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Abstract

Background: Evidence-based, easily accessible, supportive interventions for partners of cancer patients are limited, despite the
fact that they often suffer from diminished emotional, social, physical, and relational functioning. To develop anew intervention
that will fit their demands, it isimportant to consult potential users.

Objective: To examine partners’ interest in a Web-based psychological intervention and to identify their needs and wishes
regarding such an intervention.

Methods: Semistructured interviews were conducted with 16 partners of cancer patients, who varied in terms of age, gender,
education, employment, type, and stage of disease. Partners were asked (1) whether they would use a psychological Web-based
intervention and which preconditions (maximum time, structure, participate alone or with their partner) it should meet; (2) which
functionalities (information, peer support, online psychological counseling) the intervention should contain; and (3) which topics
(eg, taking care of oneself) should be addressed. Data were coded by 2 coders independently.

Results:  The need for a Web-based intervention varied. Arguments for being interested in a Web-based intervention included
the need for acknowledgement; the need for someone they could talk to; and the need for information, tips, and support. Based
on their experiences as a partner of a cancer patient, participants would prefer an intervention that is not too time-consuming
(about 1-2 hours a week) and which is based on a “ step-by-step” approach, meaning that the content of the intervention should
match the stage of their partner’s disease. Also, they would prefer a positive approach, which means that the intervention should
be a source of hope and energy. Most participants stated that they would prefer to participate without their ill spouse, because
they do not want to burden their partners with their own problems. An intervention should contain information and optional peer
support. Participants’ opinions about online psychological counseling in the intervention were divided. Arguments for online
psychological counseling were that a professional could check on them and they were able to ask questions. Arguments against
online counseling were that partners were not in need for guidance or they had enough support from usual care. Topics with the
highest priority were “coping with feelings and emotions,” “should | or shouldn’t | spare my partner?,” “communicating with
each other,” “asking for help and refusing help,” and “moving on with life after cancer treatment.” Furthermore, participants
suggested additional topics of “dare to enjoy” and “acceptance of the patient’s disease”
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Conclusions: A Web-based intervention can be a valuable addition to existing support initiatives for partners of cancer patients.
This study providesimportant information about the content and form of such an intervention. Flexibility and a positive approach

seem to be the most important features.

(JMIR Cancer 2015;1(2):€13) doi: 10.2196/cancer.4631
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Introduction

Partnersof Cancer Patients

Cancer not only affects the patients’ lives, but also the lives of
their loved ones. Partners of cancer patients may suffer from
diminished emotional, social, physica, and relational
functioning [1-11]. The couples relationship often changes
because of shifting roles and responsibilities [3,4], feelings of
inequality [5,12], reduced socia activities, less financial
resources [6,7], and a decrease of sexuality and intimacy [8].
Problems often occur when patients and partners avoid talking
about the disease, their feglings, and changesin their relationship
[9]. Recent studies have shown that clinical levels of
psychological distressare highly prevalent in partners of cancer
patients (especially in female partners) and can even be higher
than the levels experienced by patients themselves [1,2,13].
Cancer can directly and indirectly affect the physical well-being
of partners[6], because many partners have barely timeto relax
and they often neglect their own health [9].

Despite the known multiple and serious effects of cancer on
partners lives, the availability of evidence-based, easily
accessible, supportive interventions for partners of cancer
patients is till limited. The interventions that do exist vary
widely in their scope, ams, target groups, intensity, used
methods, and theoretical frameworks [9,14,10]. Northouse et
a [9] classified the interventions into 3 major types:
psychoeducation, skills training, and therapeutic counseling.
The majority of the interventions belong to the first type, and
these primarily strive to provide information about the optimal
patient care. Skills training tries to improve skills regarding
coping with the situation, communication, and problem solving.
Therapeutic counseling, finally, aims to address concerns
regarding cancer or caregiving. The interventions also vary
widely interms of how demanding they are: most interventions
are delivered as face-to-face visits, with the majority provided
in a clinical setting, they take between 1.7-18 hours; they
comprise between 2-16 sessions; and they last for 1.2-56 weeks
from first to last session [9]. Most existing interventions are
developed for couples (both partners and cancer patients) and
since usualy no differentiation is made between their needs,
thefocusisinevitably often on the patients' care and well-being.
Only a few interventions have primarily addressed partners
well-being [9,14]. Furthermore, partners of cancer patients often
make no or only limited use of existing interventions[14]. Many
of theinterventions described in the meta-analysis of Northouse
et al [9] and reviews of Ussher et al [14] and Applebaum and
Breitbart [10] report difficulties with inclusion or high dropout
rates. Reported reasons for low participation are, for example,
that partners are often not aware of their own health complaints
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and that they therefore do not feel in need of support [15].
Participation is also connected to the demands of the illness,
when the demands are high (eg, intensive treatment), existing
interventions seem to ask too much from the partners and they
will not participate [16]. Other identified barriers to make use
of the offered resources are being unaware of existing sources,
being reluctant to ask for help or to talk about sensitive topics,
and being afraid that their own requests may affect the care of
the patient [17]. Another possible explanation may be that the
existing interventions do not fit to the specific needs of partners
of cancer patients[14]. Ussher et al [14] recommend prior needs
assessments before devel opment.

