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Abstract

The purpose of the study was to explore adult cancer patients’ perceptions of
electronic social support. Furthermore, this study looked to measure the needed and
received electronic social support in the electronic counselling services (ECS) of
non-profit cancer societies with an instrument developed for the study. Electronic
social support is defined as consisting of the cognitive, perceptual and transactional
processes of initiating, participating in and developing electronic interactions to seek
beneficial outcomes, which may include improvements in patient’s healthcare
condition, self-perceived health or psychosocial processing ability. ECS of cancer
societies included of phone, email and online chat counselling.

The study was conducted in three phases. In phase I, the purpose was to describe
the current state of online social support for adult patients with cancer. Data were
collected using an online survey with open-ended questions and analysed with
inductive content analysis. Altogether 74 adult cancer patients participated in the
study. The purpose of phase II, was to describe cancer patients’ perceptions of
electronic social support in ECS, the phases in the cancer trajectory when electronic
social support was needed and the integration of the received electronic social
support into their cancer care in public healthcare. Furthermore, the purpose was to
describe facilitators and barriers for electronic social support as perceived by CNs.
Twelve adult cancer patients were interviewed face-to-face or by phone and ten CNs
were interviewed in three groups. In phase II, data were analysed using inductive
content analysis. In phase 111, the purpose was to develop and pre-test an instrument
to measure the needed and received types of electronic social support from the ECS
of the non-profit cancer societies. Accordingly, the instrument was based on the
previous phases of the study. Furthermore, the purpose was to measure whether the
received electronic social support matched the patients’ needs. The NRESS
instrument consisted of 38 items to be answered using a 5-point Likert scale. Within
each item, the needed and received electronic social support was queried. Data from
28 eligible adult cancer patients in phase III were analysed using nonparametric
statistical analysis techniques.

In phase I, the results revealed motives related to informational and emotional

needs as well as to familiarity with use of information and communication



technology that drove cancer patients to use the Internet to seek social support. In
addition, cancer patients perceived that online support made their life easier and
empowered them, although the support received could be negative in nature as well.
In phase II, the cancer patients perceived that ECS can ensure a personalised
matching type of support to enhance their ability to cope with cancer but limited
ECS resources may prevent this. The phases in which support from ECS was needed
differed from the traditional biomedical phases of cancer care. Furthermore, ECS
support compensated for the deficiencies of public cancer care under certain
circumstances. The results also revealed some organisational, individual and
counselling processes in ECS that either facilitated or prevented electronic social
support for cancer patients. In phase III, the NRESS instrument employed
consisted of four support areas, namely Network support, Informational support,
Promotion of well-being and Customer service support. The content validation and
internal consistency measures employed herein can be considered acceptable but the
instrument needs further testing. The analysis revealed that the needed electronic
social support was correlated significantly to the received electronic social support
only for network support. The most needed electronic support was informational.
The least needed and received electronic social support was related to the promotion
of well-being. Email was the most used form of counselling, and none of the
participants had used online chat counselling.

This study contributes towards enhancing understanding and awareness of the
needed and received electronic social support for adult cancer patients in different
phases of their cancer trajectory. The results can be used for educational purposes,
to improve patient education, as well as to assist nurses in understanding the types
of social support needs of cancer patients and act in accordance with them. These
procedures have the potential to improve patients’ well-being and, therefore, to

reduce regional health inequalities.

Key words: electronic social support, adult cancer patients, electronic counselling

services, counselling nurses, non-profit cancer societies.



Tiivistelma

Tutkimuksen tarkoituksena oli tutkia aikuisten sy6pddn sairastuneiden kisityksid
sahkoisesta sosiaalisesta tuesta. Lisdksi tutkimuksen tarkoituksena oli mitata tarvittua
ja saatua sihkoistd sosiaalista tukea syopayhdistysten sihkoéisistd neuvontapalveluista
kayttien tutkimusta varten kehitettyd kyselylomaketta. Sihkoinen sosiaalinen tuki
voidaan mairitelld kognitiivisen, kokemuksellisen ja vuorovaikutuksellisen prosessin
kaynnistymiseksi, sithen osallistumiseksi ja sihkoisten vuorovaikutusten
muodostamiseksi tarkoituksena saavuttaa myonteisia muutoksia terveydentilassa,
koetussa terveydessd tai psykososiaalisessa prosessointikyvyssi. Yleisen Internetin
lisiksi sihkoiset neuvontapalvelut kisittivit kolmannen sektorin sy&payhdistysten
puhelin-, sihkoposti- ja chat-neuvonnan.

Tutkimus koostui kolmesta vaiheesta. Tutkimuksen ensimmiisen vaiheen
tarkoituksena oli kuvata aikuisten syopain sairastuneiden sihkoisen sosiaalisen tuen
nykytilannetta yleisessi Internetissd. Aineisto kerittiin avoimia kysymyksid
sisaltavilld verkkokyselylomakkeella. Yhteensid 74 aikuista syOpddn sairastunutta
osallistui tutkimukseen. Aineisto analysoitiin induktiivisella sisdllén analyysilla.
Tutkimuksen toisessa vaiheessa tarkoituksena oli kuvata aikuisten syopian
sairastuneiden kisityksii sosiaalisesta tuesta sdhkoisissd neuvontapalveluissa, vaiheet,
jolloin sahkoistd sosiaalista tukea tarvittiin sekd saadun sihkoisen sosiaalisen tuen
integroituminen syévin hoitoon julkisessa terveydenhuollossa. Lisiksi tarkoituksena
oli kuvata sidhkGistd sosiaalista tukea edistivid ja ehkiisevid tekijoitd
neuvontahoitajien nidkékulmasta. Kaksitoista aikuista syOpddn —sairastunutta
haastateltiin kasvokkain tai puhelimitse ja kymmenen neuvontahoitajaa haastateltiin
kolmessa eri ryhmissi. Aineistot analysoitiin sisdllon analyysilli induktiivisesti.
Tutkimuksen kolmannessa vaiheessa tarkoituksena oli kehittdd ja esitestata mittari
mittaamaan tarvittua ja saatua sdhkoistd sosiaalista tukea syopayhdistysten sihkoisistd
neuvontapalveluista. Mittari pohjautui tutkimuksen aikaisempiin vaiheisiin. Mittarilla
tutkittiin vastaako saatu sihkodinen sosiaalinen tuki sairastuneiden tarvittua tukea.
Lomake sisilsi 38 viittimad, joihin vastattiin viisi-portaisella Likert-asteikolla.
Jokaisen kysymyksen kohdalla kysyttiin seki tarvittua ettd saatua sihkdista sosiaalista
tukea. Aineisto koostui 28 tutkimuksen kriteerit tiyttdvistd aikuisesta syOpdin

sairastuneesta ja aineisto analysoitiin parametrittomilla tilastollisilla menetelmilla.



Vaiheen I tulosten mukaan tiedolliset ja emotionaaliset tuen tarpeet sekd
kommunikaatio- ja informaatioteknologian tuttuus olivat tekijoitd, jotka motivoivat
aikuisia syOpadn sairastuneita kiyttimadn Internetid sosiaalisen tuen lahteeni. Lisiksi
sairastuneet kokivat, ettd sihkoinen sosiaalinen tuki helpotti heididn elimidinsi ja
voimaannutti heitd vaikka sihkoinen tuki voi my6s olla negatiivista. Tutkimuksen
toisessa vaiheessa aikuisten syopéddn sairastuneiden kisitysten mukaan sihkoiset
neuvontapalvelut varmistivat yksilollisen, tarpeita vastaavan tuen saannin, joka
vahvisti heiddn selviytymistd sy6vin kanssa mutta sihkdisten neuvontapalveluiden
rajoittuneet resurssit saattoivat ehkiista titd. Vaiheet, jolloin aikuiset syGpidan
sairastuneet tarvitsivat tukea sdhkoisistd neuvontapalveluista, poikkesivat periteisesta
laaketieteellisistd syévan hoidon vaiheista. Sahkoisistd neuvontapalveluista saatu tuki
tiydensi syévin hoitoa julkisella sektorilla tietyin edellytyksin. Tulosten mukaan
organisatoriset, yksilolliset ja neuvontaprosessiin liittyvit tekijat sihkoisissa
neuvontapalveluissa voivat joko edistdd tai ehkdistd syopéddn sairastuneiden sihkoistd
sosiaalista tukea. Tutkimuksen kolmannessa vaiheessa kehitetty strukturoitu
verkkokyselylomake koostui neljistd osa-alueesta: verkostotuesta, tiedollisesta tuesta,
hyvinvoinnin edistimisestd sekd asiakaspalvelun kaltaisesta tuesta. Tutkimuksen
perusteella mittarin sisillén validointia ja sisdistd johdonmukaisuutta voidaan pitdd
hyviksyttivind mutta mittari tarvitsee jatkokehittelyd. Tulosten perusteella tarvittu
sihkoinen sosiaalinen tuki oli merkitsevisti yhteydessdi saatuun sihkoiseen
sosiaaliseen tukeen ainoastaan verkostotuen osa-alueella. Aikuiset syopain
sairastuneet tarvitsivat eniten tiedollista tukea. Eniten sdhkoistd sosiaalista tukea
aikuiset syopéddn sairastuneet saivat verkostotuen osa-alueella. Vihiten tarvittu ja
saatu sihkoinen sosiaalinen tuki liittyi hyvinvoinnin edistimiseen. Aikuiset sy6pddn
sairastuneet kayttivit eniten sihkopostineuvontaa eikd kukaan ollut kayttinyt chat-
neuvontaa.

Tutkimus tuottaa uutta tietoa aikuisten syOpddn sairastuneiden tarvitusta ja
saadusta sihkoisestd sosiaalisesta tuesta syovin jatkumon eri vaiheissa. Tuloksia
voidaan hyodyntida opetustarkoituksissa parantamaan potilasohjausta ja auttamaan
hoitajia ymmirtiméin syOpdin sairastuneiden erilaisia sosiaalisen tuen tarpeita.
Niiden toimien avulla voidaan parantaa potilaiden hyvinvointia ja siten vihentaa

alueellisia terveyseroja.

Avainsanat: sihkoinen sosiaalinen tuki, aikuinen sy6pdin sairastunut, sihkoiset

neuvontapalvelut, neuvontahoitaja, kolmannen sektorin syopayhdistykset.
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1 Introduction

Every third person is affected with or will be affected by cancer at some point in
their lifetime (Finnish Cancer Registry, 2013). In Finland, a total of 32 311 new
cancers were diagnosed in 2014, and the proportion of diagnosed men was slightly
higher than that of diagnosed women. Prostate cancer and breast cancer were the
most common cancers among men and women, respectively (Finnish Cancer
Registry, 2016). There is no precise definition of neoplastic diseases, but as a rule of
thumb, a tumour refers to abnormal growth of a tissue. The growth of malignant
tumours is faster than that of benign tumours, and they can also spread to the other
parts of the body, often resulting in the death of the patient. (Isola & Kallioniemi,
2013) To date, there are national Current Care Guidelines for five cancers. These
guidelines are independent, evidence-based clinical practice guidelines for medical
treatment of cancers. However, thus far, the psychosocial aspects of cancer care have
not been included in the guidelines. (Current Care Guidelines, 2014)

Cancer patients may need support in addition to that from family and healthcare
professionals. The demand for support as a natural part of cancer care is justified
(Loscalzo et al., 2013; National Institution for Health and Welfare, 2014) because
social support has been found to be beneficial for cancer patients’ health and well-
being (Heinze et al., 2015; Hughes et al., 2014; Leino, 2011; Mattila, 2011; Salonen,
2011; Thoits, 2011; Uchino, 2006). Although a multifaceted concept, social support
simply refers to positive interaction or helpful behaviour provided to persons who
need support (Hupcey, 1998). Disenchantment with healthcare relationships (e.g.
King et al., 2015) may drive cancer patients to seek additional social support from
electronic sources (Andersen & Ruland, 2009; Dickerson et al., 2011). Furthermore,
shorter follow-up times in cancer care and the aim to transfer patients to the
outpatient clinics at an earlier stage may result in patients turning to cancer societies
(Miklin & Rissanen, 2006). Most often social support is offered by significant others
to whom the person is emotionally tied or by secondary groups, which tend to be
larger, and offer more formal interaction, where the persons offering and receiving
support have less personal knowledge about each other. Non-profit organisations
can be considered to belong to the secondary group. (Thoits, 2011) Although cancer
patients value peer support (Farrelly et al., 2015; Power & Hegarty, 2010; Stickel et
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al., 2015; Wong et al., 2014), they especially prefer informational support from
healthcare professionals (Devitt et al., 2010; Holt et al., 2014; Koutsopoulou et al.,
20105 Li et al., 2011; Pedersen et al., 2013) as well as emotional and tangible support
(Hill, 2015; Merluzzi et al., 2015).

Cancer patients can turn to the non-profit Cancer Society of Finland (CSF) when
need. CSF, which consists of 12 regional cancer societies and six national patient
organisations, is one of the largest patient and public health organisations nationally
and aims to ensure a high quality of life for people in Finland, both with and without
cancer. In cancer societies, health care professionals (e.g. CNs) with specialised
knowledge of cancer provide support and information on health promotion and
cancer prevention, early detection, symptoms and identification, treatment, recovery
and rehabilitation. In addition to personal meetings, support is delivered through
electronic counselling services, including phone calls, email and online chat forums.
(Cancer Society of Finland, 2016)

Face-to-face communication is a salient source of social support, but it may
neglect the fact that social support can be offered through a variety of
communication modalities, and electronic social support may even be preferred
under some circumstances (Wright et al., 2011), for example, when dealing with
taboo topics, such as dying and death (Taubert et al., 2014). Electronic
communication enables cancer patients and healthcare professionals to
communicate in a novel way and, preferably, at the right time with the right support
(Kreps & Neuhauser, 2010; Wright et al., 2011). However, it is noteworthy that,
despite the need for support, the mere provision of support does not predict positive
outcomes in all cases. Under this mismatched condition, that is, the received support
does not meet the needs of the recipient, there may be processes that are not optimal
for a cancer patient to benefit from the support provided (Merluzzi et al., 2015).

Along with the increasing number of cancer survivors (Finnish Cancer Registry,
2016; Popat et al., 2013), the costs of cancer care are high (estimated to be 1.5 billion
euros by 2020 in Finland) (National Institution for Health and Welfare, 2014). In
addition to the healthcare costs (Han et al., 2015; National Institution for Health and
Welfare, 2014; Skolarus et al., 2012; Tipsmark et al., 2015), productivity costs (Hanly
et al.,, 2015a; Hanly et al., 2015b; National Institution for Health and Welfare, 2014)
and out-of-pocket costs (Azzani et al., 2015; Isshiki, 2014), there are psychosocial
costs, which are difficult to transfer into monetary terms, such as decreased quality
of life and its consequences (Callahan & Brintzenhofeszoc, 2015; Miklin & Rissanen,
2006). However, psychosocial interventions for cancer patients have been proved to
be less expensive than ‘standard care’ (Arving et al., 2014; Gordon et al., 2011;
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Mewes et al., 2015), especially if delivered using electronic devices (Belkora et al.,
2012; Gordon et al., 2015; Harrison et al., 2014).

To date, hardly any studies have addressed both the needed and received social
support when using electronic mediums with healthcare professionals. Often, studies
address cancer patients’ or survivors’ certain unmet needs or needs or how these
needs are met (e.g. Geller et al., 2014; Maguire et al., 2015; Majumder et al., 2014;
Paterson et al., 2015; Valero-Aguilera et al., 2014) but attempts to address these
matters together in one study are rare. These studies implicitly include different types
of social support (e.g. emotional support) but they are not expressed explicitly as
social support needs. In addition, studies regarding different types of social support,
such as, information and satisfaction with the received information most often result
in unclear results, depending on where, when and what type of information is desired
(e.g. Bergenmar et al., 2014; Braybrooke et al., 2015; Kullberg et al., 2015), which
does not serve the needs of those treating and caring for cancer patients.
Furthermore, the instruments developed to measure electronic social support rarely
focus on the types of social support. Therefore, the purpose of the present study
was to explore adult cancer patients’ perception of electronic social support.
Furthermore, the purpose was to develop and pre-test an instrument to measure the
needed and received electronic social support from the ECS of non-profit cancer

societies.
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2 Starting points of study

The starting points of the present study (excluding chapter 2.2.4) were based on the
results of annual literature searches between 2010 and 2016. Medline (Ovid),
Pubmed, CINAHL, PsycINFO, Communication & Mass Media Complete and
Medic databases were searched. The searches criteria were articles in the English or
Finnish (Medic) language, abstract and full text accessibility and between the years
2010 and 2016. Older research literature was included in some cases. Additionally,
manual search was performed. The following search terms were used, both
individually and in various combinations (also in Finnish in the Medic database):
cancer, cancer patient, neoplasms, cancer care, cancer treatment, cancer trajectory,
cancer continuum, perception, social support, support, help, supportive services,
informational support, emotional support, tangible or material or instrumental
support, spiritual support, needs, unmet needs, formal support, informal support,
Internet, www, World Wide Web, online, electronic, phone, telephone, mobile, cell
phone, helplines, email, electronic mail, chat, synchronous, real-time, non-profit,
organisation, cancer associations, patient advocacy, cancer advocacy, counselling,
counselling nurse, counselling services, communication, interaction.

Based on the search results, the titles of articles were reviewed first to identify
relevant sources. Next, the abstracts of the selected articles were assessed and finally,
articles were selected based on their full-text relevancy. (Burns & Grove, 2005)

2.1 Patients’ perceptions of cancer and its treatments

Cancer patients face many physical and psychological consequences due to their
cancer and its treatment. Physical symptoms are frequently related to pain and fatigue
but other physical symptoms exist depending on the cancer type and treatment.
Cancer and cancer treatment also have impacts on patients’ psychological well-being,
including distress, depression, decreased quality of life and fear of the recurrence of
cancer. Cancer and cancer treatment are family affairs, affecting not only patients
but also their families. As well, sociodemographic factors influence how cancer
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patients perceive their symptoms. These perceptions are discussed in the following
paragraphs.

Different types of cancers and their treatments may cause pain (Brant et al., 2011;
Genc & Tan, 2011; Hall et al., 2014; Matthews et al., 2012; 2014; Reichardt et al.,
2012; Soltow et al., 2010; Sun et al., 2012; Trudel-Fitzgerald et al., 2013; Wu et al.,
2013; Zucca et al., 2012). Pain has been associated significantly with the age of a
cancer patient. Younger cancer patients experience pain more strongly than do older
patients (Moye et al., 2014; Soltow et al., 2010), whose experience of the severity of
pain varies (Soltow et al, 2010). Moreover, comorbidities impact the pain
experienced by increasing its severity (Soltow et al., 2010; Walling et al., 2015). Pain
relief in cancer care can be unmitigated, and inadequate analgesia may impact
patients’ daily living and functioning (Moye et al., 2014; Wu et al., 2013).

In addition to pain, cancer patients may suffer from fatigue (Brant et al., 2011;
Genc & Tan, 2011; Hall et al., 2014; Matthews et al., 2012; Sun et al., 2012; Trudel-
Fitzgerald et al., 2013; Yanez et al., 2013; Zucca et al., 2012), which is a common
symptom and they may be clustered together (Matthews et al., 2012; Zucca et al,,
2012). Studies have showed that fatigue is prevalent throughout the cancer trajectory
(Peters et al., 2014; Sun et al., 2012). The failure to treat pain and fatigue is not always
a result of lacking medical treatment. Instead, patient-related barriers, such as fear of
addiction, tolerance to opioids or knowledge deficits on these issues may be at play.
Moreover, the belief that fatigue is an inevitable part of cancer and its treatment may
be a barrier to providing optimal symptom relief. (Sun et al., 2012) One barrier to
treat these symptoms is that patients may not report their altered health issues to
healthcare professionals or may do so in a limited manner (Cooney et al., 2015).

Other physical symptoms related to cancers include digestive tract symptoms
(Lehto et al., 2013; Matthews et al., 2012) such as nausea (Yanez et al., 2013; Zucca
et al., 2012), constipation, diarrhoea and vomiting (Zucca et al., 2012), dysphagia
(Rogus-Pulia et al., 2014); menopausal symptoms such as dryness and hot flashes
(Waldrop et al., 2011); symptoms related to the bladder (Lehto et al., 2013) such as
urinary tract infections and urine incontinence (Drageset et al., 2014; Pieterse et al.,
2013); symptoms related to sexual function (Lehto et al., 2013) such as narrow/short
vagina (Pieterse et al., 2013); neurological symptoms such as numbness (Waldrop et
al., 2011); respiratory symptoms such as dyspnoea/shortness of breath (Reichardt et
al., 2012; Walling et al., 2015; Zucca et al., 2012) and cough (Reichardt et al., 2012;
Walling et al., 2015) and sleep disturbances (Brant et al., 2011) such as changes in
sleep duration (Alfano et al., 2011) and insomnia (Hall et al., 2014; Trudel-Fitzgerald
et al., 2013; Zucca et al., 2012) .
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Patients with cancer may also suffer from psychological symptoms such as
distress and depression. Distress is common amongst cancer patients, but it is often
heterogeneous. Dunn and colleagues (2013) found four distinct distress continua in
the cancer trajectory of colon cancer patients. Distress either stayed low during the
entire continuum, decreased from the baseline but increased later, increased steadily
from the baseline or decreased gradually from the high baseline during the
continuum (Dunn et al.,, 2013). Others have also reported such heterogeneity of
distress: during treatment, approximately every third breast cancer patient was
distressed, but only a minority of patients became or remained distressed after the
end of treatment (Henselmans et al., 2010). The extent of distress is related to the
type of cancer and its treatments (Trudel-Fitzgerald et al., 2013), as well as to physical
complaints and personal factors such as lack of optimism (Henselmans et al., 2010,
Zhang et al., 2015), lower sense of mastery and neuroticism (Henselmans et al,,
2010).

