cultural adaptation. In the second stage, the con-
tent validity of the HaNiQ was evaluated, and the measurement
properties were examined in the third stage.

2.2.1. Translation and cross-cultural adaptation
To ensure the conceptual, semantic, measurement equivalence,

and content validity, an integrative translation method was
employed to translate the English version into Chinese [14,15].
Forward and backward translation, developed by the European
Organization for Research and Treatment of Cancer, was employed
[16].

The study included 5 researchers who either had experience in
relevant clinical work or were familiar with Chinese and Western
culture. Initially, 2 forward-translators who were native Chinese
speakers and fluent in English completed the translation inde-
pendently. Then, the two translations were compared and dis-
cussed by a former researcher in step 1 and another researcher who
was proficient in both languages and could judge the quality of the
translation. The researchers discussed some of the obvious differ-
ences, and once all the questions were resolved, a first version of
the HaNiQ was translated. Following this step, the Chinese version
of the HaNiQ was translated into English by two other Chinese
researchers who had not seen the original version and had aca-
demic experience in English environments. A second version of the
HaNiQ was then translated. The researcher in step 2 and the two
researchers in step 3 discussed the two translated versions of the
HaNiQ. After all the questions were resolved, the Chinese version
was considered complete. Last but not least, a comparison was
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made of the differences between the English version and the
original of the HaNiQ, and all the detailed records of each step in
the process were carefully collated.

We sought to ensure that the translated version matched the
original version of the HaNiQ, and that linguistic differences and
expressions were clarified in the translation process. Because there
were several places where direct translation was inappropriate, it
was necessary to change the order of words or modify some words
to match the Chinese language. The full details and questions about
the translation process are summarized in an interim report. A
panel of 8 experts (3 HNC experts and 3 clinical nurse specialists, 2
individuals from the teaching and research staff) evaluated and
validated the Chinese version. The Chinese version of the HaNiQ
was finally considered ready for pilot-testing with 30 patients with
HNC and their caregivers, and the results indicated that the Chinese
version of HaNiQ was understandable.

2.2.2. Content validation
Content validity is primarily used to assess whether the items in

the questionnaire represent the measured indicators or di-
mensions. This validity is usually quantified using the content
validity index (CVI) and has its own rating system (not relevant¼ 1,
sometimes relevant ¼ 2, quite relevant ¼ 3, highly relevant ¼ 4).
The higher the item score, the better the content reliability [17]. We
usually use Lawshe’s content validity index to determine the CVI
[18,19]. Based on this method, we selected 8 experts from relevant
fields to evaluate the content validity [20]. All experts were
required to have more than 10 years of working experience in HNC.
There were 3 HNC experts and 3 nurses, as well as 2 individuals
from the teaching and research staff in head and neck oncology.

2.3. Participants, setting and procedure

A sample of patients with HNC and their caregivers was
included in this study. The study was open to patients in all stages
of HNC based on their diagnosis who were undergoing treatment
(palliative treatment). The participants were recruited from 5
cancer hospitals in China between April and September 2018. The
sample size was estimated according to the principle that the sur-
veyed number was 5e10 times the number of items. HaNiQ con-
tained 30 items. Thus, the total sample size was estimated to be
150e300. The inclusion criteria were patients: 1) met the clinical
diagnostic criteria of HNC and whose health condition was stable,
2) were more than 18 years old at the time of diagnosis, 3) were
conscious and able to understand and respond appropriately, and
4) knew the truth about their disease and volunteered to take part
in the study. Patients were excluded if they 1) had complications
associated with organic lesions of important organs, such as heart,
brain, kidney, etc., or 2) had a history of mental illness and were
taking psychotropic drugs. The caregivers of HNC patients were
eligible to participate: 1) once the patient was recruited, they were
invited to identify a caregiver who could also participate, 2) more
than 18 years old and 3) could communicate, express themselves
and write. Caregivers were excluded if they had a mental illness. All
patients with HNC and their caregivers participated voluntarily in
this study.