Another recommendation wasto examinethe potential for using
the Internet to deliver interventions to the caregivers of cancer
patients[9,10]. The Internet offers new opportunitiesto deliver
easily accessible and (cost-) effective supportive interventions.
Possible advantages of Web-based interventions include a low
threshold, flexibility, and possibilitiesto follow the intervention
at any time that suits the client [18]. These features might be
especially important for partners of cancer patients since they
have less time for their own mental and physical health. The
Internet also bears the possibility to tailor information and
feedback to the individual needs of a client. This may be
beneficial to partners of cancer patients because they are only
confronted with information that is relevant to them [19].
Despite these benefits, the availability of Web-based
interventions for partners of cancer patientsis also still limited
[20]. To the best of our knowledge, no studies exist that have
examined the views and opinions of partners regarding a
Web-based intervention.

Aim of the Study

Accordingly, the aim of this study was to examine partners
interest in a Web-based psychological intervention and to
identify their wishes, desires, and needs regarding such an
intervention. Thisstudy focused on thefollowing questions: (1)
“Is there a need for a Web-based intervention and which
preconditions (maximum time, structure, participate alone or
with their partner) should it meet?”’; (2) “Which functionalities
(information, peer support, psychological guidance) should the
intervention contain?’; and (3) “Which topics (eg, taking care
of oneself) should be addressed?’

Methods

Study Design and Ethical Approval

A qualitative research design was chosen to gain insights into
the wishes, desires, and needs of partners of cancer patients
regarding a Web-based psychological intervention.
Semistructured interviews were conducted. The Ethics
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Committee of the University of Twente (Behavioura,
Management, and Social Sciences) provided ethical approval
for thisinterview study and the study was conducted according
to the declaration of Helsinki.

Participants and Procedures

Partners of cancer patients were recruited in alarge hospital in
the region of Twente, an areain the east of the Netherlands. A
nurse practitioner informed partners of cancer patients of the
ongoing study and she handed out information |eaflets. In case
partners were interested in participating, they had to fill out a
reply card with their name and telephone number on it, and
return it to the nurse practitioner. Subsequently, the nurse
practitioner contacted the researchers so that they could get in
touch with the partner. Additionally, partners were recruited
through convenience sampling. Partners were people from the
network of the researchers and they were called and asked if
they wanted to participate in this study. In case they were
interested, they received an information leafl et by mail or email
and after reading the information they could decideif they still
wanted to participate. Once the participants had given their
informed consent, they were interviewed. The interviews took
place at the participants homes. There were 2 researchers (NK
and SO) that conducted 16 interviewstogether. Both researchers
are psychologists and were trained in conducting interviews.
Initially, the researchers proposed to interview the partner alone,
without their ill spouse. However, during 3 interviews the
(patient) partner was al so present, because the partner explicitly
wanted the patient to be there. After the 16 interviews data
saturation was reached, meaning that no more new information
was found [21]. All interviews were audio-recorded—uwith the
prior permission of the participants—and the audiotapes were
transcribed verbatim.

Interview Scheme and Mock-Ups

All interviews started by asking participants to introduce
themselves and to give a short overview of their partner's
disease and how this had affected them personally. After that,
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partners were asked about their ideas and opinions about a
Web-based psychological intervention. As many participants
had difficulties conceptualizing the idea of a Web-based
intervention, 2 mock-ups of a possible Web-based intervention
for partners of cancer patients were shown to the respondents.
These mock-ups were based on an existing Web-based
intervention called “Living to the full” (Figures 1 and 2 show
this) [22-24]. Participants were encouraged to el aborate on their
motives for (not) wanting a Web-based intervention. With an
open-ended question, we asked the participants which
functionalities a Web-based intervention should contain. We
continued by asking their opinion about the preselected
functionalities: information, peer support, and online
psychological counseling. Regarding the preconditions of the
intervention, we invited participantsto reflect on the following
issues: maximum time, structure, and participate alone or with
ill partner. Participants were encouraged to motivate their
answers and to add other functionalities or preconditions.
Finally, we asked partners which topics should be addressed in
a Web-based intervention. First, an open question was posed.
In addition, the researchers had prepared 9 cards with words of
potential topics. These topics were based on literature and
suggestions of 5 experts in the field who we have consulted
beforehand. The topics were: (1) coping with feelings and
emotions; (2) taking care of oneself; (3) sparing your partner
or not?; (4) communicating with each other; (5) sexuality and
intimacy; (6) asking for help and refusing help; (7) moving on
with life after cancer treatment; (8) living with cancer; and (9)
if the end is near. Participants were asked to pick those cards
which were possibly relevant to them and which should be
targeted in a Web-based intervention. Participants were asked
to motivate their choice. Also, they were encouraged to add
more topics with an extra “empty” card. At the end of the
interview, participants completed a short questionnaire about
sociodemographics (such as gender, age, education,
employment). The interviews took between 40 minutes and 2
hours, with an average duration of 65 minutes.
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Figure 1. Mock-up of a possible Web-based intervention.