Depression is associated with cancer and its treatments, especially if patients
suffer from pain as well. Clustered together, depression and pain may lead to
disability, unemployment, poorer quality of life as well as to increased and untargeted
use of health care services (Kroenke et al., 2010). The trajectory of depression differs
between men and women: men’s trajectory is convex, whereas women’s trajectory is
concave (Brant et al,, 2011). In addition to gender, age impacts the prevalence of
depression among cancer patients. Younger cancer patients tend to be more
depressed than older patients. Moreover, depressed patients have greater number of
physical and psychological symptoms (Mystakidou et al., 2013)

Cancer and its treatments decrease patients’ quality of life (Huang et al., 2013;
Kroenke et al., 2010; Lowery et al., 2014; Simard et al., 2013; So et al., 2013).
Especially, health-related quality of life decreases when symptom burden increases
(Lowery et al., 2014). The level of quality of life has been shown to vary during the
cancer trajectory. Understandably, patients with metastatic cancers and patients in
palliative cancer care have poorer quality of life than patients with localised cancers
(Reichardt et al., 2012; Torvinen et al., 2013). In addition to the symptom burden
and the phase of disease, pain and depression, especially if clustered, decrease quality
of life (Kroenke et al., 2010). Furthermore, financial difficulties have found to be
related to poorer health-related quality of life (Torvinen et al., 2013). Financial
burden as a result of cancer has been identified as one of the most prevalent unmet
need (Hall et al., 2015).

Cancer patients often worry about the impacts of cancer on their families (Ezer
et al., 2012; Waldrop et al., 2011). The evidence shows that only few family members
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are at risk for psychological morbidity (the loss of a child is an exception) but women
are at risk of experiencing distress (Hagedoorn et al., 2011). Cancer patients fear the
recurrence of cancer (Kanatas et al., 2015; Simard et al., 2013; Waldrop et al., 2011).
Although, the fear of recurrence stays rather stable in the survivorship phase,
younger age, the presence and severity of physical symptoms, psychological distress
and poorer quality of life increase the fear of cancer recurrence (Simard et al., 2013).

Sociodemographic factors impact the manner in which cancer patients perceive
their symptoms. For instance, greater income, higher education and religiosity
increase positive emotions (Hall et al., 2014) and decrease insomnia (Brant et al.,
2011; Hall et al., 2014). Furthermore, women, younger patients, unmarried patients,
less educated patients and patients with lower incomes report greater symptom
prevalence (Walling et al., 2015).

Cancer patients may not always perceive serious adverse effects, and cancer and
its intrusiveness in everyday life may remain fairly stable regardless of how much the
disease interferes with everyday life (Henselmans et al.,, 2010; Sohl et al., 2014). In
addition, researchers have obtained positive results in patients’ physical recovery

over the long term (e.g. Zucca et al., 2012).

2.2 Electronic social support for adult cancer patients

2.2.1  Defining social support

Social support has been defined in many ways. The majority of the definitions are
from the 1970s and 1980s. Before the mid-1970s, social support was used in a
concrete sense to describe a person, relationship or transaction. After that period of
time, it transformed from a concrete term to an abstract construct referring to a
construed characteristic or function of social relationships or transactions, as
opposed to observable relationships or transactions themselves. (Veiel & Baumann,
1992) The term social support is used in a broad sense, referring to mechanisms
through which social relationships promote health and well-being or protect people
from the damaging effects of stress (Andrews et al., 1978; Cohen et al., 2000; Cohen
& Wills, 1985). In most cases, social support is defined as the resources provided by
other people. Resources refer to potentially useful information or things, which may
impact health or well-being positively or negatively. (Cohen & Syme, 1985) It has
been stated that social support acts only as a resistance factor, which means that
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support reduces or buffers the adverse impacts of exposure to negative life events
but support has no direct effects on psychological symptoms when stressful
circumstances are absent (i.e. buffering-only view of social support) (Cohen & Syme,
1985; Goldsmith, 2004; Thoits, 1985). By contrast, the lack of social support and
changes in it over time are stressors in themselves and, as such, ought to have direct
effects on psychological symptomatology, regardless of the occutrence/presence of
stressful circumstances (i.e. main/direct-effect view of social support) (Cohen &
Syme, 1985; Thoits, 1985).

The theoretical definitions of social support can be placed into five categories
(Hupcey, 1998): the type of social support provided (Antonucci & Jackson, 1990;
Cobb, 1976; Cohen et al., 1985; Jacobson, 1986), which is the focus of the present
study and is described in detail in the next paragraph; recipients’ perception of
support (Heller et al., 1986; Procidano & Heller, 1983); intentions or behaviours of
providers (Shumaker & Brownell, 1984; Thoits, 1985); reciprocal support
(Antonucci, 1985; Shumaker & Brownell, 1984; Vaux, 1992) and social networks
(Lin et al., 1979; Thoits, 1992) (Table 1). Four other categories are briefly described
after the types of support.

Types of support are associated with theories of stress, according to which stress
can be defined in terms of unmet needs or the absence of social relationships
through which support may be provided. Therefore, social support is defined in
terms of “resources that meet the needs, social relationships through which an
individual’s needs are met, or both”. (Jacobson, 1986, p. 252)

The type of support is important for understanding the buffering effect of social
support. The buffering effect of social support occurs when the type of support
matches the needs corresponding to the stress a person is experiencing (Cohen &
McKay, 1984; Wilcox & Vernberg, 1985). The types of support may be seen as a
functional aspect of social relationships (House & Kahn, 1985). There are several
distinct types of support, and commonly recognised types include emotional support
(e.g. expressions of caring, empathy, reassurance of worth), informational or
cognitive support (e.g. information, advice, new perspectives on a problem) and
tangible/material/instrumental support (e.g. financial support, offers of goods and
services) (Cobb, 1979; Cohen & Syme, 1985; Goldsmith, 2004; Jacobson, 1986;
Wilcox & Vernberg, 1985). Furthermore, individuals’ religious beliefs (e.g. reading
the Bible and praying) have been found to influence the need for spiritual social
support (Wesselmann et al., 2015). Appraisal support (providing new perspectives
on a problem), in some schemes, may be differentiated from other kinds of

informational support, and esteem support (giving reassurance of worth) may be
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separated from emotional support. In some taxonomies, opportunities for socialising
or belonging to a group can be seen as network support. (Goldsmith, 2004)
Additionally, opportunities to provide nurturance (individuals’ need to feel needed
by others) (Robinson & Tian, 2009; Weiss, 1974) and active support (the receipt of
care by target persons) (Cobb, 1979) have been described as types of social support.
It should be noted that these types of support may overlap considerably and that no
taxonomy includes all of the above types (Cutrona & Russell, 1990; Wortman, 1984).
Only when relationships provide appropriate forms of support, will they reduce
distress and influence health outcomes (Wortman, 1984).

Cancer patients need informational support on issues such as information
concerning cancer and its treatments (Holt et al., 2014; Li et al., 2011; Morrison et
al., 2012; So et al,, 2013). Emotional support is needed, for example, to cope with
the emotional distress caused by the disease (Patterson et al., 2012; Preyde et al,,
2010). As a common type of support, tangible support such as support for activities
in daily living (Griesser et al., 2011; Wong et al., 2014), and financial support (Wong
et al,, 2014), as well as support for role functioning (Ernst et al., 2013; Hirschman &
Bourjolly, 2005), have been reported. In addition to the type of support, it is
necessary to consider the temporal dimensions of support because support unfolds
over time (Jacobson, 1986; Tilden, 1986). It has also been shown that variation in
the amount and type of support required is age-related (Vivar & McQueen, 2005).

Family and friends (informal support) are often identified as sources of social
support called the recipient’s natural network. Some scholars argue that the
recipient’s natural network is a unique aspect of social support and that the support
provided by professionals (formal support) does not constitute social support.
(Hupcey & Morse, 1997) However, others define social support more broadly and
either include professionals and the community as sources of social support or do
not specify the relationship between the provider and recipient (Dunkel-Schetter &
Skokan, 1990; Norbeck, 1988). Studies that report on the recipient’s support
outcomes favour informal support (Guidry et al., 1997; Shiba et al., 20106). In the
present study, the characteristics of the support provided by non-profit ECS (e.g.
types of services provided and duration of the relationship) lie somewhere between
informal social support and formal professional support and so are considered to be
sources of social support. Furthermore, the theory of online social support
(described in detail later) does not preclude interactions with healthcare providers
(LaCoursiere, 2001).
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Table 1.

Categories of social support and examples of their definitions

Category of social
support (Hupcey,
1998)

Examples of theoretical definitions of social support

Types of support
provided

Recipients’
perception of
support

Intentions or
behaviours of the
provider

Reciprocal support

Social netwotrks

“Social support may be defined in terms of resources that meet the needs, social
relationships through which an individual’s needs are met, or both”
(Jacobson, 1986, p. 252).

“The resources that are provided by other persons” (Cohen et al., 1985, p.
75).

“Social support is information leading a person to believe that (s)he is cared for
and loved, esteemed and valned, and/or that (s)he belongs to a network of
communication and mutual obligation” (Cobb, 1976, p. 300).

“Social support is defined as interpersonal transactions that include one or more
of the following: affect, affirmation, and aid” (Antonucci & Jackson, 1990,
p. 175).

“Social support is defined as the extent to which an individual believes that
ber/ his needs for support are fulfilled” (Procidano & Heller, 1983, p. 2).
“A social activity involves social support if it is perceived by the recipient of that
activity as esteem enhancing or if it involves the provision of stress-related
interpersonal aid” (Heller et al., 1986, p. 467).

“Social support is an excchange of resonrces between two individuals perceived by
the provider or the recipient to be intended to enbhance the well-being of the
recipient” (Shumaker & Brownell, 1984, p. 13).

“Social support most commonly refers to helpful functions performed for an
individual by significant others such as family members, friends, co-workers,
relatives and neighbours” (Thoits 1985, p. 53).

“The actual giving, receiving and exchange of support is commonly referred to as
the function of social support” (Antonucci, 1985, p. 25).

“Social support refers to a complex and dynamic process involving transactions
between individuals and their social networks within a social ecology” (Vaux,
1992, p.194).

“Social support is an exchange of resources between at least two individuals
perceived by the provider or the recipient to be intended to enhance the well-
being of the recipient” (Shumaker & Brownell, 1984, p. 13).

“Social support may be defined as support accessible to an individnal through
social ties to other individuals, gromps, and the larger community” (Lin et al.,
1979, p. 109).

“Social network generally refer to people’s ties to one another, in particular to the
structure of those ties” (Thoits, 1992, p. 57).

The second category of theoretical definitions of social support presented by Hupcey

(1989) consists of the recipients’ perceptions of support, which refers to the impacts

that networks have on individuals. When networks provide support, perceived social

support is defined as the extent to which individuals believe that the support fulfils
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their needs (Procidano & Heller, 1983). Social support encompasses objective and
subjective elements, and both must be addressed to gain a complete understanding
of social support (Vaux, 1988).

The third category is the intentions or behaviours of the provider (Hupcey, 1998).
Shumaker and Brownell (1984, p. 13) define social support as ‘an exchange of
resources between at least two individuals perceived by the provider or the recipient
to be intended to enhance the well-being of the recipient’. However, the provider’s
intentions or behaviours might not always produce positive results. For example,
problem-avoiding support from significant others can undermine psychological
adjustment to cancer (Shiozaki et al., 2011).

The fourth category is related to reciprocity, or the exchange of resources
between the recipient and the provider (Hupcey, 1998). This giving, receiving and
exchanging of support is considered to a function of social support (Antonucci,
1985). Equal exchange or reciprocity is optimal (Antonucci & Jackson, 1990).
Asymmetrical exchanges between the provider and the recipient, regardless of the
direction of the asymmetry, lead to negative outcomes (Rook, 1987) and can cause
stress and feelings of inadequacy in the recipient (Hupcey, 1998).

The final category consists of social networks (Hupcey, 1998), defined as the
support available to individuals through social ties to others (Lin et al., 1979). Social
networks can be measured through structures, such as size, density, reciprocity,
durability, intensity, frequency and homogeneity (Berkman et al., 2000; House &
Kahn, 1985). Structural measures are considered to indicate the objective
characteristics of social networks and provide information about the properties of
networks (Cohen & Syme, 1985).

2.2.2  Electronic social support

Electronic social support is defined according to the theory of online social support
and therefore, it is defined as the cognitive, perceptual and transactional processes
of initiating, participating in and developing electronic interactions to seck beneficial
outcomes, which may include improvements in patients’ healthcare conditions, self-
perceived health and psychosocial processing ability. According to the theory,
electronic social support is a dynamic process that incorporates all components of
traditional social support in a virtual setting. (LaCoursiere, 2001) In this study, the
virtual setting is called online setting and it included the general Internet, email and

online chat counselling through which social support is mediated. Phone counselling
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is considered a part of online social support and, therefore, the term ‘electronic social
support’ is used to refer online social support, including phone counselling. Phone
counselling is included because older cancer patients (>65 years) display increased
reluctance to use the Internet and electronic devices in order to exchange health-
related information (Saied et al., 2014).

Online social support theory was chosen as a framework for the study because it
presents a holistic conceptualisation of electronic social support, in which the
process of support is described by interpersonal relationships with persons who are
unknown and unseen to each other (LaCoursiere, 2001). This study adopts the same
aspects of the nursing metaparadigm as does the online social support theory
(LaCoursiere, 2001). Therefore, health can be considered a dynamic process that
fluctuates over time, including both acute and chronic aspects and alterations in
health status and perceived health. The person is an individual seeking electronic social
support and engaging in health-seeking behaviour. Nursing includes thoughts and
behaviours of the counselling nurse (CN) engaged in electronic social support
activities and mediating social support through electronic communication devices
(phone and computer). The environment is electronic, and it includes the general
Internet, phone, email and online chat counselling by non-profit cancer societies.
The main characteristic of the electronic environment is the lack of face-to-face
contact. (LaCoursiere, 2001)

Parts of online social support theory (Figure 1, oval black circles) are used as a
framework in the present study. The theory encompasses two focal concepts,
namely, online social support and linking, and it is divided into four sections, namely,
initiating events, mediating factors, online social support and outcomes
(LaCoursiere, 2001). In this study, the sections initiating events, mediating factors
and qualitative outcomes through evaluative functions in transactional filter in the
process of online social support were used to guide the research.

Online social support, as defined above, can be depicted as a trajectory,
including the positive feedback phenomenon. This means that positive supportive
experiences increase positive outcomes and provide impetus to seek support when
there are alterations in health status. Online social support occurs through three
filters: perceptual filter (the feeling or emotional state of the individual seeking
support online), cognitive filter (intellectual processing of information) and
transactional filter, through which all information received from electronic support
interchanges are evaluated and processed for personal relevance. The second focal
concept linking is defined as the conscious and/or unconscious process of relating

and weaving emerging awareness to previously learned thoughts or information, it is
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the final outcome of online social support and it cannot be measured directly.
(LaCoursiere, 2001)

The four sections of the online social support theory begin with I) the initiating
events. These events, typically, alterations in health status or in perceived health,
may occur on an acute or a chronic basis. Initiating events are influenced by II)
mediating factors, which include the following: (1) health factors, (2) demographic
factors, (3) perceived individual factors and (4) Internet use factors (and the use of
ECS in the present study). Initiating events and mediating factors cause the
individual to seek electronic social support. Another section of the theory is III)
online social support, as defined above. The last section of the theory comprises
IV) outcomes, both quantitative and qualitative. (LaCoursiere, 2001)

Quantitative outcomes occur at the perceptual level (as a result of support
mediation) and at the cognitive level (as a result of information processing). These
are testable measures and they may be related to health status (e.g. functional status
and quality of life), perceived health (e.g. valuing of support, hope and
empowerment) and psychosocial processing ability (e.g. decreased stress, depression,
anxiety and increased coping). Quantitative outcomes may be either positive or
negative, and they create changes in behaviours, thoughts, feelings and actions and
cause the individual to engage in linking behaviour. (LaCoursiere, 2001)

Qualitative outcomes occur as a result of the evaluative function of electronic
social support, and they occur in cyberspace (in ECS in the present study) or as a
result of transactions in cyberspace. The term ‘cyberspace’ is used in the theory
instead of ‘online’ to differentiate the primarily qualitative aspect of online
encounters and to describe the electronic environment. Qualitative outcomes are
influenced by quantitative, phenomenological and ethnographic mediating factors,
which influence how individuals perceive interactions in cyberspace (e.g. number
and type of conversational interchanges and their content; explicit and implicit
meanings of messages and information relevance). Using, for example, content
analysis to analyse electronic transactions, not only the outcomes of support but also
the findings related to the process involved can be provided. In cyberspace and
electronic environments, the conversational exchanges follow a continuum starting
with awareness of the interaction. Awareness, which refers to what is known to the
self and others, can be open, closed, hidden or blind. Awareness of the interaction
(the psychological perspective) mediates the participants’ ability to engage in
effective interactions, which, in turn, influences the multiple transactions level (the
sociological/communication perspective). At the multiple transactions level, many

simultaneous interchanges can occur, for example between nurses and patients,
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giving rise to relevancy development and need differentiation. In relevancy
development, the individual decides, which transactions have personal meanings.
New meanings can be found, or meanings once considered to be important might
no longer be perceived as relevant. In need differentiation, basic and secondary needs
are refined as a result of relevancy development. Based on these processes, the
individual engages in further cognitive, perceptual and transactional filtering shifting
to the network (Web) formation/expert development level (the anthropological
perspective). At this level, further need differentiation occurs, and networks and
networks of networks are developed. (LaCoursiere, 2001)

Network (Web) formation/expert development leads to embeddedness, which is
characterised by the process of engagement (new users continue to return, for
example, to ECS), adoption (after repeated interactions, a belief in the power of
electronic social support is developed) and diffusion (the individual transmits the
belief in the power of electronic social support to others). These qualitative and
quantitative outcomes produce the final outcome of the electronic social support,
linking, which is the synthesis of an individual‘s experiences. If the case of
inconsistency between quantitative and qualitative outcomes, linking is not
supported, and impetus to further seek electronic social support might be absent.
(LaCoursiere, 2001)
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Figure 1. Theory of online social support (LaCoursiere, 2001, p. 63). The figure has been reprinted with the permission of the respective copyright holder.
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2.2.3  Electronic social support mediums

Electronic social support can be obtained through the general Internet, as well as
through electronic mediums, namely, phone, email and online chat. Studies related
to phone, email and online chat provide information on their users, outcomes of use
and how the users (recipients and providers) perceived these media.

Cancer patients who use the Internet to find cancer-related information are
typically female, younger and well-educated (Blanch-Hartigan & Viswanath, 2015;
Ludgate et al., 2011; Valero-Aguilera et al., 2014). The Internet is one source (Shea-
Budgell et al., 2014) for secking information, but it may not be the most trusted
source (Balka et al., 2010; Bender et al., 2012), although most sites on which such
information is available belong to professionally led non-profit cancer organisations
(Alba-Ruiz et al., 2013). The reliability of information increases if it is endorsed by a
professional body (Maddock et al., 2011), and nurses should guide their patients to
reliable information sources (King et al., 2015; Nagler et al., 2010). Additionally,
eHealth applications that monitor symptoms, offer personalised advice and tailored
support have potential advantages for cancer patients, as well as for care providers
(Lubberding et al., 2015).