After the completion of the Chinese version, 30 representative
patients with HNC and their caregivers were invited to participate
in a preliminary experiment. During the pilot study, a researcher
asked the subjects how they felt and whether they understood the
contents of the questionnaire. The participants’ suggestions and
feelings were recorded, and the patients’ questions and completion
time were noted. For the reliability study, the HaNiQ was admin-
istered to patients with HNC and their caregivers. After the pre-
liminary experiment, a formal investigation was conducted.
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2.4. Statistical analysis

In this study, descriptive statistical methods were used to
analyze the demographic data and basic clinical data. The internal
consistency of the HaNiQ was measured by Cronbach’s a coefficient
and Split-half reliability [21]. The content validity was expressed by
CVI, and the structural validity was evaluated by exploratory factor
analysis (EFA) and Pearson correlation analysis. First, Bartlett’s test
of Sphericity and Kaiser-Meyer-Olkin (KMO) were used to test
whether the sample was suitable for factor analysis. Second, if the
sample size was sufficient, the principal factors (PF) and maximum
variance method were used to analyze the EFA of the questionnaire
[22]. In the process of extracting factors, eigenvalues are usually
required to be greater than 1 and are regarded as a common factor.
The factor rotation method of orthogonal rotation, the varimax
method, was used to extract factors, and all the statistical analyses
were performed using the SPSS statistical program (version 22.0).

2.5. Ethical considerations

Cancer patients and their caregivers are considered a vulnerable
group due to the nature of the disease and the stress that they
experience, especially in families undergoing palliative care.
However, early studies suggested that this group may be grateful
for the opportunity to participate in a study and may benefit from
their involvement [23,24]. During the validation process, an
informed consent that outlines the study’s basic ethical principles,
which are not considered harmful to the study participants, is ob-
tained. Furthermore, the patients and caregivers involved are aware
of the patient’s real health condition. At the same time, we
emphasized the voluntary aspect of completing the questionnaire
before responding, which allows researchers to terminate and
withdraw from the study at any time. When analyzing and sub-
mitting data results, the participant’s identifying information is
protected following the principle of confidentiality. Written
informed consent was signed by all participants. This study was
conducted under the approval of the hospital’s Ethics Committee
and the support of the relevant department leaders.

3. Results

Participants completed a Chinese version of the questionnaire
after providing informed consent during the clinical visit. A total of
220 patients with HNC and 180 caregivers participated in the study,
and 207 valid questionnaires from patients with HNC and 174 valid
questionnaires from their caregivers were included in this analysis.
Questionnaires with a response rate of less than 70% were
excluded. The effective response rates of patients and caregivers
were 94.1% and 96.7%, respectively. Most patients were also willing
to talk about their information needs and feelings when receiving
information support.

The patients were from 18 provinces in China, and 38.1% (145/
381) of the total participants were from Beijing. The average
duration of care was 3 months. Clinical and demographic charac-
teristics of the patients are shown in Table 1 and their caregivers in
Table 2.

Experts made a conservative assessment of the contents of the
Chinese version of the questionnaire. The validity of the question-
naire was 83.33% (content validity greater than 80% indicates that
the questionnaire is fine) [25]. The clarity and appropriateness of
each item ranged from 80 to 100%. The item-level CVI (I-CVI) was
0.875 (when the number of experts was more than 6, it was no less
than 0.78) [25]. The scale-level CVI (S-CVI) of the scale level was
0.979 (not less than 0.8), and the average S-CVI ¼ 0.925. The total
number of experts in this study was 8, and 7 of them scored 3 or 4



Table 1
Demographic information of patients with head and neck cancer included in the
study (n ¼ 207).