Mijn partner heeft kanker

Login

naam wachtwoord login }

aanmelden contact Welkom

Short welcome
message

' Inloggegevens onthouden.

informatie

"Kanker heb je samen", is een bekende uitspraak. Uiteraard gaat er
veel zorg en aandacht van u maar ook van familie, vrienden,
professionele hulpverleners en dokters naar de patiént. Maar ook voor
partners is het een moeilijke periode, waarin veel verandert en partners
te maken krijgen met vragen als: Hoe begeleid ik mijn partner het beste
en hoe houd ik het zelf vol? Wat betekent dit voor onze relatie?

De Universiteit Twente en VU medisch centrum hebben, met financiéle
steun van KWF Kankerbestrijding en Stichting Alpe d'HuZes de cursus
‘Houvast, voor elkaar’ ontwikkeld, voor partners van mensen die kanker
hebben (overleefd).

Figure 2. Mock-up of apersonal home page (after participants have logged in).

~ rc s
Les 1: Omgaan met je eigen gevoelens ~ Dagboek Meer.. _
Les 2: Hoe zorg je dat je het volhoudt

Les 3: Mijn verstand maakt overuren betetiren in het dagboek

Les 4: Wat is nu echt belangrijk? geschreven..

Les 5: Momenten om van te genieten
Les 6: De kunstvan het in gesprek blijven

Aanvullende lessen:
Les 7: Het leven weer oppakken
Les 8: Een goede laatste periode

. familiarize themselves with the content. Then, relevant
Data Analysis fragments were selected and coded into one of the 4 main
There were 2 coders (NK and SO) that independently coded all  themes: (1) need for Web-based intervention; (2) preconditions;
transcripts. First, the coders read and reread all transcripts to
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(3) functionalities; and (4) topics. Subsequently, al fragments
were further categorized into subthemes using inductive
analysis. Inductive analysis means that the subthemes derive
fromthe data, instead of from predefined categories. After every
5 transcripts, the coders met to discuss their categories. When
codersdisagreed about the categorization, discussion took place
until consensus was reached. Thefinal categories were defined
on the basis of consensus between the 2 researchers.

Table 1. Characteristics of the participants (N=16).

Kéhleet al

Results

Participants

The characteristics of the 16 participants and their ill partners
are listed in Tables 1 and 2. Participants were heterogeneous
regarding gender, age, education, and employment. The partners
of the participants were diagnosed with a variety of cancers,
they varied in prognosis, and most of them were not under
treatment (2 under surveillance, 6 in recovery) when the
interviewstook place. There were 3 of the participantsthat were
widow/widower and used recollection to answer our questions.

Characteristics N %?
Gender
Male 10 63
Female 6 38
Age
Mean (SD) 51.7 (12.8)
Rangein years 30-68
Religious
No 2 13
Yes 13 81
Unknown 1 6
Children
No 2 13
Yes 14 88
Education
Low 7 44
Medium 4 25
High 5 31
Employment
Full- or part-time work 10 63
Retired 3 19
Disabled 0 0
Other 3 19

3percentages may not total 100 due to rounding
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Table 2. Characteristics of theill partners (the patients) (N=16).

Kéhleet al

Characteristics n %
Age
Mean (SD) 52,5 (13.5)
Rangeinyears 32-71
Type of cancer
Lung cancer 1 6
Acute lymphatic leukemia 1 6
Hodgkin's lymphoma 1 6
Prostate cancer 1 6
Ovarian cancer 1 6
Testicular cancer 1 6
Breast cancer 2 13
Kahler's disease 1 6
Cervical cancer 1 6
Brain tumor 2 13
Skin cancer 2 13
Non-Hodgkin's lymphoma 1 6
Oesophagus cancer 1 6
Undergoing treatment
Yes 5 31
No 8 50
Deceased 3 19
Prognosis (self-reported)
Good 6 38
Poor 4 25
Uncertain 3 19
Deceased 3 19

Need for a Web-Based Psychological I ntervention

There were 2 of the participants that gave no answer to the
question if they were in need for some kind of a Web-based
intervention. One of them had no Internet access at home and
the other did not use the Internet. They aso had difficultiesin
imagining what a\Web-based intervention would look like, even
after being given a short explanation of a possible intervention
and after being shown the mock-ups. We decided nevertheless
to continue the interview with these partners, because we
thought these might still give us valuable information about,
for example, which topics should be addressed in a Web-based
intervention for partners of cancer patients.