The factors that influence the use of online cancer support groups are related to
disease, background, culture, needs (Im, 2011) and Internet use (Im, 2011; Xu et al.,
2014). The factors also include family environment (Yoo et al., 2014). Although these
factors are presented as factors that influence participation in online support groups,
some studies have found no associations among demographics, medical history,
health status, psychological status and the intention to participate, for example, Xu
et al. (2014). The outcomes of the use of online support interventions are mainly
positive, but they are inconclusive in terms of online experiences and measures of
different aspects of psychosocial well-being, such as quality of life (Hong et al., 2012;
McAlpine et al., 2015). In addition, many interventions delivered via the Internet
have yielded positive outcomes such as increased self-efficacy (Becker et al., 2013;
Leykin et al., 2012), increased empowerment, improved physical activity (Kuijpers et
al., 2013) and symptom management (Chan et al., 2014; Kuijpers et al., 2013). The
reasons why some patients use Internet-based interventions minimally are related to
connections with other in a similar situation, for example, difficulties in relating to

others, wanting higher level of group interaction and communication, and cancet-
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related issues. Moreover, problems related to individual expectations about a site,
such as wanting greater facilitation and disliking online communication, and
problems with sites (e.g. time commitment and problems with questionnaires) have
been reported. (Gortlick et al., 2014)

The phone as a medium of electronic social support is well-accepted and useful
means of communication (Ekberg et al., 2014; Ieropoli et al., 2011; Reid & Porter,
2011), especially in rural areas (Corboy et al., 2014) and in unique populations such
as male breast cancer patients (Farrell et al., 2014). It can also be considered as a
means to provide continued care to cancer patients (Beaver et al., 2010; Cox et al.,
2008). Phone helplines are mainly used by female and younger cancer patients
(Jefford et al., 2005; Reid & Porter, 2011), commonly to request support for breast
cancer (Clinton-McHarg et al., 2014), pain or deterioration in condition (Reid &
Porter, 2011). Perceived limitations in cancer care received from healthcare
professionals, the convenience of helplines, anonymity and confidentiality, as well as
the benefits of helplines for family members, have been reported as reasons for using
cancer helplines (Ekberg et al., 2014) In addition to phone helplines, the phone has
been used as a medium in interventions such as patient education (Garrett et al.,
2013), support (Garrett et al., 2013; Harrison et al., 2011; Livingston et al., 2010;
Salonen et al., 2009; Wenzel et al., 2015), peer support (Pistrang et al., 2012), change
in health behaviour (Hawkes et al., 2015), and follow-up of cancer patients (Beaver
et al., 2010; Cusack & Taylor, 2010; Kimman et al., 2011; McGrath, 2014). These
studies show that phone interventions are a pleasant, well-accepted and convenient
way of delivering care to cancer patients. Studies regarding phone interventions
usually, with some exceptions (e.g. Wenzel et al., 2015), yield statistically non-
significant findings between experimental and control groups (Leahy et al., 2013;
Livingston et al., 2010; Sherman et al., 2012; White et al., 2012), but the experimental
groups mainly score higher than the control groups (Harrison et al., 2011). Some
studies show positive findings from the recipients’ perspective (e.g. decreased
isolation, increased hope, trust and mood) (Pistrang et al., 2012). Although the
providers view phone interventions positively, they also see some challenges such as
skill development and meeting the needs of patients (Beaver et al., 2010), as well as
the fact that phone interventions are not suited for all patients (Beaver et al., 2010;
McGrath, 2014). Phone interventions have also been found to be cost effective, the
use of hospital resources is more effective and greater use of primary healthcare

services than specialised care by patients involved in phone interventions (Cusack &
Taylor, 2010; Harrison et al., 2011).
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Literature searches revealed that almost 75% of cancer patients prefer to use
email communication with their healthcare providers. Those patients tend to be
younger, well-educated and wealthier. Cancer patients who use email but do not
prefer to use it with healthcare providers presented reasons such as impersonal
nature of communication, lack of willingness to discuss their disease and preference
for face-to-face communication. (Dilts et al., 2009) Nurses have addressed both the
pros and the cons of using email to communicate with cancer patients. The pros
include posting messages at a mutually convenient time, the ability to read responses
for clarity and accuracy before sending them, ability to replace phone
communication to an extent and ability to edit information before replaying. Email
may also help some people to disclose things they would rather not say face-to-face
or over the phone. Moreover, links to different types of materials can be attached.
The cons include confidentiality issues, lack of clear guidelines from
employer/managers on using email communication with patients, possibility of new
questions arising in response to each email reply or unreadable responses that need
explanations and variable time delay from the persons receiving email responses.
(Cornwall et al., 2008) In addition, email communication between peers has been
studied, and it was found to be able to promote, for example, cancer screening
(Cutrona et al., 2013).

To the researcher’s knowledge, there exist no studies regarding social support for
adult cancer patients’ via online chat rooms with healthcare providers. However,
there exist studies among children and youngsters with psychosocial problems and
their use of online chat for social support from peer counsellors and professionally
facilitated child helplines. These studies provide evidence that online chat services
improved children’s well-being, reduced the severity of their condition (Fukkink &
Hermanns, 2009) and provided varied types of social support (Fukkink, 2011).

Findings from studies on social networking sites such as Facebook (Abramson et
al., 2015; Bender et al., 2011) and Twitter (Attai et al., 2015; Himelboim & Han,
2014; Sugawara et al., 2012), as well as Internet web sites such as YouTube (Chou et
al,, 2011), blogs (Kim & Gillham, 2013; Ngwenya & Mills, 2014) and vlogs (Huh et
al., 2014), have potential implications for health promotion through personal
narratives (Chiu & Hsieh, 2013; Iredale et al., 2011).

38



2.24  Needed and received electronic social support

To facilitate the improvement of health, perceived health and psychological
processing ability of cancer patients, there needs to be a match between the types of
social support needed and the support received (Cutrona & Russell, 1990;
Goldsmith, 2004). In literature searches, no studies were found that address bozh
the needed and the received electronic support. Studies mainly provide insight into
met or unmet needs of cancer patients, but rarely together in a single study in the
electronic context. However, studies do provide information on factors that are
associated with support needs and how the received support benefits cancer patients.
In the following paragraphs, the support needs of cancer patients are described,
along with the support the patients received or the support that was provided and
their support needs that were not met. In addition, the factors related to support
needs and the benefits of support are described.

Cancer patients’ needs are most often related to information concerning the
likelihood of cure, survival rates (Li et al., 2011), side effects (Grimsbo et al., 2012;
Huber et al., 2011; Lavoie et al., 2012; Maddock et al., 2011; Schook et al., 2013;
Sillence & Mo, 2014) and the disease itself and its treatments (Cox et al., 2008;
Maddock et al., 2011; Reid & Porter, 2011; Schook et al., 2013; Sillence & Mo, 2014)
to cope with their cancer (Schook et al., 2014). In addition to information, they need
emotional support (Huber et al., 2011; Lobchuk et al., 2015) with issues such as
making sense of feelings and concerns (LLobchuk et al., 2015), distress and adjusting
to cancer (Chambers et al., 2012). Furthermore, issues regarding cancer advocacy
have been reported (Lobchuk et al., 2015).

The support needed by cancer patients may depend on the type of cancer,
associated survival rates and number of needs. Breast cancer patients have been
found to be more concerned about the long-term effects of cancer and the impact
of cancer on their families and personal life than, for example, urological cancer
patients, whose needs are linked to short-term alternative treatments, sex life,
keeping healthy and exercise (Valero-Aguilera et al., 2014). The differences between
the need for social support types and cancer survival rates in electronic communities
evidences that low-survival-rate cancer patients seek more informational support
and less emotional support than high-survival-rate cancer patients (Buis & Whitten,
2011). Furthermore, patients who have greater unmet information needs spend more
time seeking specialised health information on the Internet. Likewise, the higher the
unmet need for emotional support, the more likely patients are to spend time seeking
Internet social support services. (Lee & Hawkins, 2010)
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Quite often, nurses are able to provide the support to cancer patients in the
electronic environment (Andersen & Ruland, 2009; Cox et al., 2008; Grimsbo et al.,
2012; Jefford et al., 2011; Reid & Porter, 2011) and patients are satisfied with email
responses and the speed of email responses from nurses (Cornwall et al., 2008). For
example, via email communication, nurses often provide both information about
and support for (Grimsbo et al., 2012) issues such as living with symptoms, side
effects and with a fear of relapse, everyday life concerns and unmet information
needs from healthcare providers (Grimsbo et al., 2011). Additionally, patients have
been found to receive the support they need from the Internet and from social media
(Bender et al,, 2012). However, there are also studies that state quite the opposite. In
these studies patients have reported that they did not receive the support for their
concerns about the future and worties of close ones, as well as for fear of cancer
recurrence, loss of control and mood disturbances (Chambers et al., 2012).
Furthermore, support needs related to body image, stress and survivorship and
support needs related to financial issues have been reported as needs for which
patients did not receive support (Bender et al., 2012). One reason why cancer
patients do not receive the support they need is that a quarter of the information
related to cancer on the Internet is not readable (Alba-Ruiz et al., 2013), that is, it is
too difficult to understand (Alba-Ruiz et al., 2013; Sobota & Ozakinci, 2015) and
may not serve as a resource to make well-informed decisions regarding, for example,
treatment (Wasserman et al., 2014). Therefore, more comprehensive web sites that
meet the needs of cancer patients are needed (Warren et al., 2014; Wasserman et al.,
2014).

The matching type of electronic social support for cancer patients, professionally
facilitated or otherwise, has shown several benefits. These benefits are likely to
include increased hope and confidence, making sense of the illness experience and
building up one’s life (Pistrang et al., 2012), health promotion (Abramson et al.,
2015), cancer screening (Chan & Vernon, 2008; Cutrona et al., 2013) and self-
monitoring (Greaney et al., 2012). The received support may empower patients to
influence and control care decisions (Balka et al., 2010; Dickerson et al., 2011; Dolce,
2011). However, patients may not always be able to make informed decisions based
on the information they receive from the Internet (Kim & Kwon, 2010). From the
organisational perspective, an electronic patient—nurse communication may have
potential to supplement and improve the quality of healthcare (Andersen & Ruland,
2009; Grimsbo et al., 2012).
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2.2.5 Measurement of electronic social support

To date, there is lack of an instrument to measure cancer patients’ needed and
received social support in electronic settings, that is, electronic social support. Using
different combinations of the search terms social support, informational support,
emotional support, tangible or instrumental support, cancer or cancer patients,
online, Internet, web, electronic, email, electronic mail, telephone, phone, mobile,
questionnaire, measure and scale and searching six different databases (Medic,
Medline (Ovid), Pubmed, CINAHL, PsycINFO and Communication & Mass Media
Complete) four studies were found that focused on electronic social support for
cancer patients (Han et al., 2012; Im et al., 2011; Lepore et al., 2014; Setoyama et al.,
2011). The search was limited to English language, abstract and full-text availability.
These studies focused on peer support, and there was no one-to-one interaction
between the participants of the support groups and the professional facilitators. The
instruments were developed outside Europe, and two were in the field of nursing.
Only one instrument was named precisely. Also, only one study focused on the types
of social support provided, whereas the others focused on other categories of social
support. Thus, there seems to be a research gap in this field. The instruments present
some shortcomings. Three articles inadequately reported the validation measures;
for example, no content validity parameters were reported, and only one article
described wvalidation measures other than face and content validation. The
instruments, though, seem to have acceptable internal consistency. Itis worth noting
that Setoyama e7 a/. also included conflict in their instrument because social support
can sometimes be perceived negatively. The instruments used in the aforementioned
are presented in Table 2.

The search also yielded five studies in which social support for cancer patients
was examined in electronic settings using existing social support instruments
(Appendix 1). The focus of these studies was often on evaluating interventions
targeting support (Crane-Okada et al., 2012; Fogel et al., 2002; Owen et al., 2004;
Ruland et al., 2013). The focus of one of these studies was on the description of the
social and psychological characteristics that predict engagement with an online breast
cancer support group (Han et al.,, 2012). The studies were performed mostly in
English-speaking countries and mainly in the fields of nursing and psychology. In
two of the studies, the Medical Outcomes Study Social Support Survey (MOS-SSS)
instrument was used, which measures global functional social support (Sherbourne
& Stewart, 1991). Other instruments that were used include Interpersonal
Relationship Inventory (IPRI) short form (Tilden et al., 1994), Need for Information
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Scale, Social Support Scale (Gustafson et al., 1993; Pingree & Hawkins, 1996) and
The Interpersonal Support Evaluation List (ISEL) (Cohen & Hoberman, 1983). In
these studies, the instruments were not adapted to fit the electronic environment. In
some of the studies, the researchers did not report reliability measures for the
subscales of the instruments (Rattray & Jones, 2007). Instrument validity is not a
static condition (Streiner & Kottner, 2014; Tilden et al., 1994), but the researchers

did not provide validation information in the articles.
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Table 2. Instruments developed to measure cancer patients’ electronic social support

Authors, year, Instrument/ Purpose of  Category  Items Response Validity Reliability
discipline, subscales the of social format
country instrument  support
(Hupcey,
1998)
Han et al., NR! To assess Recipient’s 6 Likert (0O=not NR! o = .88
2014, *emotional petception petception at all, 4=very
Communication *instrumental of emotional  of support much)
science and
USA instrumental
support

Lepore et al., NR! To assess the  Recipient’s 9 Likert (1=not  Face validation For all
2014, Public * helpfulness of perceived perception at all, 5=very subscales o
health received support helpfulness of support, much) =91
USA * helpfulness of of the intentions

being able to provide intervention  and

support (enhanced behaviors

* helpfulness of prosocial of the

hearing other Internet provider

women’s experiences  support

group)

Im et al., Questions on the To measure Social 22 Dichotomous  Face validation, Kudet-
2011, Nursing Use of Internet the use of network, questions criterion validation (t ~ Richardson
science Cancer Support Internet recipient’s yes/no, value = -15.66, P < 20 = 0.83,
USA Groups cancer perception Likert (1=less .00), convergent Spearman-

(QOUICSG) support of support often, validation between Brown =

*past use groups 5=once a QOUICSG/HINTS?  0.77

*usefulness of past week), Likert  and QOUICSG/

use (1-4)? The Support Care

Needs Survey 34-
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Authors, year, Instrument/ Purpose of = Category  Items Response Validity Reliability
discipline, subscales the of social format
country instrument  support
(Hupcey,
1998)
*frequency of Item Short Form,
current use 0.50 (p<.00) and
*likely of future use 0.27 (p=.02),
respectively
Setoyama et NR! To measure Typesof 29 Likert Face validation, For all
al., 2011, *emotional received social (5=strongly content validation subscales o
Nursing support/helper peer support  support agree, > .65
science therapy for posters provided 1=strongly
Japan *emotional and lurkers disagree)
expression in Japanese
*advice online breast
*conflict cancer
*insight/universality communities

! Not reported, 2 Verbal scaling was not reported, 3 Health Information National Trends Survey
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2.3 Summary of the starting points

People who get cancer may face alterations in health status and/or in perceived
health (LaCoursiere, 2001). Patients with cancer may perceive a wide range of
alterations in physical, emotional and/or social health and well-being due to the
disease and its treatments (Butles & Holtslander, 2013; Curtis et al., 2014; Pazar et
al., 2015; Rowlands et al., 2015). Alteration in health status or in perceived health
may lead to the search for different types of social support, especially in electronic
environments (Andersen & Ruland, 2009; Dickerson et al., 2011; Shea-Budgell et al.,
2014). In this study, the electronic environment consisted of the general Internet and
the electronic counselling services (phone, email and online chat counselling) of non-
profit cancer societies, therefore, the types of social support needed and received
from these sources is called electronic social support. Because social support is a
complex and multifaceted phenomenon, the focus of the present study is on the
types of social support catogorised by Hupcey (1998).

When cancer patients need different types of social support, they may turn to
electronic sources to initiate, participate in and develop electronic interactions
(LaCoursiere, 2001). In relationships with other patients (general Internet) and
professionals (ECS), cancer patients may or may not receive the matching type of
social support they have needed. If the type of electronic social support matches the
needs of the patients, it is assumed that favourable outcomes in health status and/or
perceived health occur. If not, there is a mismatch between the needed and received
types of electronic social support and, as a result, unfavourable outcomes in health
status and/or petrceived health may occut. Therefore, the outcomes of the received
electronic social support lead to a positive or negative feedback phenomenon.
Positive supportive interactions increase positive outcomes and provide greater
impetus to seek support when alterations in health demand (LaCoursiere, 2001), and
the scenario is reversed if the feedback is negative (Rook, 1992).

Only a few instruments have been developed that take into account electronic
environments. These instruments focus on peer support. A few researchers have
used existing social support instruments, mostly without modifying them. All of the
studies described have focused on the types of social support, on recipients’

perceptions of support or on social networks. To date, there exists no instrument
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for measuring the needed and received electronic social support in the context of
non-profit cancer societies with a professional facilitator.

A summary of the starting points of the present study is shown in Figure 2.

Adult cancer
patient with
alteration in
health status
and/or
perceived health

Perception of
cancer and its

(Un)beneficial treatments

outcomes through
evaluative
functions in
transactional filter

SMAT cH

MATCH /MI

Received types of /

electronic social

support
Initiating, participating }

Needed types of
electronic social
support

in and developing
electronic interactions
on the general
Internet or in ECS

Figure 2. Starting points of the study
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3 Purpose and aims of study

The purpose of the present study was to explore adult cancer patients’ perception of
electronic social support. Furthermore, the purpose was to develop and pre-test an
instrument to measure the needed and received electronic social support from the
ECS of non-profit cancer societies. The aim is to provide new information about the
needed and received electronic social support for cancer patients. The results of the

study can also be used to educate patients and nurses in different oncology settings.
The research phases are as follows:

1. To describe the current state of online social support for adult patients with
cancer (articles I and II)

2. To describe adult cancer patients’ and CNs’ perceptions of electronic social
support

e Adult cancer patients’ perceptions social support in ECS (article III)

e The phases in the cancer trajectory when electronic social support was
needed and the integration of the received support into cancer care in public
healthcare (article IV)

e The facilitators and barriers to electronic social support perceived by CNs

(article V)

3. To develop an instrument to measure the needed and received electronic social
support for adult cancer patients from non-profit ECS (Summary)
e  Development of an instrument based on previous phases of the study and
its pre-testing
e  Measurement of the needed and received electronic social support for adult

cancer patients who have used non-profit ECS
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4 Empirical implementation of study

4.1 Methodological basis

In the present study, an exploratory sequential mixed methods research (MMR)
design was used. In MMR, different research approaches are used in terms of
questions, research methods, data collection, analysis procedures and inferences
(Hesse-Biber, 2010; Johnson et al., 2007; Teddlie & Tashakkori, 2009), and MMR
can be defined as a research design in which a researcher — or a team of researchers
— combines elements of distinct research approaches for achieving the desired
breadth and depth of understanding and corroboration (Johnson et al., 2007). The
present MMR design is based on the philosophical orientation of pragmatism, which
rejects the dogmatic either-or choice between constructivism and post-positivism
and searches for practical answers to research questions of interest (Creswell &
Tashakkori, 2007; Johnson et al., 2007; Muncey, 2009; Teddlie & Tashakkori, 2009).
In this study, knowledge was constructed and based on the reality of the world that
the study participants perceived and lived in, and both subjective and objective
viewpoints were justified depending on the research phase. (Teddlie & Tashakkori,
2009)

The MMR design was considered justified because the purpose of the study and
the research questions required a combination of different methods that would not
individually address the primary purpose of the study, that is, a bottom-up approach
(Creswell & Plano Clark, 2007; Curry & Nunez-Smith, 2015; Hesse-Biber, 2010;
Teddlie & Tashakkori, 2010). In addition, the MMR design provides an opportunity
to ask whether the findings of substudies are in agreement, that is, the results of the
previous phases can be tested in subsequent phases (Hesse-Biber, 2010).
Furthermore, the information available on the topic of the present study was
insufficient (Curry & Nunez-Smith, 2015; Muncey, 2009), and the MMR design
facilitated, first, identification of attributes of the types of electronic social support
important to cancer patients and, second, development of a measure to establish
perceptions of the types of support needed and received (Larkin et al., 2014). Here,
the purpose of mixing was development (Greene et al., 1989). In sum, the combined

use of different approaches within a single study yielded a better understanding of
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the research purpose than that possible when using the approaches individually
(Creswell & Plano Clark, 2007), which was also a sensible and ethical way to conduct
the study (Gorard, 2010). The inductive phases of the study were considered core
phases, because the theoretical structure of the study rests on these phases (Morse,
2010).

The study ran from 2010 to 2016 and it was divided into three phases (figure 3).

Phase II: Exploratory

Phase I: Exploratory Face-to-face and phone interviews of
Online survey with open- cancer patients (N=12)

ended questions for cancer Group interviews (N=3) of CNs (N=10)
patients (N=74) Inductive content analysis

Inductive content analysis 2013-2015

2010-2013

Cancer patients’ perception of social

MOUV.CS of cancer patients support in electronic counselling services
for using the Internet to seek (Article T1T)

social support (Article I)

The need for social support provided by

Online social support the non-profit cancer societies throughout

received by patients with

) different phases in the cancer trajectory
cancer (Article IT)

and its integration into public healthcare

(Article IV)

Facilitators and barriers for electronic
social support (Article V)

Phase III: Instrument development and pre-testing

Needed and Received Electronic Social Support (NRESS) instrument for
measuring the needed and received electronic social support for adult cancer
patients from the ECS of non-profit cancer societies (n = 28), statistical
analysis

2016 (Summary)

Figure 3. Study process

4.2  Development of NRESS instrument

The items comprising the Needed and Received Electronic Social Support (NRESS)
instrument were generated from the categories formed as a result of inductive
content analysis of the online survey (phase I) and the interviews (phase II) (Streiner
et al., 2015). Altogether, 88 categories describing the types of social support were
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generated. After careful consideration and removal of duplication, 37 categories were
selected as base for the items. These 37 categories described the phenomenon under
study, were within the research questions and were considered relevant for the target
population. The categories were operationalised to correspond to every verbatim
phrase within each chosen category that described the types of social support
provided (Rattray & Jones, 2007). The operationalisation process yielded 38 items.
The item pool consisted of four subscales, namely, network support (6 items),
informational support (9 items), promotion of well-being (17 items) and customer
service support (6 items). Based on reflective discussions with the dissertation
committee and a statistician, the wording and sequence of the items were refined.

For the summary, the NRESS instrument was cross-translated by the researcher
and a native Finnish speaker, who is an English teacher and was not involved in the
original translation (Burns & Grove, 2005). The cross-translation process revealed
two items with slight differences in wording but no difference in the meaning.

The items, needed and received support, were answered on a 5-point Likert scale
(1=not at all, 2=quite a little, 3=some, 4=quite a lot, 5=very much) because the
purpose of the scale was to measure respondents’ perceptions about the
phenomenon under study (DeVellis, 2012; Streiner et al., 2015). The literature
suggests that the minimum number of response categories should be between five
and seven. In this study, five categories were considered as appropriate because
respondents seldom choose extreme positions on the scale, and the use of five
response categories was thought to be convenient for participants to complete the
survey. (Streiner et al., 2015) Furthermore, a response category ‘does not apply to
me’ (0) was added. The intention was to add this category only as an option to the
received support scale, but the online survey platform did not allow for this
technically. Higher variable value indicated more needed and more received support.

Moreover, the instrument included 15 background questions.
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4.3  Samples and data collection

An independent multilevel mixed methods sampling scheme was used, that is, four
distinct data were extracted sequentially from two different populations (adult cancer
patients and CNs) to measure the same phenomenon but in different ways (Collins,
2010; Curry & Nunez-Smith, 2015). Purposive and convenience sampling techniques
were used to address the research questions in each phase of the study (Teddlie &
Tashakkori, 2009).