Patients’ characteristics n (%)

Sex
Male 127 (61.4)
Female 79 (38.2)
Unanswered 1 (0.5)

Age (years)
Mean ± SD 53.43 ± 14.62
18e44 47 (22.7)
45e59 80 (38.6)
60e74 65 (31.4)
75e90 13 (6.3)
Unanswered 2 (1.0)

Marriage status
Single 14 (6.8)
Married 180 (87.0)
Divorced 5 (2.4)
Widowed 6 (2.9)
Unanswered 2 (1.0)

Tumor location
Oropharynx 62 (30.0)
Nasopharynx 20 (9.7)
Larynx 19 (9.2)
Neck 81 (39.1)
Maxillofacial 25 (12.1)

Clinical stage
I 14 (6.8)
II 16 (7.7)
III 31 (15.0)
IV 68 (32.9)
recurrence 51 (24.6)
Unclear 27 (13.0)

Treatment
Radiotherapy only 11 (5.3)
Chemotherapy only 21 (10.1)
Surgery only 131 (63.3)
Surgery þ Radiotherapy 17 (8.2)
Radiotherapy þ Chemotherapy 16 (7.7)
Surgery þ Chemotherapy 9 (4.3)
Others 2 (1.0)

Education
Junior high school or below 76 (36.7)
High school or secondary 55 (26.6)
Junior college 29 (14.0)
Undergraduate 39 (18.8)
Postgraduate and above 6 (2.9)
Unanswered 2 (1.0)

Duration since diagnosis
Less than 1 month 85 (41.1)
1e12 months 85 (41.1)
More than 1 year 37 (17.9)

Note: Data are n (%), unless otherwise indicated.

Table 2
Demographic information of caregivers of patients with head and neck cancer
included in the study (n ¼ 174).

Caregivers’ characteristics n (%)

Sex
Male 74 (42.5)
Female 100 (57.5)

Age (years)
Mean ± SD 46.28 ± 12.28
18e44 83 (47.7)
45e59 66 (37.9)
60e74 22 (12.6)
75e90 3 (1.7)

Marriage status
Single 12 (6.9)
Married 157 (90.2)
Divorced 2 (1.1)
Widowed 3 (1.7)

Relationship of patients
Husband or Wife 84 (48.3)
Son or Daughter 60 (34.5)
Grandson or Granddaughter 3 (1.7)
Brothers or Sisters 10 (5.7)
Father or Mother 10 (5.7)
Others 7 (4.0)

Education
Junior high school or below 63 (36.2)
High school or secondary 57 (32.8)
Junior college 22 (12.6)
Undergraduate 29 (16.7)
Postgraduate and above 2 (1.1)
Unanswered 1 (0.6)

Note: Data are n (%), unless otherwise indicated.
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on the overall scale of the questionnaire. The I-CVI value of 0.875
and the Kappa was 0.88, indicating that the consistency of the
questionnaire was fine among different experts.

The correlation between items and the total score was used to
select individual items. The correlation coefficient less than 0.3
indicates the homogeneity between this item and the total score of
the questionnaire is not high, that is recommended to delete. For
HNC patients, the correlation coefficients ranged from 0.528 to
0.719. For the caregivers, the correlation coefficients ranged from
0.398 to 0.708. These results showed that correlations
between single items and the total scale were significant, and no
item was deleted. The structural validity of the Chinese version of
the questionnaire was analyzed using EFA. The KMO of the scale for
patients and their caregivers was 0.910 and 0.884, respectively,
indicating that the questionnaire was suitable for EFA when the
sample was sufficient. Bartlett’s test of Sphericity showed P < 0.01,
which indicated that the EFA was meaningful. The cumulative
357
contribution rates of the five factors in the two populations were
62.41% and 61.19%. In this study, five factors (i.e., Disease Profile,
Treatment, Side Effects, Psychosocial, and Survivorship) were rep-
resented in both the patients and caregivers. However, while the
Chinese version of the questionnaire for patients had the same
structure as the English version, for caregivers, the structure of the
Chinese version was different from the English version. Items 22,
23, and 27, which were in the Psychosocial subscale in the English
version, are now in the Survivorship subscale (Table 3).