Among the remaining participants (n=14), the need for a
Web-based intervention varied. There were 6 of them that
explained that they would like some kind of Web-based
intervention, 4 had ambivalent feelings toward such an
intervention, and 4 partners were not interested. Participants
arguments for being interested in a Web-based intervention
could be divided into 3 categories: (1) the need for
acknowledgment; (2) the need for someone you cantalk to; and

http://cancer.jmir.org/2015/2/e13/

(3) the need for information, tips, and support regarding their
specific needs as a partner of a cancer patient, asillustrated in
the following citations,

| really missed something offered to me as a partner
of a cancer patient. [Female, 63, partner had
Oesophagus cancer]

Sometimes you need to tell your story. But my friends
were all in a different situation, they just became
parents or they were pregnant. A totally different life
situation. Therefore, they had problemstalking to me.
And for my part, | didn’t want to be a burden to them
either. [Female, 30, partner had skin cancer]

| waslooking for acknowledgment. Acknowledgment
for all the emotions that you experience as a partner
of a cancer patient. Fear, anger, helplessnesy...]
[Femae, 51, partner died of acute lymphatic
leukemia)

Participants who had ambivalent feelings toward a Web-based
intervention mentioned various arguments. One of them said
that she was not sure whether she had the need for an
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intervention targeting the partner or not. This need actually
changed from moment to moment. However, she was sure that
she would prefer face-to-face contact instead of Web-based
support. Also, for her it felt wrong to spend some personal time
while her partner was ill and she mentioned that she was afraid
of losing valuable time with him.

Time wastoo valuable to participate in a Web-based
intervention because we already knew that he
wouldn’t get better anymore. [Female, 55, partner
died of lung cancer]

Another participant said that it was difficult for him to give an
answer to this question because—at thetime hiswifewasill—he
was not aware of the fact that he actually needed support. His
merefocuslied on hiswife'shealth and her needs and he wanted
to be the “hero” for her. His own (health) problems were not
important to him at all. He said that the choice to make use of
such an intervention would depend on the way thisintervention
would have been offered to him, see the following quote,

It is difficult to give an answer to this question,
because | think it depends on how such an
intervention was offered to me. If it was something
like a therapy or help program...? Well look, as
partner of a cancer patient you don’'t know that you
are actually in need for help or, rather, you are
convinced that you are not in need for help[...]in my
opinion, | tried to bethe hero. And it doesn’t fitinthe
role of a hero to participate in a help program...]1
think “support” is a more appropriate word to
use[ ...] | would have been interested in something that
aims to improve my skills as caregiver. [Male, 43,
partner died of ovarian cancer]
Another participant welcomed the idea of a Web-based
intervention for partners of cancer patients, because he was
corvinced that a lot of partners are in need of such an
intervention. However, he was not sure if he also shared that
need. In hisopinion, he and hiswife managed the situation well
(they indicated that they had a down to earth approach to cope
with the disease), but they were not sure if this way of coping
was the most appropriate and effective way. He guessed that

Kéhleet al

he probably would take a look at what such an intervention
could offer him. In particular, he would be interested in
acknowledgment.

But sometimes | am wondering, in the beginning

people sometimes said to us* that you can be so down

to earth in coping with it (the disease)”. Then you

can ask yourself “ who isthe crazy one?” . Maybe our

approachisnot theright oneat all. [Male, 30, partner

had non-Hodgkin's lymphoma]
A participant explained that she would only beinterested in an
intervention that targets effective ways of coping with the
diseaseinstead of talking about the situation and problemsagain
and again.

If you are there [at a meeting with a psychologist],
I’ve heard that you have to talk about your problems
every timg[...] You always have to tell the same old
story and | think it isimportant to look forward. It is
not necessary to look back at what has happened in
the past[ ...] How can you cope with it? How can you
process it without constantly talking about the
problemagain? [Female, 68, partner had skin cancer]

There were 4 participants that explained that they were not
interested in a Web-based intervention, because they simply
were not in need for support. There was a participant, for
example, that explained that sheisengaged in avariety of social
activities (eg, choir, yoga class) and that the situation is not
affecting her in away that she would need help. Furthermore,
she trusts the medical staff of her husband and accordingly she
never used the Internet for looking up information about her
husband's disease. Other arguments mentioned were that
participants think that they were not “the type” to participatein
such an intervention, or that they want to spend all their time
with their spouseinstead of participating in any kind of support.
Yet, 2 of the 4 participants were convinced that other partners
would be interested in an intervention that targets their specific
situation as a partner of a cancer patient. All the arguments
regarding the need for a Web-based psychological intervention
arelisted in Table 3.

Table 3. Arguments regarding the need for a Web-based psychological intervention.

Variable Arguments pro Arguments con
Need for Web-based inter-  Need for acknowledgment Experiencing no problems or not being aware of any
vention problems

Need for someone you can talk to

Need for information, tips, and support

Having sufficient support from socia network or own
coping-strategy seemsfine

Not wanting to lose valuabletimewithiill partner or feeling
that it iswrong to spend personal time while partner isill

Being afraid of too much negativity through rehashing the
problem; intervention seems not appealing

Preconditions of a Web-Based | ntervention

Therewere4 participantsthat gave no answer to these questions,
because they had no computer at home (n=1), they had no
experiences using the Internet (n=1), or they were not able to
give an indication (n=2). The mgority of the remaining

http://cancer.jmir.org/2015/2/e13/

participants (n=10) reported that the intervention should not be
too time-consuming. It appeared that partners who are more
certain about their need for a Web-based intervention would be
willing to spend more time on it. There were 8 participants that
mentioned that they could spend about 1-2 hours aweek in an
intervention,
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| think that it is really important, so one and a half
hours is not too much. This doesn't mean that you
have to spend the time without a break. [Female 58,
partner has brain tumor]

There were 2 participants that indicated that they were willing
to spend about 3.5 hours aweek in such an intervention.