Data were collected using the between-strategies mixed methods data collection
method. The interviews (phase II) were standardised open-ended interviews, in
which the wording and the sequence of the questions were determined in advance,
and all interviewees were asked the same questions in the same order (articles III and
V). Two types of survey instruments were used: online survey with open-ended
questions in phase I (articles I and II) and structured online survey with a five-point
attitude scale in phase III (summary). (Streiner et al., 2015; Teddlie & Tashakkori,
2009)

4.3.1  Online survey with open-ended questions (phase I)

In phase I, convenience sampling (volunteer sampling) (Polit & Beck, 2010) was
considered an appropriate sampling method because the purpose was to describe the
phenomenon (Burns & Grove, 2005). An online survey with open-ended questions
was administered for data collection. Online survey refers to a survey carried out via
the Internet (Heikkild, 2008). This survey type was considered justified because of
the online context of the study. In addition, easy access to the participants who
would otherwise be difficult to reach, rapid data collection (Duffy, 2002; Hunter,
2012), low costs compared to pen-and-paper data collection (Hunter, 2012; Scott et
al., 2011) and a less intrusive data collection method (Holloway & Wheeler, 2010)
were considered as advantages in favour of online data collection. The online survey
operated by itself, and the answers were downloaded straight to the database in typed
text form from where they could be extracted to other software applications
(Holloway & Wheeler, 2010; Hunter, 2012). Furthermore, the manual saving of data
was dispensed with to reduce errors (Hunter, 2012). (Articles I and II)
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The online survey for this study was developed based on a theory of online social
support (LaCoursiere, 2001). Of the four sections of this theory, three were used as
base of the online survey, namely, initiating events, mediating factors and qualitative
outcomes through evaluative functions in transactional filter (Figure 1, p. 35). The
survey was administered in May 2010. A link to the survey was posted to four
discussion forums on the web pages of the Cancer Society of Finland. Adult cancer
patients visiting the discussion forums (posting messages or lurking) were eligible to
participate. Altogether, 74 cancer patients participated in the study. (Articles I and
1)

4.3.2 Individual and group interviews (phase Il)

Purposive sampling (criterion sampling) and convenience sampling (volunteer
sampling) (Polit & Beck, 2010) were used to recruit eligible participants. The semi-
structured interview guide was influenced by phase I, the theory of online social
support (LaCoursiere, 2001) (Figure 1, p. 35) and the researcher’s discussions with
representatives of the cancer societies involved in phases I and II of the study.

Adult cancer patients with experience of using ECS were eligible to participate in
the study, and they were interviewed face-to-face or by phone. The interviews of
cancer patients were conducted between May 2013 and May 2014. (Articles III and
V)

Group interviews (formal natural groups) were used to collect data from the CNs
by purposive sampling (criterion sampling) (Green & Thorogood, 2009; Polit &
Beck, 2010), and CNs who had experience with and were currently working in an
ECS were eligible to participate. The group interviews were conducted in May 2014.
(Article V)
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4.3.3  Structured online survey (phase Ill)

Convenience sampling (Polit & Beck, 2010) was used to collect data via a structured
online survey in order to pre-test the instrument. An Internet link to the structured
online survey was posted to forums on the participating sites (Appendix 2). These
forums were considered an appropriate ‘home’ for the structured online survey, and
the Internet link provided immediate, easy and direct access to the survey (Santin et
al., 2013). Adult cancer patients who had accessed and used the ECS of the
participating non-profit cancer societies were eligible to participate.

For data collection, the e-form of the University of Tampere was used as a
platform to construct an online version of the instrument. The NRESS instrument
consists of 38 items. In addition, there are 15 background questions related to
variables such as sociodemographic factors and ECS use. (Appendix 3.) In addition,
a feedback field for participants’ comments was included in the online survey. The
pre-test was administered from the end of December 2015 to the end of August
2016 to adult cancer patients who had used ECS.

To pre-test the instrument, the desirable sample size was 10 subjects for each
tested items (Burns & Grove, 2005). The accumulation of data was remarkably slow
despite the fact that the Internet link was posted to three discussion forums on the
site of cancer society 1, Facebook and Internet pages of 11 regional societies and
five patient organisations. Additionally, paper invitations to participate in the study
were available in the waiting rooms of the regional cancer societies. The invitation
to participate in the study on Facebook page of association 2 was transferred to the
top of the page timeline a few times, and a few regional societies even advertised the

study.

4.4  Data analysis

The data analysis plan was guided by the overall purpose of the study, as well as by
the study design. The data-sets used in the study were subjected to sequential mixed
data analysis, that is, they were analysed in respectively (Creswell & Plano Clark,
2007). Analyses of the online survey with open-ended questions and the interviews
were completed by the end of the initial phases to identify patterns that informed
instrument design in the subsequent phase. In this stage, the data-sets were
integrated by connecting them, such that one type of data built upon the other.

53



(Creswell & Plano Clark, 2007; Curry & Nunez-Smith, 2015; Teddlie & Tashakkori,
2009)

The data from the online survey with open-ended questions and the interviews
were subjected to inductive content analysis from the manifest perspective through
unitising and categorising processes (Teddlie & Tashakkori, 2009). After repeated
reading of the data, units of information were identified, units of information that
were related to the same content were grouped together, and based on similarity,
internally consistent categories were developed (Polit & Beck, 2010; Teddlie &
Tashakkori, 2009). (Articles I-V) The data from the structured online survey were

analysed using statistical analysis techniques (Streiner et al., 2015).

441 Inductive content analysis (phases | and II)

Inductive content analysis was used because the purpose was to explore the
phenomena under study (Flick, 2014; Kyngis et al., 2011; Teddlie & Tashakkori,
2009). Content analysis was inductive, which meant that the analysis was derived
directly from the data (Vaismoradi et al., 2013), and it proceeded from particulars to
universals (Polit & Beck, 2010).

In phase I, the data were already in a typed format (articles I and II). In phase II,
audio-taped interviews were transcribed verbatim (articles III-V). After checking the
similarity of the audio-taped and transcribed data, the data were explored in greater
detail, and sections relevant to the research questions were coded. (Dierckx de
Castetle et al., 2012; Polit & Beck, 2010) The units of information consisted of
expressions (words and sentences) relevant to the research questions. Based on their
similarities and differences, these units were reduced and grouped into subcategories,
categories, uppet categories and main and/or core categories. (Flick, 2014) The
manifest content of the data was of interest for developing categories (Graneheim
& Lundman, 2004; Onwuegbuzie & Combs, 2010). (Articles I-V)

442  Statistical analysis (phase Ill)
Altogether, 42 adult cancer patients participated in the study. Thirteen cases (30%)

were excluded because they did not meet the inclusion criteria, and one additional
case (2%) was excluded due to empty questionnaire, leaving 28 (67%) eligible cases.
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On the variable level, 71 variables (93%) had missing values ranging from one to five
(4%-18%). On the case level, 16 cases (57%) had complete data.

The missing values were imputed because the sample was small, and, therefore, a
mean/median replacement was used depending on the distribution of the variables
(Munro, 2005). Mean/median substitution involved calculating mean/median values
for each variable using the means/medians of age (as categorised into two groups)
and gender. Owing to technical limitations of the platform of the e-form, the scaling
response “does not apply to me” (0) had to be included in the needed electronic social
support scaling response options, which was not the original intention. As a result
of this, all responses in the “does not apply to me” category were converted to the “noz
at all” (1) response option.

Eight summated scales were formed that described the needed (four summated
scales) and received (four summated scales) electronic social support. The lowest
value (1) indicated no needed and received support, whereas the highest value (5)
indicated the highest needed and received support. Based on skewness, kurtosis,
histograms and one-sample Kolmogorov-Smirnov values, all summed scales could
be considered normally distributed.

Background variables (N = 15) were based on the theory of online social support
and literature, and they consisted of sociodemographic and ECS use factors.
Sociodemographic factors (n = 12) were as follows: birth year, gender, highest
education achieved, life situation, children living in the household and their year(s)
of birth, living environment, cancer type, year of cancer diagnosis, phase of cancer,
perceived current health, from whom the participants had received the most support
and number of key supporters. The ECS use—related factors (n=3) were as follows:
form of ECS used, frequency of contact and how the participants perceived
phone/email/online chat as a means of communication. The participants had the
possibility to give feedback about the online survey. The content of such feedback
was analysed.

Five background variables were categorised. Birth yearwas first converted into age
in years at the time of data collection (2016) and then categorised into two age
groups: 33—64 years and 65-79 years. Cancer type was categorised into six groups:
haematological, breast, gynaecological, urological, skin/mucosa and other cancets.
Year of the diagnosis was also categorised into two groups: cancers diagnosed between
1989 and 2010 and between 2011 and 2015. Most support recezved from was categorised
into six groups: family (spouse, siblings and children), healthcare professionals, peers
(online and offline), friends, cancer societies and the Internet (not specified).
(Appendix 4.) Frequency of contact was categorised into two groups: those who used
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phone counselling 1-2 times or 3-30 times and those who used email counselling
1-2 times or 3-50 times (Table 3). The categorisation of age and year of the
diagnosis was based on medians, and the categorisation of frequency of the contact
was based on the cut-off point of frequency.

To describe the data, frequencies and percentages, measures of central tendency
(mean and median), variability (standard deviation, range and lower and upper
quartiles), symmetry (skewness) and peakedness (kurtosis) were used. The one-
sample Kolmogorov-Smirnov test was used to assess the distribution of the
variables. Because the sample size was small, nonparametric analysis techniques were
used, such as the Mann-Whitney U test to compare the differences between two
groups and the Kruskal-Wallis H test to examine if there were differences among
three or more groups. The Spearman rank order correlation coefficient (rs) was used
to examine whether relationships exist between the needed and received electronic social
support, and the Wilcoxon signed ranks test was used to describe the differences
between the means of the items on the needed and the received scales. To assess
instrument reliability, Cronbach’s alpha coefficients (x) and item analysis in terms of
corrected item-total correlations were used. Significance level for all tests was p <
0.05. (Burns & Grove, 2005; Munro, 2005) All statistical analyses were performed
using IBM SPSS Statistics for Windows (version 23, Armonk, NY, IBM Corp.).
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5 Results

The study process proceeded such that phase I (articles I and II) was conducted to
gain a preliminary understanding of the current state of online (general Internet)
social support for cancer patients. Phase II described adult cancer patients’ and CNs’
perceptions of electronic social support including adult cancer patients’ perceptions
of social support in ECS (article III), the phases in the cancer trajectory when
support was needed and the integration of received support into cancer care in public
healthcare (article IV). Furthermore, phase II described the facilitators and barriers
to electronic social support perceived by CNs (article V). In phase III, the pre-test
of the NRESS instrument was described first, followed by the results pertaining to
the needed and received electronic social support from ECS provided by the non-
profit cancer societies and the relationship of the background factors with the

needed and received electronic social support (summary).

5.1 Participants

In phase I, the participants (N=74) were predominantly women and middle-aged.
Most participants had at least a polytechnic/college or a vocational level of
education. The most common cancer was breast cancer, and the majority of the
cancers were diagnosed between 2004 and 2010 (at the time of data collection). Most
participants perceived their health as good. (Articles I and II.)

In phase 11, the participants consisted of adult cancer patients (N=12) and CNs
(N=10). There were slightly more women than men with cancer participating in the
study, and they were middle-aged with mainly vocational degrees as their education.
The most common tumour sites were breast and prostate, and the years since
diagnosis ranged from the year of the interview to 17 years. The use of phone
counselling was predominant among these participants. The participants were in
contact with an ECS mainly two to six times. (Articles III and IV) All CNs were
female, and their mean age was 52 years. The CNs were either registered nurses or
public health nurses or both, and they had additional training for the counselling
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work, both formal and informal. The working history in the ESC was, on average, 9
years. (Article V)

In phase 111, the rater panel consisted of five post-graduate nursing students and
a social support researcher who assessed content validation of the developed
instrument.

In pre-testing the instrument 28 adult cancer patients, who had accessed and
made use of ECS provided by the cancer societies, participated in the study. The
participants were predominantly women (n=21, 75%). The mean age of the
participants was approximately 63 years, and 68% (n=19) of them had an education
of bachelor’s degree or higher. Over half of the participants were retired, and five
participants had minors living in the same household. Neatly half of the participants
lived in a city with a population of more than 100 000. There were altogether 36
cancers because six participants had two or three types of cancer. Half of the cancers
were diagnosed over five years ago. Half of the participants were in the follow-up
phase of their cancer care. The majority of the participants described their current
health as moderate or higher, and none of the participants perceived their health as
poor. Overall, the participants received the most support from their families, and
they had four key supporters on average. (Appendix 5.)

None of the participants had used online chat counselling for electronic social
support. Email was the most used form of ECS, and both phone and email as means
of communication were perceived as easy by more than half of the participants.
Although online chat was not used, only two participants reported difficulty in using
online chat as a means of communication. (Table 3.)
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Table 3.  Participants’ use of ECS in phase Il

Variables n % Md! Qi.Q3?
Phone counselling 28

Have used 15 54
Email counselling 28

Have used 21 75
Online chat counselling 28

Have used 0 0
Total number of phone contacts (n=14 76 1.0 .0-3.0
participants)
Frequency of phone contact 14

1-2 contacts 6 43

3-30 contacts 8 57
Total number of email contacts (n=19 160 2.0 .0-3.5
participants)
Frequency of email contact 19

1-2 contacts 10 53

3-50 contacts 9 47
Phone perceived as a means of 22
communication

E’dSy 14 63

Not easy nor difficult 4 18

Difficult 4 18
Email perceived as a mean of 25
communication

Easy 20 80

Not easy nor difficult 3 12

Difficult 2 8
Online chat perceived as a mean of 12
communication?

Easy 4 33

Not easy nor difficult 6 50

Difficult 2 17

! Median

2 Lower quattile-upper quartile
3None of the participants had used online chat but they nevertheless reported their perceptions

5.2 Current state of online social support for patients with
cancer (phase )

In this subchapter, the motives for seeking support from the Internet (article I) are
first described, followed by descriptions of received support and the meaning of
online social support for patients with cancer (article II).
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Cancer patients’ motives for using the Internet to seek social support consisted
of the initial stimuli to seck social support from the Internet and the motives that
drove them to seek further social support from the Internet. The need for
information was the initial stimulus, as well as the motives to use Internet for
support. The illness gave rise to information needs in different phases of the cancer
trajectory. The need for emotional support provided another initial stimulus and
motive to turn to the Internet. Patients sought peer support especially if they did not
have peers in their circle of acquaintances. The lack of other sources of support
outside the Internet was also a key reason to seek support from the Internet. The
availability and ease of online communication were considered to be the initial
stimuli and motives to turn to the Internet. (Article I)

The information received from the Internet was related to the illness, such as
diagnosis, medical tests and treatments, disease progression, adverse effects and life
expectancy. This information was desired from reliable sources such as research
papers, peers, cancer societies and professionals at the hospital. In addition to the
information, supportive interactions as a way of enhancing positive emotions
consisted of interaction with peers, who helped manage issues related to their illness
and its consequences. Practical tips for daily life with cancer, such as advice and
instructions for searching information, advice on problems caused by the disease
and coping with treatments, as well as instructions on personal rights, were reported.
(Article IT)

When exploring the meaning of online social support for patients with cancer, it
was found that peers helped the participants to make their life easier by sharing the
same experiences. The participants received empowerment through the Internet,
including hope for recovery, expanded understanding on cancer-related issues and
independence. In addition to the positive meanings of online support, the negative
aspects of support were reported. (Article II)

5.3 Adult cancer patients’ and CNs’ perceptions of electronic
social support (phase Il)

In this subchapter, cancer patients’ perceptions of social support through ECS
(article IIT) are first described, followed by the phases of the cancer trajectory when
support from ECS was needed and the integration of the received support with
cancer care in public healthcare (article IV) are described. Finally, the facilitators of
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and barriers to patients’ electronic social support as perceived by CNs are described
(article V).

The results on adult cancer patients’ perceptions of ECS reveal two major themes.
First, the cancer patients needed a contact person to ensure that they received
personalized, matching type of support to enhance their ability to cope with cancer.
The cancer patients reported a need for a contact person to turn to upon diagnosis
to receive information and support for themselves and their families. Most often,
the patients needed information related to their cancer, rehabilitation services and
peer support to reduce uncertainty and obtain support for coping with their changed
life situations. The support received had to be personalised for the cancer patients
to benefit from it. Occasionally, the participants were in contact with ECS but
reported that their needs were met outside ECS. Another major theme was that
deficient resources in ECS may prevent the provision of matching types of support
for patients’ coping with cancer. Thus, there sometimes existed a mismatch between
the needed and the received support from ECS. In such cases, the participants
received support other than what they needed; for example, when they sought
information, they received emotional support hindering their access to the desired
information. The study participants suggested that ECS might not have sufficient
resources to provide support, leading to mismatches between the needed and
received electronic social support (article III).

The participants needed support from ECS in different phases of their cancer
trajectories. Support was needed when emotional well-being was considered
weakened. This happened when the participants were distressed and when they faced
difficulties in interacting with healthcare providers, either in public healthcare or with
previous contacts in ECS. The participants described that they needed support from
ECS when their body broke. The body was considered broken when the participants
were losing their physical integrity, their life was threatened or when the treatments
or medication caused severe physical problems or fatigue. The participants of the
present study also viewed the needs of support according to the traditional phases
of cancer treatment. A few participants contacted ECS when they needed to
strengthen their empowerment, for example, to complement their resources. The
participants did not need support from ECS when their well-being was in balance.
(Article IV.)

It was identified from the data that the way to integrate the support from ECS
into cancer care in public healthcare involved supporting the patients emotionally.
Additionally, ECS played an important role in developing the informational expertise
of patients. One way to integrate the support from ECS into cancer care was to
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expand the opportunities for support, in the present and in the future. In addition,
the support from ECS assisted public healthcare by reducing its cancer care
workload. However, it was not self-evident that the support from ECS was
integrated into the cancer care in public healthcare. The integration required some
prerequisites be fulfilled, such as the patient should actively find support services
and initiate contact with said services. There were several reasons why the integration
did not exist. These were related to the health status of the participants and the
sufficiency of the participants’ primary support sources. Furthermore, the
integration of such support with the actual cancer care process was absent. (Article
V)

Studying electronic social support from the perspective of CNs led to the
identification of several facilitators and barriers. First was the promotion of ECS
accessibility, which required that ECS be diverse but uniform across the country
while publicly available and accessible at any time. ECS also demanded collaboration
between CNs and oncology nurses in hospitals. Second, facilitators of electronic
social support for cancer patients included CNs’ the well-organised work, functional
working environments and the diverse competencies and experiences of CNs as part
of the functioning structures of ECS. Third, use of individual CNs’ strengths in ECS,
such as their personal experiences, was considered to be a facilitator of patient
support. Fourth, one of the most significant areas of counselling work was the
promotion of life management by the cancer patients who contacted ECS. Fifth, the
CNis also identified patient-related facilitators for support, such as competency and
activity, necessary for patients to benefit from the support provided by ECS. Among
other support facilitators, the counselling had to be patient centred and reliable. The
CNs also reported barriers to patients’ electronic social support, including the
inaccessibility of ECS. Moreover, problems in mutual communication were seen as
barriers; for example, it was difficult to support patients by writing, and some
patients were uncomfortable talking on the phone. Occasionally, CNs and patients
held different viewpoints, and in such cases, counselling could meet the needs of the
cancer patients, or there was lack of a shared understanding. The ECS structures
could also function as barriers to support. The barriers were the inverse of the
facilitators (article V).
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54  Pre-test of NRESS instrument (phase Ill)

5.4.1  Instrument validity

Instrument validity was based on content validation. A panel of five post-graduate
nurse students and a senior nurse researcher with expertise in social support research
rated the items on a 4-point scale for content relevance (I1=not relevant,
2=somewhat relevant, 3=quite relevant, 4=highly relevant) (DeVellis, 2012; Lynn,
1986; Polit et al., 2007; Polit & Beck, 2006). The scale—level content validity index
when using an averaging calculation method (S-CVI/Ave) was .91, which can be
considered acceptable (Polit et al., 2007; Polit & Beck, 20006). The item—-level content
validity indices (I-CVI) (Polit et al., 2007; Polit & Beck, 2006) ranged from .33 to
1.00 (Appendix 4). Although there were five items that did not reach the acceptable
item—level content validity .80 (Polit & Beck, 20006), they were not discarded at this
early stage for three reasons. First, content validation applies to the scale as a whole,
not to the individual items comprising the scale. The evidence of this was the overall
scale content validity, which was at the acceptable level. (Streiner et al., 2015) Second,
although the scale should be content valid mathematically, it should be meaningful
conceptually as well (Lynn, 1986), which leads to the third reason, that is, the items
were grounded in the data collected from the target population (Streiner et al., 2015).
Data from the target population can also be seen as a part of content validation of
an instrument (Imle & Atwood, 1988; Tilden et al., 1990). Therefore, at this eatly
stage, it was decided not to put too much weight on the numbers alone and to
acknowledge the underlying theory as well (DeVellis, 2012). Poor items can be
detected and discarded later (Streiner et al., 2015).

Given the small sample size, construct validation of the instrument could not be
performed in the present study.

54.2  Instrument reliability
Cronbach’s alpha coefficients
To examine internal consistency as a form of instrument reliability, Cronbach’s alpha

coefficients were determined. The accepted lowest Cronbach’s alpha coefficient

value was set to > .60 (Knapp & Brown, 1995). Item analysis was used to select items
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for future factor analysis, which provides a means for creating several composite
variables and investigating item discriminating power. (Munro, 2005) To determine
the item discriminating power, corrected item-total correlation levels > .30 were
considered acceptable (Streiner et al., 2015).

The NRESS instrument showed acceptable internal consistency for both needed
and recezved electronic social support. All subscales had Cronbach’s alpha coefficients
> .60. The Cronbach’s alpha coefficients and 95% confidence intervals of alpha
reliabilities are listed in Table 4.