Internal consistency reliability of the total HaNiQ, as calculated
by Cronbach’s a coefficient and Guttman split-half coefficient, was
0.82 and 0.84 in the sacle for patients with HNC, and 0.78 and 0.81
in the sacle for the caregivers (Table 4).
4. Discussion

Providing information support to patients with HNC and their
caregivers is a key part of nurses’ daily work. Some studies have
shown that too little information support is conducive to the
optimal treatment and rehabilitation of patients [26,27]. HNC leads
to high levels of dysfunction and significant reliance on the support
of their caregivers, especially in the palliative stage [28]. Also, the
psychological problems of patients with HNC are more serious than
those of patients with other tumors, and the degree of satisfaction
with information needs is closely related to the level of anxiety and
depression [10,26]. Therefore, it is very beneficial for healthcare
providers to understand the information needs of patients obtained
from the use of scientific evaluation tools, thereby enabling
personalized information support for patients.

Because the psychological impact of cancer experienced by pa-
tients in China and Western countries may differ, there may be
differences among patients from different cultures in their under-
standing and acceptance of information support that is available
[29]. In China and many other countries worldwide, many patients,



Table 3
Principal component analysis of the Chinese version of the HaNiQ

Items HaNiQ for patients HaNiQ for caregivers

F 1 F 2 F 3 F 4 F 5 F 1 F 2 F 3 F 4 F 5

1. The cause of the disease and how it could have been prevented 0.684 0.468
2. The stage of the disease and how it is expected to progress 0.665 0.737
3. How far advanced the disease is and how far it has spread 0.713 0.793
4. The goals of treatment 0.564 0.632
5. Tests and investigations that may be needed 0.675 0.815
6. How to prepare for tests 0.664 0.766
7. The different types of treatment available and their advantages and disadvantages 0.731 0.690
8. The chances of being cured of the disease 0.519 0.520
9. The evidence behind treatment recommendations 0.774 0.468
10. How the treatments are performed 0.742 0.654
11. How the treatments work against the disease 0.710 0.572
12. Possible side effects of treatment 0.519 0.644
13. Management of unpleasant treatment side effects 0.540 0.673
14 Dental check-ups and care 0.770 0.754
15. Ways of managing eating and drinking to maintain nutritional intake 0.644 0.643
16. Ways of managing swallowing and communication 0.562 0.740
17. Being able to care for myself at home 0.664 0.774
18. Managing fatigue (feeling tired) 0.630 0.753
19. How the treatment may affect normal daily activities 0.444 0.736
20. Being able to work or concerns about finances 0.702 0.787
21. How family and social life will be affected 0.780 0.766
22. How talking about fears, worries and getting emotional support helps 0.708 0.631
23. Stress management 0.661 0.685
24. Support groups or other services available for myself and my carer 0.741 0.538
25. How the treatment may affect my feelings about my body, physical appearance, and sexual

attractiveness
0.623 0.684

26. How family and close friends will be affected by the disease 0.667 0.661
27. Whether my children or other family members are at risk of getting cancer 0.503 0.515
28. Staying well after treatment is finished 0.718 0.689
29. Getting on with life after cancer treatment 0.724 0.677
30. When cancer cannot be cured and needing palliative care 0.621 0.498

Note: All items are considered meaningful: Factor loadings＞ 0.400 in the HaNiQ for patients; Factor loadings＞ 0.450 in the HaNiQ for caregivers. HaNiQ¼ the Head and Neck
Information Needs Questionnaire. F 1 ¼ Disease profile. F 2 ¼ Treatment. F 3 ¼ Side effects. F 4 ¼ Psychosocial. F 5 ¼ Survivorship.

Table 4
The stability of the questionnaire was measured by the Cronbach’s a coefficient and Guttman split-half coefficient.

Subscale Number of terms HaNiQ for patients HaNiQ for caregivers

1 Disease Profile 3 0.87 0.74
2 Treatment 8 0.90 0.89
3 Side Effects 8 0.88 0.91
4 Psychosocial 8 0.89 0.84
5 Survivorship 3 0.77 0.81
Whole questionnaire 30 0.82 0.78
Guttman Split-Half 30 0.84 0.81

Note: Data are Cronbach’s a coefficient, unless otherwise indicated. HaNiQ ¼ the Head and Neck Information Needs Questionnaire.
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especially those with cancer, receive less information regarding
their actual condition because of stress and fear. However, many
studies have shown that most cancer patients are willing to receive
as much information as possible about their disease, whether good
or bad [30e32]. This study offers a scientific tool that can be used to
provide personalized information support for patients with HNC
and their caregivers.