Regarding the structure of the intervention, 3 participants
explicitly mentioned that they would prefer a “ step-by-step”
approach, which means that the content of the intervention
should match the stage of their partner’s disease. For example,
participants did not want to receive information about the
terminal phase if their partner had just been given a diagnosis
of cancer, asisillustrated by the following quote,

Try to look at it step-by-step. Thisisatip | received
from my brother. Try not to think too far ahead and
try to avoid the thought “ what if...?" and all the bad
scenarios. Be aware of the things that are really
important at this moment. [Male, 43, partner died of
ovarian cancer]

Also, participants mentioned that the intervention should have
apositive approach. According to them, thinking positively and
accentuating what still can be done, instead of what no longer
can be done, isa source of hope and energy for both the partner
and the cancer patient,

[...]aslongitisalittle bit positive. I'm not interested
in the negative things. Because they only result in a
depressed mood. [Female, 68, partner had skin cancer]

There were 8 of the participants that preferred to participate in
the intervention without their ill spouse. One of the reasons for
this preference is that their ill spouseis not in need for help.
Another reason isthat they did not want to burden their partners
with their own problems, and that they could express their
feelings and emotions more freely if they participated in the
intervention alone.

| would prefer to participate in the intervention on

my own. | think thisis of added value. | would have

the chance to tell my story and show my emotions

freely without anyone knowing. [Male, 30, partner

had non-Hodgkin's lymphoma]
Furthermore, one partner argued that partners and patients
needs are different and that it is therefore difficult to combine
both in one intervention,

http://cancer.jmir.org/2015/2/e13/
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No, for my partner it is different. He really has a
different point of view, because he is the patient. And
he is focused on himself, and as a partner you have
to focus not only on your self but also on your partner.
And you have to managein daily life. | think that these
are two different things. [Female, 63, partner had
Oesophagus cancer]

There were 3 of the participants that felt that it would be
important to participate in the intervention together with theill
spouse. They explained that the disease affects the lives of both
partners and that it is essential to cope with the situation as a
couple.

I think you should do this together, because you are
in this situation together. [Female, 58, partner has a
brain tumor]

Therewere 4 intervieweesthat suggested that participants should
be able to choose whether they want to participate alone or
together with their partner, for example,

| think you should be free in this choice. | have the
need to participate in such an intervention, but my
partner doesn’t. In this case it is not necessary to
participate together. [Female, 30, partner had skin
cancer]

Desired Functionalities of a Web-Based | ntervention

Information

The majority of the participants (n=14) were interested in
information (see Table 4). Relevant medical information should
come from areliable source, should be presented in aclear and
intelligible way, and it should match their partner’'s stage of
disease. According to 7 participants, it would be sufficient to
include links to other reliable websites (eg, the website of the
Dutch Cancer Society). There were 7 participants that doubted
if medical information would be actually necessary, because
they already received a lot of medica information in the
hospital, or because they feared that the presented information
would be too general. Alongside the medical information,
participants al so expressed aneed for information and practical
tips about what it means to be partner of a cancer patient (this
is further described in the section “Important Topics to Be
Addressed by the Intervention” and Table 5).
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Table 4. Arguments and preferences regarding the various functionalities of a Web-based psychological intervention.

Variable

Arguments pro

Arguments con Preferences

Functionalities

Information

Peer support

Being informed about all aspects
of disease

Being informed about what it
means to be a partner of a cancer
patient

Practical tips can be helpful

Acknowledgment

Confirmation

Support

Someone who will listen

Information overload Medical and practical infor-

mation is preferred

Information usually too general From reliable source

Be clear and intelligible

Match partner’s stage of
disease

Linksto relevant websites
are sufficient

No time to support others Possibility to read experi-
ences and tips of other part-

ners

Problems with managing own
problems

Possibility to participate
(anonymously) on Web-
based platforms

Doubting helpfulness of peer sup-
port

Afraid of being confronted with
negative experiences

Online psychological  Signaling Professionals advicesinthehospi- Feedback tailored to person-
counseling tal are sufficient al situation
Improving motivation No further support is needed Feedback from reliable per-
son
Possibility to ask questions Term “psychological guidance’ is
too heavy
No need; satisfied with regular
health care
Table 5. Relevant topics for a Web-based intervention, according to the partners (n=16).
Topic n
Coping with feelings and emations 16
Should | or shouldn't | spare my partner? 16
Communicate with each other 16
Asking for help and refusing help 16
Moving on with life after cancer treatment 16
Sexuality and intimacy 13
Taking care of oneself 10
Living with cancer 10
Theend is near 10

Peer Support

The majority of the participants (n=10) were interested in some
form of peer support (see Table 4). They were looking for
acknowledgment, confirmation, support, and someone who
would listen to them, as expressed by these quotes,

Look for other partners of cancer patients. They will
understand you immediately and can help you. You

http://cancer.jmir.org/2015/2/e13/

RenderX

will definitively find acknowledgment. [Female, 51,
partner died of acute lymphatic leukemia)

The information you receive is valuable, because
everyoneislooking for confirmation...] You aredoing
something instinctively, but you are uncertain if this
isthe right thing to do. You want to know how other
partners handle it. [Female, 63, partner had
Oesophagus cancer]
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Often it is enough that somebody is listening. People
often only want to tell their story. [Female, 51, partner
died of acute lymphatic leukemia]

Opinions about the best form of peer support varied, however.
Some indicated that it would be sufficient to read about
experiences of partners of cancer patients. Others wanted to
actively participate on Web-based platforms (whether
anonymously or not), because they wanted to share their
experiences with other partners of cancer patients or they
appreciated the personal contact for understanding, support, and
acknowledgment.