Table 4. Cronbach’s alpha coefficients (c«) and 95% confidence intervals of alpha reliabilities

Needed support Received support
o Confidence o Confidence
intervals intervals
(95%) (95%)
NRESS (38) .954 .926-.975 942 .906-.969
Network support (6) 724 .555-.852 .676 A77-.826
Informational support (9) 923 .876-.959 .875 .798-.933
Promotion of well-being (17) 965 .944-981 928 .884-.961
Customer service support (6) 774 .635-.879 .673 A472-.824

Itenn analysis

The overall NRESS needed support scale had five items with corrected item-total
correlations < .30. Four of these items, namely, “A person you can turn to if you so wish”
(t = .011), “Receiving assurance that your concern will be treated by the counselling service” (x =
-.044), “Support from the counselling service when_you do not want to seek help from the hospital
personnel” (r = .132) and “Free counselling” (r = .045) were in the Network support
subscale. One item ‘“Swupport, no matter where you are located” (r = .261) was in the
Customer service support subscale. The removal of these items increased the
Cronbach’s alpha coefficient of needed support to .955-.956. The corrected item-total
correlations in overall needed scale ranged from -.044 to .829.

In the overall NRESS received support scale, three items had corrected item-total
correlations < .30, namely, “Guidance in terms of peer support” (x = .281) in the Network
support subscale and “Swupport, no matter what time it is” (r = .149) and “Support, no matter
where you are located” (r = .282) in the Customer service support subscale. The removal
of the items increased the Cronbach’s alpha coefficient to .943. The corrected item-

total correlations in the overall received scale ranged from .149 to .8006.
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In the subscales of the NRESS instrument, only one item in the needed support
subscale (Network support) did not reach the acceptable corrected item-total
correlation level > .30. In the recezved support subscale, each subscale had one or two
items that did not reach the desired level. These items, their corrected item-total
correlations and Cronbach’s alpha values if the item was deleted are presented in
table 5.

Table 5. Items with corrected item-total correlations (pgxc) < .30 in the needed and received support
subscales and Cronbach’s « if item deleted

Subscale/item Needed support Received support
Pexc o if item Pexc o if item
deleted deleted
Network support
Guidance in terms of peer support -015 798 .065 744
Informational support
Information about the services that will be useful 281 .887
Sfor you
Answers to the questions you have raised 224 .893
Promotion of well-being
Empathy from a counselling nurse 226 936
Customer service support
The help of counselling services in explaining 122 713
cancer-related topics in plain langnage
Finding the most suitable means of 226 .695

communication to suit your needs

In addition, some items had better correlations to other subscales than theitr own.
These items from the needed and received support subscales are presented in tables
6 and 7, respectively.
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Table 6. Items in the needed support subscales that correlated better to other needed support

subscales than their own

Needed suppott subscale/item NS IS PWwW?2 CS
pexc’  Pexc’  pexc!  pexct
Network support (NS)
Guidance in terms of peer support -015 549 257 .190
Informational support (IS)
Information abont the services that will be useful for yon .560 514
Customer service support (CS)
Counselling that is based on your specific needs 363 392
The help of counselling services in explaining cancer-related topics in .681 496

plain language

1 Corrected item-total correlation, 2 Promotion of well-being subscale

Table 7.  Items in the received support subscales that correlated better to other received support

subscales than their own

Received support subscale/item NS IS PwW Cs
Pexc’ pexct Pexct Pexct
Network support (NS)
Receiving assurance that your concern will be treated .563 .596 739
by the counselling service
Guidance in terms of peer support 065 324 274
Support from the counselling service when you do not 344 466 455
want to seek help from the hospital personnel
Informational support (IS)
Information about the services that will be useful for .681 .281
Yyou
Information about how your care conld be organised 487 378
elsewhere, outside of the public healthcare”
Aunswers to the questions you bave raised .500 224 331
Promotion of well-being (PW)
Counselling services to allow you to share any issues .689 .681
you do not wish to discuss with others
Empathy from a connselling nurse .599 226 513
Customer service support (CS)
Counselling that is based on your specific needs .600 421
The belp of connselling services in explaining cancer- 291 337 122
related topics in plain langnage
Finding the most suitable means of communication to 272 226

suit your needs

I Corrected item-total correlation
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5.5  Needed and received electronic social support for adult
cancer patients (phase ll)

In this section, correlations between needed and received support are described and
the most and least needed and received support are presented. Furthermore, the
differences between needed and received support at the item level and the significant
relationships between the summated NRESS scales and background variables are
described. Finally, the participants’ feedback on the survey instrument and the
differences between the non-service-users and eligible participants are described.
Non-service users completed the survey but did not use ECS.

A significant relationship between needed Network support and received Network
support was detected by using bivariate analysis. Those with higher Network support
needs tended to report an increase in received support (rs = .491, p = .008). Between
needed and received support in the other subscales, no statistically significant
relationships were found, although the correlation in the Informational support
subscale can be interpreted as moderate. (Table 8.)

Informational support was the most #eeded support (mean = 3.18, SD = 1.0), and
Network support was the most received support (mean = 2.67, SD = 0.8). Promotion
of well-being was the least needed support (mean = 2.64, SD = 1.08), and it was the
least received support (mean = 1.64, SD = 0.74) as well.

Table 8. Correlations between needed and received electronic social support

Needed support Received support
NS IS PW CS

Network support (NS) f 491

Sig. (2-tailed) .008*

N 28
Informational support (IS) 1, 328

Sig. (2-tailed) .088

N 28
Promotion of well-being f 276
™w) Sig. (2-tailed) 155

N 28
Customer service support it 247
(CS) Sig. (2-tailed) 205

N 28

* Correlation is significant at the .01 level (2-tailed)
s = Spearman rank order correlation coefficient
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The description of and the differences between the needed and received electronic
social support on the item level are shown in Table 9. In general, adult cancer patients
needed some electronic social support, while they received quite a little of it. A
comparison of the means of the needed and received electronic social support on
the item level showed that the participants needed more support than they received.
There were four content areas in Network support, two in Informational support
and one in Promotion of well-being where the amounts of needed and received

support were approximately the same.
Relationships between background variables and summated scales

There were some statistically significant relationships between the background
variables and the summated scales of the NRESS instrument (Table 10). Highest
education achieved, children living in the same household, living environment, year
of diagnosis, cancer type, support most received from, frequency of email contact
and phone and email as a means of communication were the background variables
that had statistically significant relationships with the summated scales.
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Table 9. Description of and the differences between needed and received electronic social support at item level
Subscales and items Needed support Received support p-
Percentages of response Percentages of response values? value!
values?
Mean 1 2 3 4 5 Mean 0 1 2 3 4 5
(SD) (SD)
Network support 3.05 2.67 .015
(-70) (-79)
A person you can turn to if  3.32 - 18 40 21 14 | 3.29 - 11 14 32 21 21 | 1.000
you so wish (94 (1.27)
Receiving assurance that 3.00 11 21 36 21 11 | 3.00 4 11 21 29 18 18 | 916
your concern will be (1.15) (1.39)
treated by the counselling
service
Guidance in terms of peer ~ 3.18 4 14 54 18 11 | 2061 7 18 11 39 21 4 |.085
support (.94 (1.31)
Filling in the gaps left by 3.11 11 18 36 21 14 | 214 7 29 29 21 7 7 .002
the lack of support (1.20) (1.33)
provided by other
healthcare professionals
Support from the 2.68 25 11 39 21 4 2.14 7 36 18 18 18 4 | .008
counselling service when (1.19) (1.38)
you do not want to seek
help from the hospital
personnel
Free counselling 3.00 7 18 50 18 7 2.82 - 11 21 46 18 4 325
(:98) (:98)
Informational support 3.18 2.22 <.001
(1.00) (:90)
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Subscales and items Needed support Received support p-
Percentages of response Percentages of response values? value!
values?

Mean 1 2 3 4 5 Mean 0 1 2 3 4 5

(SD) (SD)
Information about the 3.11 7 14 50 18 11 | 257 7 11 18 50 11 4 | .058
services that will be useful ~ (1.03) (1.17)
for you
Information about how 2.04 50 18 18 7 7 1.25 11 61 21 7 - - .006
your catre could be (1.29) (.75)
organised elsewhere,
outside of the public
healthcare
Information about the 3.75 11 11 11 29 39 | 243 7 25 21 21 14 11 | .001
nature of your cancer (1.38) (1.48)
Information about the 3.53 14 - 29 32 25 |221 7 32 25 14 11 11 | <001
discomforts caused by your  (1.29) (1.47)
cancer
Information about the 3.46 14 4 29 29 25 |239 11 18 29 18 14 11 | <.001
treatments for your cancer  (1.32) (1.50)
Information about the 2.96 21 14 32 11 21 | 196 11 29 29 21 7 4 <.001
adverse effects caused by (1.43) (1.26)
your cancer treatments
Information that will help 3.14 21 7 25 29 18 |204 11 29 25 18 18 - <.001
you to understand the (1.41) (1.29)
treatment of your cancer as
a whole
Answers to the questions 3.36 4 18 36 25 18 | 293 - 18 14 36 21 11 | .059
you have raised (1.10) (1.25)
Practical tips for daily living ~ 3.25 4 29 21 32 14 |221 4 18 54 7 14 4 .001
with cancer (1.14) (1.13)
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Subscales and items Needed support Received support p-
Percentages of response Percentages of response values? value!
values?
Mean 1 2 3 4 5 Mean 0 1 2 3 4 5
(SD) (SD)
Promotion of well-being 2.64 1.64 <.001
(1.08) (.74
Support if you are low in 2.57 32 18 18 25 7 | 1.61 11 50 21 8 8 4 .001
spirits (1.37) (1.23)
Emotional support 2.75 21 21 25 25 7 171 11 43 18 21 7 - .001
(1.27) (1.15)
Support in adopting to the 2.93 18 14 36 21 11 | 2.07 7 36 7 43 7 - .007
new life situation (1.25) (1.18)
Alternative support if you 2.25 36 21 29 11 4 | 175 14 39 14 21 3 - .030
are having difficulties in your  (1.17) (1.27)
interaction with the
healthcare professionals
participating in your cancer
treatment
Counselling services to allow  2.36 36 18 29 11 7 | 1.89 7 43 18 18 14 - .051
you to share any issues you (1.28) (1.23)
do not wish to discuss with
others
Counselling that takes into 2.39 29 32 18 14 7 | 132 11 68 7 1 - 4 <.001
account those who are close  (1.26) (1.06)
to you
Support that will help you to ~ 2.25 36 25 25 7 7 | 1.39 11 57 21 4 7 - <.001
face those who ate close to (1.24) (.99)
you
Support for your family’s 2.75 25 21 21 18 14 | 1.39 11 54 25 7 4 - <.001
well-being (1.40) (92)




Subscales and items Needed support Received support p-
Percentages of response Percentages of response values? value!
values?

Mean 1 2 3 4 5 Mean 0 1 2 3 4 5

(SD) (SD)
Support that includes the 2.36 39 25 14 4 18 | 1.14 11 68 18 4 - - | <.001
screening of your ability to (1.50) (.65)
manage your life
Support that will strengthen ~ 2.75 21 14 43 11 11 | 1.85 4 39 29 25 4 - | <.001
your ability to cope with (1.24) (.97
your own care for your
cancer
Confidence in your recovery  3.04 21 14 29 11 25 | 2.00 7 39 18 21 11 4 | .001
from cancer (1.48) (1.31)
Support after losing the 2.53 39 4 36 7 14 | 146 11 61 4 21 4 - | <.001
physical integrity of your (1.45) (1.07)
body
Support to help you to cope  2.68 32 18 18 14 18 | 1.39 11 50 29 11 - - | <.001
with what is happening to (1.52) (.83)
your body as a result of
cancer treatment
Support to help you to cope  2.68 32 14 25 11 18 | 1.29 14 61 11 11 4 - | <001
with the fear of your cancer (1.49) (.98)
spreading
Support to help you to cope  2.64 39 21 21 14 14 | 1.29 14 61 7 18 - - | <.001
with the fear of death (1.42) (.94
Support from the 2.57 32 18 21 18 11 | 1.57 11 43 32 1 - 4 | <001
counselling nurse who (1.40) (1.07)

discusses his/her own
experiences with cancer-
related topics
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Subscales and items Needed support Received support p-
Percentages of response Percentages of response values? value!
values?
Mean 1 2 3 4 5 Mean 0 1 2 3 4 5
(SD) (SD)
Empathy from a counselling ~ 3.43 4 14 43 14 25 | 2.68 4 14 36 14 21 11 | .041
nurse (1.14) (1.36)
Customer service support 2.84 2.18 .001
(-85) (.76)
Counselling that is based on ~ 3.29 4 18 43 18 18 | 254 - 25 36 14 11 14 | .022
your specific needs (1.08) (1.37)
Expert counselling 3.64 4 7 32 36 21 | 289 4 11 21 32 21 11 | .013
(1.03) (1.29)
The help of counselling 2.39 39 18 21 7 14 | 1.82 11 25 46 11 4 4 | .042
services in explaining cancer-  (1.45) (1.12)
related topics in plain
language
Finding the most suitable 3.00 14 14 43 14 14 | 246 7 14 36 18 18 7 |.040
means of communication to  (1.22) (1.35)
suit your needs
Support, no matter what 2.21 36 32 14 11 7 | 157 7 57 21 4 7 4 ].014
time it is (1.26) (1.17)
Support, no matter where 2.50 36 14 21 21 7 | 179 7 46 21 14 7 4 1.001
you are located (1.37) (1.23)

1 Wilcoxon signed ranks test

2Response values: 0 = does not apply to me, 1 = not at all, 2 = quite a little, 3 = some, 4 = quite a lot, 5 = very much
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Table 10. Statistically significant relationships between summated scales of NRESS and background variables

Summated Background variable Groups n Md (Q:-Q3) p-value
scale
Needed Network Highest education achieved Mastet’s degree or higher 8 2.75 (2.17-3.08) .038!
Support Batchelor’s degree 11 3.33 (3.08-3.83)
Vocational degree 9 3.17 (2.50-3.17)
Phone as a means of Easy 14 3.00 (2.33-3.17) .0421
communication Not easy nor difficult 4 3.50 (2.92-4.00)
Difficult 4 3.67 (3.33-4.08)
Email as a means of Easy 20 3.17 (3.00-3.58) .0301
communication Not easy nor difficult 3 2.50 (2.08-2.67)
Difficult 2 2.42 (2.17-2.67)
Support most received from: Yes 11 2.83 (2.33-3.08) .0462
healthcare No 17 3.17 (3.00-3.67)
professionals
Received Network  Cancer type: urological cancer Yes 3 2.00 (1.67-2.08) .040?
Support No 25 2.67 (2.17-3.33)
Freq. of email contacts 1-2 10 2.42 (1.83-3.00) 0142
3-50 9 3.33 (2.67-3.67)
Email as a means of Easy 20 2.83 (2.25-3.33) 015!
communication Not easy nor difficult 3 1.83 (1.50-1.92)
Difficult 2 2.42 (2.17-2.67)
Support most received from: Yes 17 2.33 (2.00-3.00) .0472
family No 11 3.00 (2.50-3.50)
Needed Living environment Large city 12 3.11 (3.00-3.50) .0331
Informational Medium-sized city or 9 2.22 (2.00-3.00)
Support municipality
Smaller region or 4 3.83 (3.17-4.28)
municipality
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Summated Background variable Groups n Md (Q:-Q3) p-value
scale
Rural area 3 5.00 (4.06-5.00)
Year of the diagnosis 1989-2010 14 3.00 (2.22-3.22) 0432
2011-2015 14 3.56 (3.11-4.50)
Received Cancer type: other cancers Yes 6 1.56 (1.33-1.89) .0342
Informational No 22 2.22 (1.56-3.11)
Support
Freq. of email contacts 1-2 10 1.78 (1.44-2.67) .0452
3-50 9 2.89 (2.22-3.67)
Received Freq. of email contacts 1-2 10 1.26 (1.18-1.65) .0292
Promotion of well- 3-50 9 2.47 (2.29-2.65)
being
Needed Customer  Children living in the same Yes 5 3.33 (3.17-3.83) 0172
service support household No 23 2.50 (2.08-3.08)
Support most received from: Yes 17 3.00 (2.17-3.83) .0402
family No 11 2.50 (2.33-3.00)
Received Children living in the same Yes 5 3.16 (3.00-3.33) .0022
Customer service household No 23 2.00 (1.67-2.17)

support

! Kruskal-Wallis H test
2Mann-Whitney U test
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Participants’ feedback on the survey instrument

The participants had the option to provide feedback about the survey instrument,
and 14 participants did so. Based on the content analysis, the themes of the feedback
were related to the survey instrument and the support services in general.
Participants stated that there were many questions, that it was difficult to conceive
the format of the questions that queried two issues at the same time (authot’s note:
needed and received support), wished for a survey instrument for cancer patients in
different phases of cancer care, and expressed the need for a survey instrument in
Swedish. Moreover, one participant perceived the item “Support from the counselling
nurse who discusses his/ her own experiences with cancer-related topics” as pootly designed.
Participants also gave positive feedback on the survey, such as thanks for the inquiry,
good questions and questions ok.

The feedback regarding the services in general consisted of emotional support
for cancer patients and their close ones, and proposals to develop support activities.
The feedback on emotional support for cancer patients and their close ones included
issues related to the lack of availability of emotional support in both non-profit
cancer societies and public healthcare. Cancer societies and CNs were given a lot of
thanks and credit. The latter were called ‘angels in disguise’. Feedback related to
proposals for developing support activities included statements regarding the need
for expertise in cancer societies about general cancer care practices and the rights of
cancer patients. Participants also expressed a need for a patient-safety ombudsman
in healthcare. Greater engagement of the Board members of the cancer societies as
support persons was suggested, as well as joint peer support for cancer patients and

their close ones.
Non-service users

In this analysis, the main differences between the non-service users and the actual
data are described. Altogether, the data of 13 participants were discarded from the
study because of unmet inclusion criteria. In addition, one participant returned an
empty questionnaire. Non-service users had fewer missing values on a variable (n =
20, 26%) and case levels (n = 7, 58%) than the participants in the actual data. The
missing values on the variable level ranged from 1-2 (8%—17%).

Among the non-service users, there were fewer men than in the actual data (n =

1, 8% vs. n = 6, 21%). Moreover, the non-service users were younger (mean 58.5,
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SD = 12.4 vs. mean 63.1, SD = 10.0), and a greater proportion of them had an
education of vocational degree or less compared to the participants in the actual data
(n =6, 50% vs. n =9, 32%). There were only minor differences in terms of life
situation between the two groups. In the actual data, just over half of the participants
were retired, while in the non-service users’ group, 50% of the participants were
retired. The non-service users more often had children living in the household than
did the participants in the actual data (n = 4, 33% vs. n = 5, 18%). The same
percentage (75%) of participants in both groups lived in a large or medium-sized
city. None of the non-service users lived in rural areas, whereas in the actual data,
three (11%) participants lived in rural areas.

Breast cancer was the most common cancer among the non-service users (n = 5,
42%), while the percentage of breast cancer patients in the actual data was 19% (n =
7). The year of diagnosis differed between the two groups. Fewer participants in the
actual data were diagnosed within five years than in the non-service users’ group (n
=17, 49% vs. n = 8, 67%). Furthermore, the phase of cancer differed between the
groups. Approximately, every third non-service user was in the follow-up phase of
their cancer care, whereas half of the participants in the actual data were in that phase
of their cancer care. The participants who perceived their health as good or moderate
in both groups did not differ much. Conversely, there were fewer non-service users
who perceived their health as moderate or poor than in the actual data (n = 4, 33%
vs. n = 13, 47%). Non-service users received the most support more often from the
family than the participants in the actual data (n = 16, 53% vs. n = 17, 34%,.
Additionally, none of the non-service users mentioned cancer societies as places
from where to receive most of their support. Furthermore, the non-service users had
more key supporters than did the participants in the actual data (Md = 7.0, Q1-Q3 =
4.25-10.75 vs. Md = 4.0, Q1-Q3 = 3.0-7.8).

5.6  Summary of main results

The main results of the study are related to the development and pre-testing the
NRESS instrument, the theoretical basis of which is based on phases I and 11, as well
as the results obtained using the instrument. Given the small sample size, the new
instrument was validated by means of content validation. To evaluate the content
validation, content relevance was examined by six raters and an acceptable CVI/Ave
level was achieved. The new instrument showed acceptable internal consistency, and

the items mainly correlated well to their subscales.

77



Based on the previous phases of the study, the needed and received types of
electronic social support were related to network, information, promotion of well-
being and customer service support. Network support was the only type of electronic
social support in which the meeded and received support matched each other.
Differences were detected in needed and received support subscales in terms of
education, children living in the same household, living environment, cancer type,
time of diagnosis, support most received from, frequency of email counselling
contact and perception of phone and email as means of communication. To initiate,
participate in and develop electronic interactions in ECS and to facilitate recesved
electronic social support in different phases of the cancer trajectory, cancer patients
need to be familiar with the use of information and communication technology
(ICT). Moreover, the structures of ECS need to be functional for cancer patients to
receive the needed electronic social support. A summary of the main results is

presented in Figure 4.
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6 Discussion

6.1 Ethical considerations

Study ethics should be taken into account throughout the study process to ensure
the study is acceptable, reliable and its results are credible (TENK, 2012). Two
phases of the present study (I and III) were conducted via the Internet. The
researcher needed to consider a few ethical issues in this context. The most
important issue was related to informed consent. Seeking informed consent involves
providing information to support the participants’ decision of whether to participate
(Ellett et al., 2004). In this study, introductions of the online surveys contained
information regarding researcher’s research activities, assurance of anonymity and
confidentiality, voluntary nature of participation, offer to answer questions raised by
the participants as well as an option to withdraw from the study at any time (Burns
& Grove, 2005). Informed consent was considered given if a participant pressed
‘save’ to forward his/her answers to the researcher. In phase II, written informed
consent was received from all participants. This process is described in detail in
article III because the verbal consent was sought before the phone interviews.