Some patients with thyroid cancer and their caregivers were
included in our study because they are frequently seen in HNC
Departments. Furthermore, their information needs did not appear
to be any different in this study, even though they are often thought
of as representing a different population (e.g., the patients are
primarily women, with a better prognosis and are younger).
However, the information needs of these patients may require
additional independent inquiry. We contacted the original author
before including the patients with thyroid cancer, and based on the
original author’s advice, we included patients with advanced thy-
roid cancer as well as those with metastatic thyroid cancer.
358
Based on the recommendations presented in international
guidelines [33,34], the adaptation of HaNiQ and the psychometric
testing of the instrument achieved satisfactory results. The ques-
tionnaire shows good psychometric properties in terms of content
validity [18,19] and internal consistency [35].

The dimension and factor naming of the Chinese versionwas the
same as the English version for patients with HNC. In the EFA, item
27 was over 0.45 in the Survivorship (factor 2 ¼ 0.476) and Psy-
chosocial (factor 4 ¼ 0.503) subscales when administered to pa-
tients with HNC. Because the patient indicated a need to address
genetic problems associated with the disease, no items were
deleted. Based on the thinking habits of the Chinese people, this can
be attributed to the social and psychological domains of informa-
tion needs. However, there was a slight change in the attribution of
questionnaire items among the caregivers. Item 8 of the ques-
tionnaire was over 0.45 in the Treatment (factor 2 ¼ 0.520) and
Survivorship (factor 3 ¼ 0.467) subscales, and item 30 was over
0.45 in Survivorship (factor 3 ¼ 0.498) and Disease Profile (factor
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5 ¼ 0.464) subscales. Because caregivers pay more attention to the
disease, no items were deleted. The dimension of higher factor load
is retained, that is, item 8 belongs to the Treatment dimension, and
item 30 belongs to the Survivorship dimension. What’s more, items
22, 23, and 27 that previously were included in the Psychosocial
subscale are now in the survivorship subscale. This result is mainly
because caregivers and patients have different perspectives on such
issues as genetic correlation and disease-related survival stress. The
reasons may be that the caregivers were under more psychological
pressure in the process of care, playing a variety of social roles,
while facing a heavy burden of caring patients, which have a
greater impact on their own life and living conditions. Besides,
having a tumor patient in the family can cause post-traumatic
stress disorder (PTSD) in caregivers; moreover, HNC has a genetic
predisposition. For caregivers who are mainly immediate family
members, the high demand for stress management, emotional
support, and genetic information is close to the caregiver’s survival.

The questionnaire for patients with HNC was consistent with
the original questionnaire with minor changes to the caregiver
items. This questionnaire is acceptable and comprehensive.

Limitations. A limitation of this research is the cross-sectional
study design. Moreover, the responsiveness to changes of the
HaNiQ was not appropriately assessed. A longitudinal study should
be used to reflect the changes in the information required at all
stages of the HNC [30]. Furthermore, some patients with HNC may
not have responded to the questionnaire because of their poor
physical state (perhaps because very few of these patients have a
positive attitude towards treatment). Another limitation of our
study was convenience sampling (i.e., samples were selected only
among those patients with HNC and their caregivers willing to fill
out the questionnaires).

5. Conclusions

The Chinese version of the HaNiQ is a reliable and valid in-
strument for measuring information needs in patients with HNC
and their caregivers. However, the Chinese version of the HaNiQ for
caregivers has a slightly different structure from the original
version. Further studies are required to verify the structure of the
Chinese version of the HaNiQ for caregivers and the applicability of
the tool in Chinese HNC patients and their caregivers.
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