However, a group of participants were not sure about their
interest in contact with peers (n=4) or they were not interested
in peer support at al (n=2). Arguments against peer support
werethat it was enough for them to cope with their own situation
and that they did not have time to support others.

| don't know how other partners handle this issue,
but | definitely had no time for it[...]I’mnot sure how
much capacities | had left at that moment to listen to
another person’s story. But | guess very little. [Male,
43, partner died of ovarian cancer]

In addition, they doubted whether experiences of other partners
of cancer patientswould be hel pful to them, and they were afraid
to be confronted with negative experiences, as illustrated with
the following quotes.

| have to confess that | tried to avoid peer support,
because there were always people with even worse
stories. And if you are in a period of hope and the
other person is in a period of despair, this can
negatively affect your own mood and hope. [Male,
43, partner died of ovarian cancer]

| think that peer support about medical issues can be
negative. It scares people about situations, which
might not have been come up yet. [Male, 30, partner
had non-Hodgkin's lymphoma]

Online Psychological Counseling

There were 2 participants that gave no answer to this question.
Of the remaining participants, opinions about online
psychological counseling varied (see Table 4). There were 9
participants that were positive about some kind of online
psychological counseling. First, they liked the idea that a
professional could check on them and would be able to signal
if something went wrong (eg, if their mental health was
deteriorating).

| think thisis quite important. Imagine that someone

is writing something in a depressed tone. Then a

psychol ogist would be ableto intervene and check on

him or her. [Male, 30, partner had non-Hodgkin's

lymphoma]
Second, they thought that a personal online counselor could
improve their motivation to complete the Web-based
intervention, and third they liked the idea that they would be
ableto ask questions, asillustrated in the following quotations.

No obligations and flexibility are necessary, but it is
also important that there constantly is someone who
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- how should | call it - someone who wakes you up if
necessary. [Male, 43, partner died of ovarian cancer]

Yeah, | think that people need thisand that they would
like the idea to rely on it (the psychological
guidance)[ ...] The website shouldn’t just say: “ Deal
withit” . It isnecessary, well look, if they pick a topic
and have a lot of questions about it, then these
guestions need to be answered. [Female, 58, partner
has a brain tumor]

However, 3 of the participants also mentioned that they would
prefer feedback that is focused on their personal situation.
General feedback would not be enough to satisfy their needs.
Furthermore, 1 participant mentioned that he would prefer
guidance from a person he knows, definitively someone who
is capable, and knows how things work. There were 3
interviewees who also mentioned that online psychological
counseling should not be mandatory, but offered asapossibility.

Therewere 5 participants (3 of these were generally not in need
of a Web-based intervention) that were not interested in online
psychological counseling, because they had no need for it or
they were already satisfied with the help given by doctors and
nursesin the hospital and they felt they did not need any further
support.

We encouraged participantsto bring up any other functionalities.
However, they didn’t come up with anything else.

Important Topicsto Be Addressed by the I ntervention

As described earlier, participants were asked to choose topics
that were relevant to them and should be addressed in a
Web-based intervention. Participants reported that all the
proposed topics were valuable to partners of cancer patients.
However, they emphasized the importance of the topics* coping
with feelings and emotions,” “should | or shouldn’t | spare my
partner?” “communicating with each other,” “asking for help
and refusing help,” “moving on with life after cancer treatment,”
and “sexuality and intimacy” (see Table 5). Furthermore, 4
participants suggested an additional topic “dare to enjoy”. The
topic refersto enjoying those thingsthat they till can do, instead
of regretting what they cannot do anymore. Thisisanimportant
source of hope and energy for the cancer patient as well as for
the partner. There was 1 participant that added the topic
“acceptance of the patient's disease”. She had difficulties
accepting their partner’s disease and she wished to get some
help with that process.