In phase I, approval to conduct the study was obtained from representatives of
the Cancer Society of Finland. Favourable endorsement to conduct phase II of the
study was obtained from the regional ethics committee of the hospital district
(R12271H). In addition, study permits were obtained from each participating cancer
society. In phase III, endorsement to conduct the study was obtained from the
Ethics Committee of the Tampere region (24/2015), as well as from the participating
societies and associations.

The risk-benefit ratio was weighed, and the researcher concluded that there was
no potential harm to the participants. It was anticipated that the interviews were not
stressful for the participants, because the topic of research was not considered
sensitive. (Burns & Grove, 2005; Houghton et al, 2010) Confidentiality was
maintained despite detailed descriptions of the participants and participating sites to
illustrate the findings and to report the results (Houghton et al., 2010). The

researcher removed all identifying information (e.g. names of the cancer societies
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and cities) to protect the subjects’ privacy. In addition, confidentiality was maintained
when storing the data and the informed consent forms. (Burns & Grove, 2005)

A challenge that may affect the study is the nature of data collection involving
interviews. The relationship between the researcher, participants and participating
sites may raise ethical issues, for example, the ways the relationships were formed
and managed, as well as power balance (Houghton et al., 2010). This was especially
more of an issue in the interviews than in the online surveys because face-to-face
contact required higher levels of interaction between the researcher and the
participants (Teddlie & Tashakkori, 2009). The researcher informed the participants
and the participating sites about the study and about the researcher herself and her
role as a nurse researcher in a transparent manner to build an equal relationship.
(Houghton et al., 2010)

In addition to the ethics concerning the study participants, the researcher had
responsibilities to those not participating in the study, that is, the people funding the
study and to those who will use the results of the study. These parties have the right
to expect that the research has been conducted in such a way that it was possible for
the researcher to answer the questions asked. (Gorard, 2010)

6.2 Inference quality and inference transferability

An integrative framework for inference quality and inference transferability was used
to assess the quality of the present mixed methods research design. Inference quality
refers to evaluation of the quality of conclusions made on the basis of the results.
Inference transferability is used to indicate the degree to which the conclusions may
be applied to other specific contexts. (Tashakkori & Teddlie, 2008; Teddlie &
Tashakkori, 2009)

6.2.1  Inference quality

The aspects of inference quality are related to the quality of design and interpretive
rigor (Tashakkori & Teddlie, 2008; Teddlie & Tashakkori, 2009).
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Design guality

Design quality is related to the quality of inputs to the research process, that is, the
degree to which the researcher has selected the most appropriate procedures for
answering the research purposes (Teddlie & Tashakkori, 2009). In this section,
design quality is assessed through design suitability, design fidelity, within-design
consistency and analytic adequacy (Tashakkori & Teddlie, 2008; Teddlie &
Tashakkori, 2009).

Design suitability. An explorative sequential design was considered appropriate
because the overall purpose of the study was to explore adult cancer patients’
perceptions of electronic social support, which informed the second purpose of the
study, that is, to generalise the results to a larger group by developing and pre-testing
an instrument (Creswell & Plano Clark, 2007; Morse, 2010; Nastasi et al., 2010).
Moreover, the research purposes dictated the methods used in the study. The
research questions were not the same in all phases of the study because the research
questions were influenced by the researcher’s discussions with the communities of
practice. (Plano Clark & Badiee, 2010) Finally, the design also matched the selected
paradigm, namely, pragmatism (O'Cathain, 2010). Although the methodology and
methods were considered appropriate for answering the research questions, the
small sample size in phase III may pose a question.

Design fidelity. The desigh components were implemented with quality and rigor
to capture the meanings and the relationships. Data sampling and collection, as well
as reconstruction of the data and the results according to the structure of the
developed and used categories, were described as transparently as possible.
Additionally, instrument development and pre-testing were reported in detail and
truthfully. These issues help audit the research to yield consistent results. (Teddlie &
Tashakkori, 2009) In the data collection phase, different participants were recruited
to collect the text data and the numerical data, which minimised the threat to design
fidelity (Creswell & Plano Clark, 2007). The reports produced with links to the
existing literature in peer-reviewed journals and in the summary strengthened the
fidelity of the design. To achieve credible results, regular meetings conducted with
co-doctoral students and academic supervisors revealed to disclose the researcher’s
‘blind spots’. (Flick, 2014; Lincoln & Guba, 1985) However, there exist some threats
to design fidelity. First, the sampling was mostly conducted with convenience in
mind (Burns & Grove, 2005) owing to the difficulties in reaching the participants,
together with the issues related to the preconditions of the study permits. This may

have led to selection bias during participants selection (Ahern, 2005), as a result, a
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representative cross-section of the population may not have been selected (Burns &
Grove, 2005; Jones et al., 2008). Second, the sample size for the numeric data was
not adequate, and the sample type was not adequately representative. The planned
sample size required to use rigorous procedures for validating the new instrument
was not reached, which weakened design fidelity. (Creswell & Plano Clark, 2007)
This also hinders generalisation of the results (Munro, 2005; Tashakkori & Teddlie,
2008). One reason for not reaching the required number of participants may be the
fact that many studies on cancer patients were going on concurrently (Burns &
Grove, 2005). Third, a member check might have strengthened the emic-perspective
(phase II), although dependence on lay validity may keep the data shallow and
detracted from the research (Meadows & Morse, 2001).

Within-design consistency. The phases of the study were connected logically and
seamlessly to each other through the development of the instrument items (Creswell
& Plano Clark, 2007). However, inconsistency occurred with the design during data
collection in phase III given how one participant stated that the questions in the
structured online survey were difficult to understand because two questions (needed
and received support) were asked within each item at the same time (Teddlie &
Tashakkori, 2009). This hinders the use of the instrument and warrants
improvements to it in the future because readability can be identified as a component
of content validation of the instrument (Burns & Grove, 2005; Tashakkori &
Teddlie, 2008).

Anabytic adequacy. Analytic adequacy was achieved by using appropriate analysis
techniques in each phase of the study. The data analysis proceeded such that the text
data were analysed sequentially followed by the numerical data. In phases I and II,
the purpose was to explore the phenomenon; therefore, analysing the content of the
text data by proceeding inductively from particulars to universals seemed adequate
(Flick, 2014). A threat to the analytic adequacy of this study may be the vast and rich
text data and whether the researcher succeeded in disclosing it sufficiently. In phase
II1, a threat to the analytic adequacy was small sample size, which hindered the use
of more powerful statistical analysis techniques to draw generalised conclusions
(Creswell & Plano Clark, 2007). Also, there were not enough data to test the validity
of the items in order to decide how the items should be grouped together into
subscales and which items should be discarded from the instrument entirely (Munro,
2005).
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Interpretive rigor

Interpretive rigor is related to the integrity of the process of making meanings. This
refers to the degree to which the researcher has succeeded in making credible
interpretations on the basis of obtained results. (Teddlie & Tashakkori, 2009) The
quality of inferences is important to the users of the research. The users of the
research must be able to rely on the credibility and trustworthiness of the results if
they are going to take actions based on them. (O'Cathain, 2010) The aspects of
interpretive rigor are related to interpretive consistency, theoretical consistency,
interpretive agreement, interpretive distinctiveness, integrative efficacy and
interpretive correspondence (Tashakkori & Teddlie, 2008; Teddlie & Tashakkort,
2009).

Interpretive consistency. The conclusions drawn were based on the findings. For
example, no causal inferences between needed and received electronic social support
were made based on correlation data. Moreover, the intensity of the conclusions was
based on the magnitude of the results obtained. Because the sample size was small,
strong generalisations were not made. (Creswell & Plano Clark, 2007; Tashakkori &
Teddlie, 2008) Instead, the context was taken into account.

Theoretical consistency. The results were reflected against those of previous studies,
and deviations from previous findings are presented (Tashakkori & Teddlie, 2008).

Interpretive agreement. The conclusions were reflected with the dissertation
committee. A lack of member check can be considered a threat to interpretive
agreement because the research purpose placed value on the perceptions of the
participants. Therefore, the researcher was not aware whether the participants agreed
with the researcher’s interpretations. (O'Cathain, 2010; Tashakkori & Teddlie, 2008)
Publication of the results in peer-reviewed journals can be considered being in favour
of the interpretive agreement of this study (Tashakkori & Teddlie, 2008; Teddlie &
Tashakkori, 2009).

Interpretive distinctiveness. In the inductive content analysis of the text data, data
reduction was based on the similarities and differences found in the data (Flick, 2014,
Vaismoradi et al., 2013). To achieve consensus in terms of the content and category
names and to eliminate other possible interpretations, the researcher had reflective
discussions with senior nurse researchers (Tashakkori & Teddlie, 2008). A threat to
the interpretive distinctiveness of this study was related to the possible gap between
the researchetr’s construction of reality and meanings and those of the informants

because member check was not performed, as stated previously (Creswell & Plano
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Clark, 2007). Also, strong conclusions could not be drawn due to the small numeric
data sample (Tashakkori & Teddlie, 2008).

Integrative efficacy. The different phases of the study were integrated to draw meta-
inferences in the discussion of the results, as well as in the Conclusions sections. The
results of phases I and II were reflected against the results of phase III. The results
obtained in phase III were not fully consistent with the results of previous phases,
and this is presented in the Discussion section in a transparent manner. The
inconsistency of the results was most likely related to problems in sampling (Teddlie
& Tashakkori, 2009). Therefore, transferability of the findings and conclusions
should be made with caution. Combination of the inferences from the different
phases of the study also provided more general and meaningful meta-inferences than
would have been possible on the basis of either set alone.

Interpretive correspondence. The meta-inferences drawn here can be considered to
satisfy the initial purpose of using the MMR design, that is, to explore adult cancer
patients’ perceptions of electronic social support and to measure the needed and
received electronic social support. Moreover, the conclusions made on the basis of
the results correspond to the initial research tasks. (Teddlie & Tashakkori, 2009)

6.2.2 Inference transferability

Inference transferability denotes the degree to which the conclusions of a work can
be applied to other entities (Teddlie & Tashakkori, 2009). Because the ecological and
population transferability issues overlap (Teddlie & Tashakkori, 2009), they are not
separated in this discussion.

Ecological population and temporal transferability. The conclusions made in the study
can be considered to be transferable partly to off-electronic settings, for example, to
cancer care in public healthcare and to all types of adult cancer patients, albeit with
serious cautions because the sample size in this study was small. This could also be
a major issue when remote/eHealth services will become more common in the
future.
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6.3 Discussion of results

This study explored adult cancer patients’ perceptions of electronic social support
on the general Internet and through ECS of non-profit cancer societies. The types
of social support needed and received were the focus of the present study. Based on
the literature, there was limited and unclear information regarding the study topic,
hindering the use of extant research results. Therefore, the types of social support
were clarified using an online survey with open-ended questions in phase I. To
further specify the types of social support in the non-profit context, adult cancer
patients and CNs were interviewed in phase I1.

The results of phase I revealed that adult cancer patients needed and were
motivated to seek support on issues quite similar to those found in earlier research,
and the types of support were informational, emotional and tangible (e.g. Buis &
Whitten, 2011; Cutrona et al., 2013; Dolce, 2011). Phase II revealed more specifically
the types of support needed and how these needs were met. In this area, there was a
lack of clear evidence in the literature. Furthermore, the results of the present study
provide new information about the phases in which various types of support are
needed in the cancer trajectory, and these results differ clearly from our previous
understanding of the matter. The results also provide new insights into cancer
patients’ perceptions of how the received types of support can be integrated with
their cancer care in public healthcare under certain circumstances and with some
exceptions. Additionally, organisational, individual and counselling process related
facilitators of and barriers to electronic social support were identified.

Based on the types of social support identified in phases I and II, a cancer—
specific NRESS instrument was developed and pre-tested, and the results are
discussed below. First, the validity and reliability of the instrument are discussed,
followed by the results obtained using the instrument.

To assess the content validation of the instrument, a panel of six raters was
employed. The content validity index when using an averaging calculation method
was at an acceptable level of .91 (Polit et al., 2007; Polit & Beck, 20006).

The lowest acceptable reliability coefficient level was set rather low (.60) in the
study because the instrument was newly developed and because there are very few
items in the instrument (Knapp & Brown, 1995; Streiner et al., 2015). Nevertheless,
the NRESS and its subscales showed acceptable Cronbach’s alpha coefficient values.
However, the literature suggests that slightly higher (.70) level of reliability is
recommended for newly developed instruments (Burns & Grove, 2005; Tavakol &
Dennick, 2011). The received Customer service support subscale was the only one
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with reliability score of <.70. However, it is worth mentioning that the total scores
may be more reliable than the subscores in determining reliability. Moreover, after
Jfuture factor analysis performance, items with low factor weights can be deleted.
(Burns & Grove, 2005) The total NRESS reliability scores (> .90) suggest that the
instrument may have some overlapping and redundant items and that it may need to
be shortened in length (Streiner et al., 2015; Tavakol & Dennick, 2011). Owing to
the small sample size, confidence intervals of alpha reliabilities were displayed
(Streiner et al., 2015).

The number of responses in phase III was surprisingly low, possibly because the
survey was administered only via the Internet. However, in phase I, the online survey
with open-ended questions produced a substantial number of responses within a
short time-period. Moreover, today, Internet use is somewhat more common than
five years ago, especially among the older age groups (Statistics Finland, 2015).
Therefore, a greater number of responses were expected, although evidence to this
end from extant research is not clear when surveying people online. Studies have
reported lower rate of use of online questionnaires compared to telephone interviews
or mailed questionnaires (Christie et al., 2014; Couturier et al., 2015; Jones et al.,
2008; Reinisch et al., 2016). Especially, low response rates have been reported in
psychosocial cancer care research (Santin et al., 2013). In contrast, some studies state
that the number of respondents could be higher when using an online questionnaire
(Horevoorts et al., 2015; Hunter, 2012). In retrospect, participant recruitment in
phase III may have benefitted from email invitations (this would have required
interventions on part of the CNs) and email or text message reminders, monetary or
other incentives, such as a possibility for participants to require a mailed
questionnaire and greater emphasis on the participants’ potential contribution to the
research (Cunningham et al., 2015; Horevoorts et al., 2015; Hunter, 2012; Short et
al., 2015).

There were some interesting issues regarding the background factors in phase I11.
One issue was related to the participants’ age. The participants in the study were
approaching retirement age, and more than half of them were retired. Extant
research states that those who use electronic services are typically younger and
employed (Blanch-Hartigan & Viswanath, 2015; Corboy et al., 2011), although
dissenting voices have been presented (e.g. Kim & Kwon, 2010). This may simply
be due to the fact that cancer is more common in older age groups (NORDCAN,
2014), and cancer survivors may access the Internet at a lower rate than the general
population (Chou et al, 2011). Another interesting issue was related to the
participants’ living environment. The number of participants from rural areas was
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expected to be higher because evidence suggests that Internet- and phone-based
services are the most—used types of support in rural areas (Corboy et al., 2011;
Corboy et al., 2014; Kratzke et al., 2013). However, the majority of the participants
in the present study lived in large or medium-sized cities, where the services of cancer
societies are more accessible face-to-face and, for example, interviewees in phase 11
expressed their desire for face-to-face contact as well. Other background factors
were similar to those in extant research (Blanch-Hartigan & Viswanath, 2015; Dilts
et al,, 2009; Ludgate et al., 2011; Reid & Porter, 2011; Valero-Aguilera et al., 2014).

Informational support was the most needed type of electronic social support,
especially the nature of disease, and the result is in accordance with the results of
earlier research (Dickerson et al., 2011; Dolce, 2011; Grant & Wiegand, 2013; Kent
et al., 2012; Kim & Kwon, 2010; Lee & Hawkins, 2010; Lobchuk et al., 2015; Love
et al., 2012; Paul et al., 2011). The result also agrees with the earlier phases of this
very study. However, informational support was not the most received support, and
participants rated that they needed some informational support on average, not very
much. Explanations for this may be, alongside with the Act on the status and rights
of patients (Finlex, 785/1992), the Kanta.fi (National Health Archive) portal on
which healthcare units enter patient records from their own data systems and in
which patients can monitor their medical records without geographical restrictions
(Hordern et al., 2011; Kanta, 2016). These actions will increase patients’ access to
their medical information and may decrease the need for additional information.
Moreover, the participants of the study were well educated, which may have had an
impact on their need for additional information. However, evidence suggests that
cancer patients with higher levels of education tend to use electronic sources of
information more prolifically than those with lower levels of education (Blanch-
Hartigan & Viswanath, 2015; Lee et al., 2012). Nevertheless, it is worth mentioning
that factors other than sociodemographic (Chou et al., 2011) may be associated with
the use of electronic informational services, such as the level of social support,
symptom distress, depression and health—related quality of life (Boresund et al.,
2013), as well as psychosocial determinants such as attitude and self-efficacy (Smith-
McLallen et al., 2011). This study also revealed differences between participants’
living environment and the needed informational support. The majority of the
participants lived in urban areas, and the results of previous studies argue that there
are no widespread differences between rural and non-rural patients, for example, in
the use of mental health services (Andrykowski & Burris, 2010), and it is not the
distance from service centres but attitudes toward different types of services and
support services in general (Corboy et al., 2011; Corboy et al., 2014; Sabesan & Kelly,
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2014) and gender (Goldner et al., 2013) that may predict the use of electronic
services.

Surprisingly, promotion of well-being was the least needed and received type of
electronic social support. This is not in line with the results of phases I and II of the
present study because the promotion of well-being was strongly pointed out in these
phases. Neither is it in accordance with the results of earlier research because
psychological needs have shown to be the major unmet supportive care needs
(Chambers et al., 2012; Ekberg et al., 2014; Lee & Hawkins, 2010). Moreover, the
low needed and received support was unexpected because electronic interventions
have shown to have many positive effects on psychological well-being, such as
improved quality of life (Badger et al., 2013; Bouma et al., 2015; Osei et al., 2013),
adaptation to and coping with the illness (Cleary & Stanton, 2015; Schook et al,,
2014), and improvements in unmet supportive care needs (Lee & Hawkins, 2010;
Liao et al., 2014; White et al., 2012). The lack of needed promotion of well-being
may be due to the fact that the participants reported getting most support from their
family and healthcare professionals, which has been reported in earlier studies as well
(Hill, 2015; Merluzzi et al., 2015). The most needed support in the promotion of
well-being area was empathy from the CN, but the participants reported not
receiving as much empathy as they needed. In the previous phases of the study, the
participants reported that they needed to feel that the CN cared for them, but a few
participants also expressed that they were left without encouragement and answers
to their emails were almost similar to automatic, standard responses to certain types
of questions. However, CNs found it utmost important to show the patients
understanding in many different ways to facilitate social support. An earlier study
revealed that empathy reception lowers cancer-related concerns (Han et al., 2011),
and it has also been evidenced that the effectiveness of information seeking affects
patients” perceived empathy in electronic communities. Therefore, electronic
communities, such as ECS, need to develop tools that will make information seeking
more effective to increase patients’ perceived empathy. (Nambisan, 2011)

Network support was the most received type of electronic social support. “A4
person you can turn to if you so wish” was the most needed and received network support.
The result agrees with the results of the previous phases of the study because the
participants stated that it was of utmost importance to know that there was a person
to turn to in times of need, also for future problems. In addition, network support
was the only type of support with a match between the needed and received support.
The occasions when patients had to turn to ECS may be related to dissatisfaction
with healthcare professionals in primary cancer care in terms of information and
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support provision (Dolce, 2011; Grimsbo etal., 2011; Tustin, 2010). The participants
of the present study reported that guidance to ECS should be a natural part of
supportive cancer care in public healthcare, and it should not be solely nurse-
dependent because not every patient is aware of non-profit ECS. Education and
phone and email as means of communication were associated with the needed
network support. This agrees with earlier findings because higher education has
found to be associated with a positive attitude to electronic social support (Girault
et al.,, 2015; Jansen et al., 2015), and positive perceptions of the use of electronic
devices for health activities (Girault et al., 2015).

Customer service support in the form of “Expert counselling” was the most needed
and received electronic social support. This partly agrees and disagrees with the
results of previous phases of the study. In previous phases of the study, participants
wanted multidimensional information especially from a professional body, and there
were circumstances in which this did not happen. In addition to family, professionals
have been reported to be one of the major sources of social support for adult cancer
patients, especially for medical advice regarding cancer and overall health and well-
being (Kim & Kwon, 2010; Wong et al., 2014). The results revealed a significant
relationship between the needed and received customer service support and the
participants with children living in the same household. At first glance, it seemed
strange that the participants with children needed and received this kind of support
and not, for example, promotion of well-being. However, it is rational because
participants with children living in their household may need the most suitable means
of communication to address their needs, that is, support based on their specific
needs and support without time and geographic restrictions because they may have
difficulties in finding time and resources to participate in offline supportive services
owing to their responsibilities and guilt about prioritizing care for self when they
have dependent children (Ahmad et al., 2015). Moreover, cancer patients with
children have increased levels of needs related to daily living activities and dissatisfied
needs in terms of patient care and support (Griesser et al., 2011). Therefore, it is
important in ECS to screen the life-management of patients and involve family in
the counselling in order to promote the life-management of patients, as was stated
by CNs in their interviews.

Frequency of email contacts was associated significantly with received electronic
social support in every other support area but customer service support. It seems
logical but inconclusive that more frequent contact leads to the provision of more
support. This can also reflect the fact that one contact may be all that is needed to
obtain the support not available from other structures of social support, rather than
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lack of satisfaction with the support obtained (Queenan et al., 2010). This agrees
with the results of the earlier phases of this study because most participants
contacted ECS only a few times.

6.4  Importance of the study

The present study raises awareness within and adds new research-based information
to the body of nursing knowledge on adult cancer patients’ perceptions of electronic
social support in non-profit contexts. This study adopts a new perspective because
so far, studies have not provided insights into the phases of support needs during
the cancer trajectory from the perspective of cancer patients. The present study also
contributed new information on the ways that the received electronic social support
is integrated into cancer care in public healthcare. Furthermore, facilitators of and
barriers to electronic social support from the perspective of support providers and
the needed and received electronic social support recorded in a single study were
reported. The study also produced a cancer-specific electronic social support
instrument whose theoretical base lies in the perceptions of both actors, cancer
patients and CNs, in the electronic social support process. The development and
pre-testing of the instrument established as a baseline for its refinement and,
hopefully, greater understanding of adult cancer patients’ electronic social support.
As well, the study’s theoretical framework incorporated the theory of online social
support, which has not been implemented in research or practice. Thus, the study
provided new information about the application of this theory.

The present study also has implications for formal nursing education. This
research informs nursing education about adult cancer patients’ perceptions of
electronic social support and associated knowledge, which stresses the importance
of psychosocial aspects in comprehensive cancer nursing, for example, when
teaching about issues pertinent to the rehabilitation of cancer patients. There is a risk
that psychosocial nursing education can be neglected in favour of somatic nursing
education, which might also be the situation in cancer nursing practice.

The different types of electronic social support identified in the study might have
yet to be noticed in primary cancer care and therefore, can be used as basis of
education for cancer patients and nurses caring for cancer patients. These findings
might provide, for example, reminders of issues to upraise with patients.
Furthermore, the results can be used as a framework for continuous education in

psychosocial cancer nursing. Adult cancer patients seemed to prefer personalised
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support targeted specifically at their needs over general cancer information found on
various web pages. These results show that, in the future, there might be a need for
email contact with patients in public healthcare. Therefore, it is suggested that nurses
be trained in various aspects of email communication with patients, such as
information provision and empathic/caring writing.

The study results can also benefit management. The results clearly show the
importance of co-operation among the various actors in cancer care. Management
ought to take this need seriously as ECS have the potential to provide services not
possible through public healthcare systems with limited resources. Therefore, ECS
should be seen as a complementary service targeting the same aims in cancer
patients’ care. Collaboration among the actors in cancer care and low-threshold
services is still needed to offer services that the public sector does not address
adequately. The role of the non-profit sector as a more flexible, functional service
producer which improves patients’ well-being, reduces regional health inequalities
and supports patients’ social involvement. The on-going social and healthcare
reforms should acknowledge these benefits of the non-profit sector’s involvement.

6.5  Conclusions
The following conclusions can be drawn from the results of the present study:

1. On the Internet, adult cancer patients seek information from reliable
sources, emotional support from peers to make their lives easier and

tangible support to manage their daily life with cancer.

2. ECS have the potential to provide personalised, matching type of support
to enhance patients’ coping abilities, but the limited resources of ECS can

hinder the provision of this care.

3. Adult cancer patients need electronic social support in various phases of
their cancer trajectory, which are different from the support phases as

traditionally understood by healthcare systems.

4. 'The support received from ECS can be integrated into cancer care in public

healthcare under certain circumstances and with some exceptions.
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5. The facilitators of and barriers to electronic social support for adult cancer
patients were related to organisations, individuals and the counselling
process.

6. The NRESS instrument and its subscales were internally consistent.
Although a few items correlated better to other subscales, it would be

premature to remove them from the instrument without further evidence.

7. Network support as a type of electronic social support matched the needed
and received support. The most needed electronic social support was
informational support, but there was a mismatch between the needed and

received informational support.

8. Patients’ education level, living environment, cancer type, other supporters
> g > > PP >
year of diagnosis and the presence of minors living in the patient’s household

influenced electronic social support.

9. Email was the most-used means of communication between adult cancer
patients and CNs.

6.6  Implications for further research

In the future, cancer patients’ perceptions of the extent to which ECS fulfil their
needs should be examined in research with a longitudinal design. This research could
improve cancer care processes and patient outcomes and contribute new
information about the use of aspects of online social support theory not applied in
the present study, particularly quantitative outcomes through perceptual and
cognitive filters which do not occur in cyberspace. The use of other aspects of the
theory also enables the synthesis of quantitative and qualitative outcomes (linking)
resulting in a more comprehensive understanding of electronic social support.

The NRESS instrument allows measuring cancer-specific needed and received
electronic social support nationally and, partly, internationally in non-profit contexts.
However, the instrument requires further testing with a larger sample before it can
be administered in practice. Content validation might need to be re-evaluated by an
expert panel comprised of members other than post-graduate students (e.g. CN).
Exploratory factor analysis should be conducted to examine the relationships among
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the various items in the instrument and criterion validation (convergent validation)
should assess the degree of similarity of operationalisations that theory indicates
should be similar.
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Appendix 1. Studies measuring cancer patients’ electronic social support

Author et al., Title, Purpose of study, sample Social Rating Reliability Validity Results related to
Journal, Year, support social support
Discipline, Country measutre
Ruland CM et al. To examine the effects of Subdimensions ~ Agreement «=0.81 (at Not reported No significant
Effects of an internet WebChoice on symptom of the Medical ~ with baseline) between-group
support system to distress (primary outcome), Outcomes statements differences on social
assist cancer patients in  depression, self-efficacy, Study Social support
reducing symptom health-related quality of life, Support
distress: a randomized  and social support (secondary Survey
controlled trial outcomes), *instrumental
Cancer Nursing Prostate and breast cancer support
2013 patients, 110 patients in *emotional
Nursing intervention group and 135 support
Norway patients in control group
Crane-Okada Retal. To evaluate the efficacy of Interpersonal Not «=0.70-0.89 in  Not reported A significant main
Senior peer counseling  senior peer Relationship reported previous effect of age on
by telephone for counseling by telephone for Inventory studies, social support at
psychosocial support supplemental psychosocial short form internal baseline and six
after breast cancer support of older women after consistency months
surgery: effects at six breast cancer surgery, calculation not Younger participants
months 142 women newly diagnosed presented in reported higher
Oncology Nursing Forum -~ and scheduled for surgery for the article social support than
2012 stage 0-111 breast cancer older participants
Nursing regardless of
USA intervention
Social support was
stable over time
on sample
Han JY et al. To explore how various social ~ Health Agreement  «=0.74 Not reported Non-users and lurkers’
Social and and psychological Information with social support level
psychological characteristics predict different ~ Competence statements was significantly
determinants of levels  levels Scale greater than that of
of engagement with an (women’s posters
online breast cancer perception
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Author et al., Title, Purpose of study, sample Social Rating Reliability Validity Results related to
Journal, Year, support social support
Discipline, Country measure
support group: of engagement with an online that she could Nonusers’ competence
Posters, lurkers, and breast cancer support group: get and use in health information
nonusers posters, lurkers, and health was greater than that
Journal of Health nonusers, information) of posters
Communication 231 recently diagnosed breast Posters’ need for
2012 cancer patients information was
Communication greater than that of
USA lurkers’ at pretest
Owen JE et al. To evaluate the relationship Medical Agreement  «=0.97 in the High Among the
Improving the between stage, time since Studies with original study,  convergent psychological factors
effectiveness of diagnosis, age and Outcomes statements  internal validity for hypothesized
adjuvant psychological  interest in an internet-based Social Support consistency correlations to predict interest in
treatment for women adjuvant psychological therapy ~ Survey calculations with participation, outcome
with breast cancer: the ~ (APT), the accessibility of *tangible not presented  loneliness, expectancies mediated
feasibility of providing ~ APT, perceived benefits and support in the article family the effects of social
online support batriets to participation in *affectionate functioning, support, preference for
Psycho-Oncology APT, the efficiency of different  support and face-to-face
2004 recruitment strategies in *positive social psychological psychosocial care, and
Psychology making a clinical trial of an interaction well-being in perceived difficulty
USA internet-based APT available *emotional, the original sharing feelings on the
to participants, 136 women informa- study Internet
with breast cancer tional support
Fogel J et al. To investigate the potential Interpersonal Agreement  a=0.93 Not reported Internet use for breast
Internet use and social ~ psychological benefits of Support with health issues was
support in women Internet use for medical Evaluation statements associated with
with breast cancer information by breast cancer List (T/F) greater social support

Health Psychology
2002
Psychology

Canada

patients,
188 breast cancer patients

than Internet use for
other purposes or non-
use
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Appendix 2. Data collection sites in phase 111

Settings of data
collection

Placement of the online survey

Data collection period

Cancer Society 1
Association 2
Association 3
Association 4

Association 5
Cancer Society 6

Cancer Society 7

Cancer Society 8

Cancer Society 9

Cancer Society 10

Cancer Society 11
Cancer Society 12

Cancer Society 13

Cancer Society 14

Cancer Society 15

Cancer Society 16

Association 17

Online discussion forums (forums for
female/male cancer patients, general
cancer forum)

Web pages of the association, Facebook
(FB)

Web pages of the association, FB

Web pages of the association, FB

Web pages of the association

Web pages of the society, B, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, FB, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, I'B, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, 'B

Web pages of the society, FB, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, FB, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, I'B, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, FB, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society, I'B, a paper
invitation to participate in the research in
the office waiting room

Web pages of the society

28.12.2015-9.2.2016

29.2.-31.8.2016

18.4.-31.8.2016
21.4.-31.8.2016
19.5.-31.8.2016
29.4.-31.8.2016

18.4.-31.8.2016

9.4.-31.8.2016

18.4.-31.8.2016

FB + paper invitations
sent 26.5. -31.8.2016

20.5. -31.8.2016
23.5.-31.8.2016

Paper invitations sent 19.5.
-31.8.2016

Web pages + FB 7.6. -
31.8.2016

19.5.-31.8.2016

19.5.-31.8.2016

19.5.-31.8.2016

A link to
questionnaire sent
18.5.2016
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Appendix 3. NRESS instrument and background variables

Item Not
at all

© Tiina Yli-Uotila

@)

Quite
a
little

@)

Some

(€))

Quite
alot

“)

Very

much

(©)

Does
not

apply

to

©

A person you can turn to if you so
wish

Have you needed?

Have you received?
Receiving assurance that your
concern will be treated by the
counselling service

Have you needed?

Have you received?
Guidance in terms of peer support

Have you needed?

Have you received?
Filling in the gaps left by the lack
of support provided by other
healthcare professionals

Have you needed?

Have you received?
Support from the counselling
service when you do not want to
seek help from the hospital
personnel

Have you needed?

Have you received?
Free counselling

Have you needed?

Have you received?
Information about the services that
will be useful for you (e.g., the
services/benefits of the Social
Insurance Institution of Finland,
assistance for rehabilitation that is
offered by the cancer societies)

Have you needed?

Have you received?
Information about how your care
could be organised elsewhere,
outside of the public healthcare

Have you needed?

Have you received?

Information about the nature of
your cancer
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Item Not  Quite

at all a
little
© Tiina Yli-Uotila
O] (¢))

Some

(€))

Quite
alot

“)

Very Does
much  not
apply
to
me
G 0

10

11

12

13

14

15

16

17

18

19

Have you needed?
Have you received?
Information about the discomforts
caused by your cancer
Have you needed?
Have you received?
Information about the treatments
for your cancer
Have you needed?
Have you received?
Information about the adverse
effects caused by your cancer
treatments
Have you needed?
Have you received?
Information that will help you to
understand the treatment of your
cancer as a whole
Have you needed?
Have you received?
Answers to the questions you have
raised
Have you needed?
Have you received?
Practical tips for daily living with
cancer
Have you needed?
Have you received?
Support if you are low in spirits
Have you needed?
Have you received?
Emotional support
Have you needed?
Have you received?
Support in adapting to the new life
situation
Have you needed?
Have you received?
Alternative support if you are
having difficulties in your
interaction with the healthcare
professionals participating in your
cancer treatment
Have you needed?
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Item Not  Quite

at all a
little
© Tiina Yli-Uotila
()] (¢))

Quite
Some alot

(€)) “)

Very

much

(©)

Does
not

apply

to

©

20

21

22

23

24

25

26

27

28

Have you received?
Counselling services to allow you
to share any issues you do not wish
to discuss with others

Have you needed?

Have you received?
Counselling that takes into
account those who are close to you

Have you needed?
Have you received?
Support that will help you to face
those who are close to you

Have you needed?

Have you received?
Support for your family’s well-
being

Have you needed?

Have you received?
Support that includes the
screening of your ability to manage
your life

Have you needed?

Have you received?
Support that will strengthen your
ability to cope with your own care
for your cancer

Have you needed?

Have you received?
Confidence in your recovery from
cancer

Have you needed?

Have you received?
Support after losing the physical
integrity of your body (e.g., loss of
a breast or loss of hair)

Have you needed?

Have you received?
Support to help you to cope with
what is happening to your body as
a result of cancer treatment (e.g.,
pain, diarrhea)

Have you needed?

Have you received?
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little
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@) (©)

Some

(€))

Quite
alot

“)

much

(©)

Does
not

apply

to

©

29

30

31

32

33

34

35

36

37

38

Support to help you to cope with
the fear of your cancer spreading

Have you needed?

Have you received?
Support to help you to cope with
the fear of death

Have you needed?

Have you received?
Support from the counselling nurse
who discusses his/her own
experiences with cancer-related
topics

Have you needed?

Have you received?
Empathy from a counselling nurse

Have you needed?

Have you received?
Counselling that is based on your
specific needs

Have you needed?

Have you received?
Expert counselling

Have you needed?

Have you received?
The help of counselling services in
explaining cancer-related topics in
plain language

Have you needed?

Have you received?
Finding the most suitable means
of communication to suit your
needs

Have you needed?

Have you received?
Support, no matter what time it is

Have you needed?

Have you received?
Support, no matter where you are
located

Have you needed?

Have you received?
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Background variables:

124

In what year were you born?
Your gender?
a. Female
b. Male
What is the highest level of education you achieved?
a.  Master’s degree or higher
b. Batchelor’s degree
c.  Vocational degree
d.  No vocational degree
Which one of the following options describe best your life situation? Please, select the

most appropriate option.

a. Employed

b. Unemployed

c. Student

d.  Retired

e. Taking care of a household

f.  Other, please spesify?
Do you have children living in your household?
a.  Yes, if so, please give year birth of your child(ren)
b. No
Which one of the following options describe your current living environment?
a.  Big city (over 100,000 inhabitants)
b.  Small or medium-sized city or municipality (20,000-100,000 inhabitants)
c.  Smaller region or municipality (less than 20,000 inhabitants)
d. Rural area
What is your cancer type? (e.g., breast cancer)
In what year was your cancer diagnosed?
What is the current phase of your cancer?
a.  Cancer confirmed but diagnosis not specified yet
b. The phase between the specified diagnosis and the onset of cancer treatment
c. The phase involving sutgery, chemotherapy, radiation therapy and/or
hormonal therapy
d.  The follow-up phase (the end of treatment up to five years afterwards)
e.  Chronic cancer

Something else, please spesify?

Continues
© Tiina Yli-Uotila



10.

11.

12.
13.

How would you describe your current health?

a. Good

b. Fair

c.  Moderate
d.  Quite poor
e. Poor

From whom do you think you have received the most support during your illness?
(e.g., spouse, parents, children, friends, healthcare professionals, Internet)?
How many key supporters do you have?
What kind of counselling services have you used from the cancer societies?
a. Phone counselling
i. I'have used this
1. How often?
2. How do you perceive a phone call as a means of
communication?
a. Easy
b. Neither easy nor difficult
c. Difficult
ii. Ihave not used this
b. Email counselling
i. T'have used this
1. How often?
2. How do you perceive email as a means of
communication?
a. Easy
b.  Neither easy nor difficult
c. Difficult
ii. Ihave not used this

c.  Online chat counselling
i. I have used this
1.  How often?

2. How do you perceive online chat as a means of communication?

a.  Easy
b.  Neither easy nor difficult
c.  Difficult

ii. I have not used this

© Tiina Yli-Uotila
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Appendix 4. Content validity indices

Table 1. Ratings on a 38-item scale by six raters: Items rated 3 or 4 on 4-point relevance
scale (ratings 1 or 2 = -)

Item Rater Rater Rater Rater Rater Rater Ratersin I-
1 2 3 4 5 6 agreement CyJl
1 3 4 4 4 4 4 6 1.00
2 3 4 4 3 4 4 6 1.00
3 3 4 4 4 4 4 6 1.00
4 4 4 3 3 3 4 6 1.00
5 4 4 4 4 4 3 6 1.00
6 4 4 - 4 4 3 5 .83
7 4 4 3 4 4 4 6 1.00
8 - 4 3 4 - 4 4 .67
9 - 4 3 4 - 4 4 .67
10 4 4 3 4 4 4 6 1.00
1 4 4 3 4 - 4 5 .83
12 4 4 3 4 4 4 6 1.00
13 4 4 4 4 4 4 6 1.00
14 - 3 4 3 - 4 4 .67
15 4 4 4 4 4 4 6 1.00
16 - 4 4 4 4 4 5 .83
17 3 4 4 4 4 4 6 1.00
18 42 42 4 4 4 4 6 1.00
19 - 4 - 3 4 4 4 .67
20 3 4 4 42 4 4 6 1.00
21 4 4 4 4 4 4 6 1.00
22 4 42 3 3 4 4 6 1.00
23 4 4 4 4 4 4 6 1.00
24 - 4 4 4 4 4 5 .83
25 3 4 4 3 4 4 6 1.00
26 3 4 4 4 4 4 6 1.00
27 3 4 4 4 4 4 6 1.00
28 - 4 4 4 4 4 5 .83
29 3 4 4 4 4 4 1.00
30 3 4 4 4 4 4 6 1.00
31 - 4 - - - 4 33
32 4 4 3 4 4 1.00
33 4 4 4 4 4 1.00
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Item Rater Rater Rater Rater Rater Rater Ratersin I-
1 2 3 4 5 6 agreement CyJl

34 3 4 4 - 4 4 5 .83
35 3 4 4 3 4 4 6 1.00
36 - 4 4 4 4 3 5 .83
37 3 3 4 4 4 4 6 1.00
38 3 - 4 4 4 4 5 .83
Proportion .76 .97 92 .95 .87 1.00
relevant
Sum 25 34.65

! Ttem level content validity index

2 Missing information, which was replaced by average rating of the item (rounded to the nearest

integer)

Table 2. CVI values for the overall scale

S-CVI/Ave3

91

S-CVI/UA*

.66

3 Scale level content validity index, averaging calculation method (average of the I-CVIs for all
items on the scale)
4Scale level content validity index, universal agreement calculation method (proportion of items
on a scale that achieves a relevance rating of 3 or 4 by all raters)
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Appendix 5. Participants in phase 111

Variable N % Mean SD! Md?2 Qi1-Q33 Range
Gender 27
*Female 21 75
*Male 6 21
*Unreported 1 4
Age 28 63.1 10.0 33-74
Education 28
*Master’s degree or higher 8 29
*Batchelor’s degree 11 39
*Vocational degree 9 32
Life situation 28
*Employed 4 14
*Unemployed 2 7
*Student 1 4
*Retired 16 57
*Taking care of the household 1 4
*Other 3 11
Children living in the 28
household 5 18
*Yes 23 82
*No

Birth years of the children 6 1998-2012
Living environment 28
*Large city (> 7100 000 12 43
inbabitants)

*Medium-sized city or 9 32
municipality (20 000-700 00

inhabitants)

*Smaller region or municipality 4 14
(< 20 000 inhabitants)

*Rural area 3 1
Cancer type 36
*Haematological cancers 11 31
*Breast cancers 7 19
*Gynaecological cancers 4 11
*Urological cancers 4 11
*Skin/mucosa cancets 4 11
* Others (lung cancer, bone 6 17
cancer, thyroid cancer, gastro-

intestinal cancer)

Year of the diagnosis 35
*1989-2010 18 51
*2011-2015 17 49
Current phase of the cancer 28

*The phase involving surgery, 7 25

chemotherapy, radiation
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Variable N % Mean SD! Md? Q:-Q33 Range
*The follow-up phase (the end 14 50
of treatment up to five years
afterwards)
*Chronic cancer 7 25
Perceived current health 28
*Good 3 1
*Fair 12 43
*Moderate 8 29
*Quite poor 5 18
Most support received from 50
*Family (spouse, children, 17 34
siblings)
*Healthcare professionals 11 22
*Peers (online and offline) 9 18
*Friends 9 18
*Cancer societies 2 4
*Internet (not specified) 2 4
The number of key 177 40 3.0-7.8 1-30
supporters

! Standard deviation

2 Median

3 Lower quattile-upper quattile
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Motives of cancer patients for using the internet to seek social support

The purpose of the study was to describe why Finnish cancer patients choose the internet as a source of social
support. The data were collected in May 2010, using an online questionnaire with open-ended questions,
through four discussion forums on the websites of the non-profit Cancer Society of Finland. Seventy-four adult
patients with cancer participated. The data were analysed using inductive content analysis. The mean age of
the participants was 53 years and they were predominantly women. The most common cancer was breast
cancer and more than three quarters of the participants had suffered from cancer for less than 5 years. The
initial stimuli to use the internet as a source of social support were the ease of communication and access to
information as well as the need for emotional and informational support. The actual motives that drove the use
of the internet as a source of social support were the requirements for information and peer support, internet
technology, a lack of support outside the internet and the negative experiences caused by the illness. The fact
that there is an enormous need for information as well as for emotional support and that cancer treatment in
Finland is concentrated in major hospitals, to which cancer patients may travel a considerable distance,
suggests that nurses should learn to make more frequent virtual contact with their patients.