Discussion

Need for a Web-Based | ntervention

In this study, we examined partners’ interest in a Web-based
psychological intervention, and their needs and wishesregarding
such an intervention. We found that the need for a Web-based
intervention varied. Arguments for being interested in a
Web-based intervention were: (1) the need for acknowledgment;
(2) the need for someone who would listen; and (3) the need
for information, tips, and support. Arguments against such an
intervention were: (1) not experiencing any problems or not
being aware of any problems; (2) having sufficient support from
the social network or their own coping-strategy seemsfine; (3)
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not wanting to lose valuable time with their partner or feeling
that it's wrong to spend some personal time while the partner
is ill; and (4) being afraid of too much negativity through
rehashing the problem or an intervention seems not appealing.
These results correspond with findings of previous research
among cancer caregivers. For example, Harding and Higginson
[25], Ussher et a [14], and Northouse et a [9] have found that
many informal cancer caregiversare not asking for help, because
they are often not aware of their own needs and problems, and
they are mainly focused on the well-being of the patient. We
think that it is of the utmost importance that we create more
awareness for the chalenging situation partners (or other
caregivers) of cancer patients are confronted with every day.
Both partners and the general public should be alerted (eg,
through awareness campaigns) about the effects and
consequencesthat often come along with adiagnosis of cancer.
Also, partners should be informed about the different
possibilities to receive help (eg, social workers, psychologists,
nurse practitioners, Web-based interventions), as some partners
in our study explicitly stated that they were not aware of any
initiatives. By offering (information about) different kinds of
support, we can ensure that everyone receives that kind of
support that he or she needs and prefers. For some cancer
caregivers, it isprobably enough to be acknowledged that cancer
may also affect their lives. Others may wish to consult a
psychologist or they have agood rel ationship with their general
practitioner, medical staff, or they receive sufficient support
from their network. We think that a Web-based intervention
can help caregivers who have little time to seek help; who
experience ahigh threshold to consult a psychol ogist; who want
to stay anonymous; or who want to check if they are in need
for support before actually seeking help from a health care
professional .

In our sample, we have seen that most of the partners had no or
only little experience with e-Health interventions and al so there
were misconceptions about psychological interventions in
genera (eg, the ideathat psychologists only want to rehash the
problem). To inform partners about the possibilities of a
Web-based intervention and to overcome misconceptions, we
would recommend the use of both written and visual (eg,
demonstration video) information about the content and nature
of such an intervention.

We can conclude that partners of cancer patients differ in their
opinions about the need for a Web-based (or any other)
psychological intervention. Our data suggest that more
awareness for the situation of cancer patients is needed, and
information about existing options for support is lacking. In
addition, our data show that there is a considerable group of
partnerswho would beinterested in aWeb-based psychol ogical
intervention.

Preconditions

Overdll, participants reported that an intervention should not
be too time-consuming. They were afraid of losing valuable
timewith their partners and they also emphasized that they were
already challenged with managing caregiving responsibilities
and everyday tasks. According to the participants, they were
able to spend about 1 to 2 hours a week on a Web-based
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intervention. For the successful implementation of such an
intervention, it is important to meet the specific needs of the
partners. The advantages of Web-based interventions (low
threshold, high accessihility, flexibility) will be useful to fulfill
these needs.

As far as the content of the intervention is concerned, the
participantsin our study would prefer a step-by-step approach.
This means that the content should match the patient’s stage of
disease. The participantswould also prefer a positive approach.
They explained that they are confronted with enough misery
(almost) every day and that it would be important that a
Web-based intervention would also focus on positive thingsin
life and in their specific situation. They indicated that such an
intervention should be a source of hope and energy. This
preference fits in with the developments in the field of
psychology. Psychology traditionally focused on dysfunction.
Positive psychology, in contrast, aims to focus on the positive
features that make life worth living such as hope, optimism,
happiness, and well-being [26]. Accordingly, we think that it
could be of great value if an intervention for partners of cancer
patients is based on concepts stemming from positive
psychology, such as acceptance, val ues, resilience, mindfulness,
and self-compassion.

As described earlier, most available supportive interventions
am at the couple (patient and partner) and usualy no
differentiation is made between their needs [9,14]. However,
we have found that most of our participants would prefer to
participate alone. They doubted that patients and partners
needs could be combined in asingleintervention. A small group
of participants would prefer to participate together with their
ill spouse because the disease affects both their lives. These
participants explained that it is essential to cope with the
situation together. According to these different preferences, we
would recommend a flexible approach (participating alone
versus participating together) for a future Web-based
intervention for partners of cancer patients.

Desired Functionalities

Participants in our study indicated that a Web-based
psychological intervention should contain information as well
as peer support. We found that participants were mainly
interested in information and practical tips about all aspects of
the disease and the consequences of being a partner of a cancer
patient, coming from areliable source. Previous research among
partners of cancer patients has shown similar findings [27,28].
However, some partners in our study doubted if medical
information is necessary for a Web-based intervention. They
indicated that they have already received a lot of information
in the hospital, or they feared that the information would be too
general. Other researchers reported a similarly wide range of
information needs of partners of cancer patients[7,29,30]. The
different preferences regarding information needs should be
considered in a Web-based intervention for partners.

Most participants were interested in peer support because they
were looking for acknowledgment, confirmation, support, and
someone who would listen. However, their wishes regarding
the type of peer support varied. Whereas some participants
would prefer the possibility to merely read experiences and tips
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of other peers and to stay anonymous, other participants
preferred to actively participate in Web-based platforms.
Rozmovits and Ziebland [30] also showed the general need for
peer support in a study on the information needs of cancer
patients. In this study, participants reported that having access
to the experiences of peers was generally positively valued
becauseit resultsin reduced feelings of fear and isolation during
their illness, and it was both informative and reassuring.
Furthermore, van Uden-Kraan et al [31] found that active
participation in aWeb-based support group by sending postings
and nonactive participation by mere reading of postings from
others are equally effective.

Degspite the positive effects of peer support, some partners of
our study indicated they had no interest in contact with other
peers. They explained that they struggle with their own situation
and that they did not have time to support others. Besides, they
doubted whether the experiences of other partners would be
helpful to them. These results are in line with various previous
studies [32,33)]. It seemsthat partners have ambivalent feelings
toward peer contact: they do fedl the need, yet they are afraid
of being confronted with negative stories of other peers.
Therefore, we would advocate that a future Web-based
intervention for partners of cancer patients should offer the
possibility to get in touch with peers. However, we would
recommend aflexible approach in participation where partners
will be able to engage in the type of contact with peers that
actually matchestheir wishes (participation vs nonparti cipation;
active vs passive peer support) and type of peer support (eg,
Web-based platform vs private messages).

The need for online psychological counseling during
participation in a Web-based intervention varied. Most of our
participants liked the idea that a professional would guide them
through the intervention, but others rate the presence of a
professional as unnecessary. We can conclude that there are
different preferencesregarding psychological guidance. Recent
studies have reveal ed that personal guidanceis essential for the
effectiveness of, and adherence to, eHealth interventions
[34-37]. Yet, there is no consensus about the amount or form
of support. For example, a study on the self-help intervention
“Living to the full” with email support has indicated that short
support messages were as effective asmore extensive counseling
[38], and a study of Kelders [39] has shown that automated
support (consisting of a weekly feedback message) was as
effective as a weekly feedback message given by a personal
online counselor. However, moreresearchin thisfield isneeded
to, for example, examine whether personal guidance is more
effective for certain groups of partners. For a Web-based
intervention for partners of cancer patients, it would definitely
be useful if the different preferences regarding online
psychological counseling could be considered.

Topics

Our participants agreed about the relevance of all the mentioned
topics. They were especialy interested in topics like “coping
with feelings and emotions,” “should | or shouldn’t | spare my
partner?” “communicating with each other,” “asking for help
and refusing help,” and “moving on with life after cancer
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treatment”. Furthermore, participants suggested extra topics of
“dareto enjoy” and “ acceptance of the disease”.

In line with the fact that partners are (often) unaware of their
own health complaints and therefore do not ask for help
[9,14,40], participants in this study rated the topic “taking care
of onesalf” as less important than the other topics. Based on
these outcomes, we think it is essential that an intervention
targeting this group should be framed as informal and easily
accessible support, from a positive perspective.

Limitations

There are some limitations to this study. First of all, this
qualitative study was performed with arather small number of
respondents. We aimed to explore the needs and wishes of a
group as heterogeneous as possible. We fed that we have
succeeded in this effort as a wide range of people (in terms of
gender, age, type, stage of disease, treatment) participated.
However, the selective group of participants may not be
representative for all partners of cancer patients. Therefore, it
may beworthwhileto devel op aquantitative questionnaire based
upon the outcomes of this study, to corroborate the resultsin a
larger sample of partners of cancer patients. In a quantitative
study, it would also be possibleto identify variables (eg, gender,
age, type, stage of disease, treatment) that are related to the
intention to make use of a Web-based intervention.

Second, during recruitment, partners were told (in the
information leaflet) that the interview was about a Web-based
intervention. This could have led to selection bias. It might have
been that partners of cancer patients who were not (regularly)
using the Internet would have been less likely to participate.

Third, it should be noted that during 3 interviews the patient
was also present. We agreed to this when the partner wanted
their spouseto be present. However, it could have been possible
that the presence of the patient had influenced the partner’s
answers. Perhaps they were more cautious talking about their
personal needs and wishes in order to protect their partner’'s
feelings.

Fourth, we have to note that 3 of our participants were
widow/widower and that they used recollection to answer our
guestions, whereasthe other participants used their current state.
We asked the 3 partners to report on what would have been
helpful to them in case their partner was still alive. We do not
know for sureif these answers would have been the same when
their partners were still alive, but it appears from our study
results that the opinions of these 3 participants are in line with
those of the other participants.

At last, it might have been difficult for partnersto decide upon
their interest in an intervention that does not exist yet. Also, the
majority of the participants had no experience with e-Health
interventions. We have tried to overcome these problems by
using mock-ups. The participants responded well to these
mock-ups and they said that these were helpful during the
interview. Wewould therefore recommend the use of mock-ups,
prototypes, or demonstrations to other researchers that are
willing to develop a Web-based intervention.
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Conclusions patients are facing. This study yields important information
We conclude that a Web-based intervention can be avaluable 20Ut the content and form of a Web-based intervention for

addition to existing support initiatives for partners of cancer
patients. Furthermore, it is important that there is more
awareness for the challenging situation partners of cancer

partners of cancer patients. In particular, flexibility and a
positive approach seem to be the most important features. Also,
information should be provided about the content and nature of
an intervention in order to overcome misconceptions.
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