Keywords: social support, internet, cancer.

INTRODUCTION for social communication. Male-dominated activities are
connected to the downloading of files, and the purchasing
and selling products on online sales or auction sites for
private purposes (Statistics Finland 2010).

It is well known that social support has been found to
have positive effects on cancer patients’ health and well-
being (e.g. Klemm 2012; Pinar et al. 2012). Social support

is a complex concept but basically it encompasses infor-

Use of the internet is ever increasing. Currently, as many
as 86% of Finns are users of the internet and 72% use the
internet daily or almost daily. The activities that are
pursued most commonly online are making contact with
friends and acquaintances, managing private finances,
making purchases and following the mass media. Internet
usage is fairly similar for men and women, but there : i :

i ) mational, emotional and practical types of support (Cohen
are some differences. Women prefer to look for specific .
. i L. & Syme 1985) and social support as a problem must be
information by browsing internet pages or use the web . . .
seen in terms of an interactional exchange between donors

and recipients (Pearlin 1985, p. 48). The internet offers
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virtually unlimited possibilities for finding health infor-
mation and support, from both lay and expert perspec-
tives. Patients seek information on the internet when
they cannot get the answers that they require from health
professionals. On the internet, patients do not have to
settle for a single source of information. The internet can
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be accessed at home or at work, and this ease of access
might facilitate everyday health management (Kivits
2004, 2006).

Almost half of patients with cancer use the internet to
search for medical information and nearly as many search
for emotional support (Fogel et al. 2002; Rimer et al.
2005). In general, patients with cancer want information
on diagnosis, treatment options and the side-effects of
their treatment. They also want to read publications that
relate to cancer (Leydon et al. 2000). Furthermore, their
information needs are complex and vary over time. In the
study of Rozmovits and Ziebland (2004) respondents felt
that the information that they received from the health-
care services was patchy, inconsistent, contradictory and
haphazard. The receipt of such incomplete information
increases anxiety and affects adjustment to the state of
illness. Patients welcome health information on the
internet when they do not have access to other sources
of information or the information that they have received
is unreliable. The attitudes of cancer patients towards
seeking or accepting further information are also affected
by the approach of individual patients to the management
of their cancer (Leydon et al. 2000).

A vast amount of medical information is available on
the internet, with numerous voices and opinions for the
patient to consider. For some patients, this abundance of
information may be a stress factor that is difficult to deal
with (Josefsson 2005). Another disadvantage of internet-
based information is that the quality of the information and
support offered can vary and it may be difficult to assess
its quality because the reliability of the data cannot be
verified (Martin & Youngren 2002). Online self-help groups
for cancer report high dropout rates. The reasons for this
include a desire to avoid knowledge of painful details
about cancer, the patient considering that they are not
‘ill enough’ to participate, the challenge of establishing a
legitimate position in the group, the pressure of everyday
life and phases of illness that do not motivate patients to
participate in a self-help group (Sandaunet 2008).

The purpose of the study described herein was to iden-
tify the initial stimuli and motives of patients with cancer
seeking social support on the internet. The research ques-
tions were:

1 What was the initial stimulus to turn to the internet?
2. What are the reasons that make patients with cancer
seek support from the internet?

The findings should provide information that can be
utilised in cancer nursing and in the development of

cancer-related websites.
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METHODS
Participants

The participants in the study were adult (over 18 years old)
patients with cancer. They were recruited through four
discussion forums hosted on the websites of the Cancer
Society of Finland. The four forums were: (1) a group for
those living on life-support medication and their next of
kin that provides the opportunity to reflect, for example,
on issues related to palliative treatment and share ideas
about the experience of living with a chronic cancer;
(2) general cancer forum (free discussion of other cancer-
related topics); (3) a forum for female patients with cancer;
and (4) a forum for male patients with cancer. The link to
the online questionnaire was placed on these four forums
and anyone over 18 years old with cancer who was inter-
ested in the study was able to participate. The Cancer
Society of Finland, which currently has approximately
140 000 members, was selected as the study partner
because it is one of the largest non-profit public health
organisations in Finland, a country with approximately
5 million inhabitants.

Data collection and analysis

The data were collected in May 2010 using an online
questionnaire. The theoretical framework of the question-
naire was the online social support theory developed
by LaCoursiere (2001). When developing the question-
naire, the ideas of the developer of the theory were used
to guide the setting of the questions. The two sections
of the theory, namely, initiating and mediating factors,
were used to identify the initial stimulus that led cancer
patients to the internet and their motives for using
the internet as a source of social support. Online social
support begins with initiating events that cause an indi-
vidual to seek online social support. Those events are an
alteration in health status and an alteration in perceived
health. Initiating events are influenced by mediating
factors, which encompass four categories: health factors,
demographic factors, perceived individual factors and
internet use factors (LaCoursiere 2001). The questionnaire
was developed for the present study and it was piloted
with two patients with cancer, with the result that no
changes were needed.

The online questionnaire was divided into two sections.
The first section gathered information about background
factors: demographic factors and health-related factors,
using closed-ended questions and one open-ended
question. Demographic questions concerned descriptors
such as age, gender, educational level and the number of
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additional people living in the same household. Health-
related factors were the type of cancer, timing of the
diagnosis and an open-ended question about current per-
ception of health, and the content of the answers to these
questions was content analysed. The second section,
which focused on the experience of cancer and use of the
internet, consisted of open-ended questions. The answers
to two of the questions are reported in the present article,
and the other questions will be reported later in upcoming
article. In these responses, the participants described
their reasons for seeking social support on the internet.
After accessing the online questionnaire through the dis-
cussion forum, visitors had the opportunity to fill in the
questionnaire and forward it by clicking ‘save’. The data
were collected from the questionnaires within 21 days.
The time frame of the data collection was a consequence
of the saturation of the data. The majority of question-
naires (64 of 74) were received during the first week.
The data were analysed using inductive content analy-
sis. After the material had been read through several
times, it was reduced and categorised (Table 1) (Burns &
Grove 2005). During the data reduction, the original
expressions of the participants were retained to avoid
compacting the data excessively at an early stage and
losing data. Original expressions that described the same
concept were coded using the same coloured font so that it
was easy to track similarities later. Even when grouping
the expressions, the original expressions of the partici-
pants were used as much as possible (Burns & Grove
2005). Some of the responses comprised only one word,
whereas others were longer than one sentence. For this
reason, a single word and the entire expression were

Table 1. An example of categorisation of the data

Expression groups Subcategories

Lack of information
from the public
healthcare system

Only critical information from nurses
and doctors

The hospital does not provide enough
advice services

Doctor offers little information

The information leaflet was old

Lack of information
and support outside
the internet

No other place to find support
No other place to find information
Overall no other place to go

Limited availability of
information

No previous information on cancer
Little information available

Subcategories Category

Lack of information from the public
healthcare system

The lack of support
outside the internet

Lack of information and support
outside internet

Limited availability of information

© 2013 Blackwell Publishing Ltd
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selected as units of analysis (e.g. Elo & Kyngas 2008).
There were 208 analytical units in total. The demographic
and health-related responses were quantified using
descriptive statistics, except the open-ended question
about perceived health, which was analysed with content
analysis.

Ethical considerations

In health research, ethical principles are designed to
protect participants from harm and risks (Burns & Grove
2005; Holloway & Wheeler 2010). In the present study,
the ethical issues were related to the research topic,
permits, participants, data, data analysis and reporting
of the results. Consideration of ethical issues concerning
the research topic was important because demographic
changes in the Finnish population are leading to an
increase in the incidence of cancer. This means that, in
the future there will be more survivors of cancer. Cancer
causes higher levels of threat and fear than many other
illnesses. This, together with the spread of the internet,
brings challenges to nurses in recognising the importance
of the internet for the social support of patients with
cancer. The research topic was not considered to be a
sensitive one, even though the participants might have
been vulnerable because of the nature of their illness.
The study was not expected to cause damage or harm to
the participants (Holloway & Wheeler 2010). Permission
to conduct the research was received from the Cancer
Society of Finland. Justice, respect of autonomy and vol-
untariness were considered with regard to the participants
during the data collection process. Given the nature of the
online questionnaire, the posting of responses was consid-
ered to represent informed consent to participation in
the research. The introduction of the online questionnaire
was made as informative as possible to enable the
respondents to make an informed decision. Security issues
are particularly important in relation to online question-
naires. The data were available only to the researchers and
were secured by a username and a password. This safe-
guarded the anonymity of the participants. The fact that it
was impossible to track the e-mail or internet protocol (IP)
addresses of the participants increased the participants’
anonymity.

RESULTS

Participants

Seventy-four patients with cancer participated in the
study. The mean age of the participants was 53 years
(range 24-72). The majority of participants were women
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(87%, n = 64). Most had a polytechnic or college degree
(39%). Nearly one in four (24%) had a university degree.

The number of additional people living in the same
household varied between zero and seven (mean 1.7). The
majority of households (84%, n = 62) consisted of one to
three persons in addition to the participant.

The most common type of cancer was breast cancer
(42%). Among all the cancers reported by participants,
the proportion of breast and gynaecological cancers (n=76)
was 55%. The frequency of other cancers varied between
1% and 9%. The other cancers reported were cancers of
the prostate, colon, stomach, tongue, liver, pancreas, thy-
roid and lung as well as leukaemia, lymphoma, multiple
myeloma, polycythaemia vera, sarcoma and melanoma.
More than three quarters of the participants had suffered
from cancer for less than 5 years. Only 8% (n = 7) of the
cancers reported by the participants had been diagnosed
in the period 1997-2003. Therefore, the majority of the
cancers had been diagnosed between 2004 and 2010.

Seventy-three per cent of the participants felt that their
current health was good. Eighteen per cent of the partici-
pants reported a moderate level of health, and 9% of the
participants felt that their health was poor.

The initial stimuli to search for social support
from the internet

The initial stimuli to use the internet as a source of social
support could be categorised as ease of communication
and access to information, as well as the need for emo-
tional and informational support (Table 2).

Ease of communication and access to information
referred to the fact that it was easy to obtain information
and support from the internet, as well as to the advantages
of information technology. This ease of access was
so obvious that the word that participants used most
often was ‘easiness’. The internet was considered to be the
easiest way to obtain information and peer support, espe-
cially because it could be used either at home or away
from home. The support and information received from
the internet complemented, for example, the medical and
psychological support received. Furthermore, the informa-
tion technology was technically easy to use. Another ben-
efits of the information technology was speed, which, as a
benefit, was comparable to the ease of access. The large
amount of up-to-date information also attracted patients
to the internet. The participants felt that they had access
to a huge amount of extensive information, as well as the
latest information. In addition to the national cancer web-
sites, the participants used foreign websites, which had
a broader readership. One of the benefits of information
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technology that was mentioned most often was the
absence of time restrictions. The internet was available at
any time and could be accessed whenever the participant
wanted, even, for example, during convalescence or when
the patient was tired. The internet did not require travel,
but instead could be used in a cosy environment in peace
and quiet. It was possible to discuss matters anonymously
on the internet, and also in private when necessary. The
anonymity enabled openness and communication with
total strangers.

Participants expressed the need for emotional support
as a result of negative feelings and a lack of peer support.
Peer support from a person suffering from the same
disease was considered to be valuable. In particular, peer
support played an important role for young patients and
those with rare types of cancer. The internet provided an
opportunity to obtain peer support or make new friends if
the patient did not know any patients of a similar age or
with the same type of cancer or could not make contact
with a support person from the cancer society. The expres-
sions that were related to receiving peer support were
more diverse than the expressions related to giving it.
Giving peer support was felt to be important, and these
patients also felt that they received something in return.
Patients liked to read about the experiences of their peers
and these experiences were seen to be supportive. The
reasons given for the need for this type of support were
that the participants could not find fellow patients other
than on the internet, or it was a long journey to the
hospital, or there was no one with the same type of disease
in the neighbourhood. The participants considered that
only a fellow patient could understand the diversity of
their suffering. The illness often increased the sense of
isolation by impeding outdoor activities, which led to
increased use of their internet. Another reason given for
use of the internet was being younger, on average, than the
majority of cancer patients. Use of the internet allowed
patients with cancer to protect their loved ones. They did
not want to overburden their loved ones or relatives with
the same stories repeatedly and the loved ones did not
always understand the experiences of cancer patients.
Negative feelings caused by the disease increased the need
for emotional support. Disappointment with not receiving
support at the appropriate time resulted in some partici-
pants no longer searching for support. Insecurity was
caused by tremendous anxiety, becoming ill with cancer
created high levels of uncertainty and fear.

The need for informational support also provided a
stimulus to search for support on the internet. Partici-
pants sought information actively, in response to the fact
that their needs were not met by the public healthcare

© 2013 Blackwell Publishing Ltd



Table 2. The initial stimuli to search for social support from the internet

Motives for using the internet to seek social support

Categories

Subcategories

Expression groups

Original expressions

The ease of
communication
and access to
information

The need for
emotional
support

The need for
informational
support

Information and
support on internet
available with ease

The benefits of
information
technology

Peer support

Negative feelings

Active information
seeking

Needs are not met
by the public
healthcare system

Forgetting questions
or information

Easiness

Information and peer support

obtained with ease
Speed

Large amount of up-to-date

information
No time restrictions

Access to the internet
at home
Anonymity

Broad readership

Receiving and giving peer
support

Experiences of peers
Finding fellow patients
Isolation

Becoming ill when young

Protection of loved ones
Disappointment

Insecurity
Uncertainty
Fear

Desire for information
Rare disease

Curiosity

Interest

The lack of positive
information

Not enough information

from the staff, the cancer

outpatient clinic or the
hospital
Hastiness of the staff
Inaccessibility of staff

Did not remember to ask

Did not remember all the
things told

‘Easiness.’

‘Internet is the easiest way to get additional information
and peer support.’

‘The fastest and most up-to-date information and also
the widest database.’

‘Questions and answers can be reached regardless of the
time of the day, public healthcare is available only
during office hours.’

‘Getting help at home in peace and quiet.’

‘You can discuss anonymously on the net, and also in
private when necessary.’
‘Broad readership.’

‘Nowadays I'm giving what I got, in other words support
and encouragement, confidence that it’s possible to
survive from the treatments.’

‘Afterwards it’s interesting to follow up survival stories.’

‘It gives strength to find fellow patients.’

‘The illness has affected the ability to go out.’

‘Being ill on average younger than the majority of
ovarian cancer patients.’

‘You can’t overburden your loved ones with the same
stories.’

‘T don’t seek support anymore, because I didn’t get it at
the time (2 years ago).’

‘One’s tremendous anxiety.’

‘Terrible uncertainty and fear when getting ill with
cancer.’

‘T want to know about the disease and its prognosis.’

‘A rare disease about which doctors know little but the
internet offers a lot of new research.’

‘Curiosity.’

Cancer sites contain.’

‘T didn’t get positive information about pancreatic cancer,
well of course from the doctors and the nurses, but I
think that peer support from a person with the same
disease is invaluable.’

‘At the outpatient cancer clinic the doctors and the
nurses don’t offer enough information.’

‘The information I got from the hospital was inadequate.’

‘The staff doesn’t have the time to discuss things,
especially the doctors.’

‘Things come to mind at times when public healthcare is
not available./

“You don’t remember to ask everything during the
doctor’s round or during telephone appointment.’

‘The doctor really explained things throughout and
clearly but my own mind couldn’t take it all in.’

system, as well as the tendency to forget information that
had been provided. Many factors led to active information
seeking. Cancer patients wanted information on their
illness, prognosis, and illness-related symptoms and ail-
ments. If they had a rare cancer, patients wanted to obtain
information from both Finnish cancer sites and those of
foreign cancer associations. The information confirmed
what was to be expected and increased the patient’s ability

© 2013 Blackwell Publishing Ltd

to manage the situation. When patients had a rare disease
that doctors knew little about, they could access up-to-
date research on the internet. Pure curiosity and interest
also stimulated use of the internet. If the cancer had a poor
prognosis, positive information could not be obtained
from the healthcare professionals. In this case, partici-
pants searched on the internet for positive information
from persons with the same type of cancer, and this
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information was valuable for them. It was often the case
that needs were not met by the public healthcare system.
The cancer patients felt that they could not obtain suffi-
cient information from staff, including doctors, oncolo-
gists and cancer nurses, about issues related to their
illness. Patients were able to find information on the
internet that their doctors and nurses did not provide at
all, for example, information about alternative therapies
and natural remedies. Staff, especially doctors, were often
busy, which meant that there was no time to discuss
things with them, and staff were often not available at
times when issues and questions came to mind. There
was also the issue of forgetting questions or information.
During a consultation or a telephone call with their
doctor, patients often did not remember to ask their ques-
tions. Furthermore, even if the doctor explained things
thoroughly and clearly, the patient was unable to retain
all the information.

Motives for using the internet as a source of
social support

The motives for using the internet as a source of social
support were to obtain information or peer support,
the availability of internet technology, the lack of other
support outside the internet and negative experiences
caused by the illness (Table 3).

The factors underlying the search for information could
be categorised into the desire for information, limited
availability of information, interest and guidance from
other people. The desire for information appeared as a
need for information. The participants expressed an enor-
mous desire for information and a need to know what they
might have to face, in both good and bad scenarios. Infor-
mation was sought on the illness, type of cancer, available
treatments and the side-effects of treatments. Information
was also sought before the diagnosis, as if in anticipa-
tion of future events. Once the diagnosis was obtained,
information was sought about possible treatments, for
example, surgery. The information enhanced understand-
ing. The need for information was emphasised when there
was a limited availability of information. Either the par-
ticipant had very little previous knowledge about cancer
or the cancer was so rare that there was little information
available. Interest was also given as a reason for the search
for information. Similar cases of cancer sparked interest,
as well as information about the specific type of cancer
relevant to the participant. Furthermore, information
about chemotherapy and the illness itself, as well as state-
ments written by doctors, aroused the patients’ interest.
Participants also sought information on the internet in
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response to guidance from other people. For example, they
identified appropriate websites where the information
about cancer could be found on the basis of other people’s
advice. Instructions on how to evaluate information from
the internet were also given. For example, one doctor had
advised a cancer patient not to read medical articles that
were more than 5 years old. Finally, in the modern world,
it is the consensus that information is always to be found
on the internet.

Peer support was another motive for using the internet.
In addition to seeking and giving peer support, the lack of
peers was a motive for using the internet. Seeking peer
support was considered to be very important, especially
at the beginning of the illness. Support in real time was
highly valued and patients wanted to be involved in dis-
cussions. In general, peer support was sought on the inter-
net, because the patient knew no one with cancer within
their circle of acquaintances and strongly desired such
support. Peer support was also sought for at times of fear
or when the patient was unable or unwilling to express
their feelings, thoughts or fears to loved ones. The expe-
riences of peers were sought when patient wanted to
compare their situation with the experiences of other
patients with cancer. Stories of the survival and recovery
of other patients with cancer gave hope and were always
of interest. Peer support was not only sought but it was
also given. The need to share was the motive for giving
support. Sometimes participants did not seek support
for themselves at all, but specifically wanted to provide
support to others. A further motive for use of the internet
was the lack of peers. A lack of peers was often associated
with the beginning of the illness, when the patient did not
know anyone who was suffering from cancer and at that
time the internet was a useful peer support channel. In the
case of a rare type of cancer, no support persons might
have been available through the cancer association, and
the only way to find peer support was through the inter-
net. The internet enabled support persons to be found over
a much larger area, even abroad.

The availability of internet technology also motivated
cancer patients to search for support on the internet. One
of the perceived advantages of internet technology was the
convenience of the internet. ‘Easiness’ was the word that
was associated most often with the internet. All informa-
tion about cancer was of interest and the internet was an
easy and practical way to find such information. It was felt
that it was easy to get the latest and the most versatile
information on the internet. In addition to information on
the internet, peer support was sought. The internet was
clearly felt to be an easier way to receive peer support
than going to meetings organised by the cancer society or
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Table 3. Motives for seeking social support from the internet

Motives for using the internet to seek social support

Categories Subcategories Grouped expressions Original expressions
Information Desire for Need for information ‘The need for information was really enormous. I had to get to know
information what I might face.’
Limited No previous information on cancer ‘T had no previous information on cancer because I had never read
availability of about the cancer in question.’
information Little information available ‘A rare cancer, there was little information available.’
Interest Interest ‘Interest in the chemotherapy given and the disease as a whole.’
Curiosity ‘Curiosity.’

Guidance from
other people

Seeking peer
support

Peer support

Giving peer
support

The lack of peer
support

Convenience of
the internet

Internet
technology

Familiarity with
the internet

The advantages of
the internet

The lack of
support outside
the internet

Lack of
information
from the public
healthcare
system

Lack of
information and
support from

elsewhere
Inaccessibility of
professionals
Negative Uncontrolled
experiences feelings about
caused by the the situation
illness

Threat

Statements written by doctors
Other people’s advice

World today

The experiences of peers

The seeking of peers

Giving support
Need for sharing
No peers

The lack of support persons

Overall easiness
Easy way to find information
Easy way to seek peer support

Practical way
Surfing on the net
Extensive use of the computer

Anonymous
Rapidness

Availability

Only critical information from nurses
and doctors

Not enough information from the
doctors

The hospital does not provide enough
advice services

The information leaflet was old

No other place to find information

No other place to find support

Overall no other place to go

The oncologist did not have time

Hastiness of the staff

Expensive to use a private doctor’s
services

Questions do not come to mind until
home

Unable to handle the information
received

Did not know what to ask
Did not remember to ask
Fear

Poor prognosis
Uncertainty

‘The statements written in the medical report by doctors.’

‘My daughter had first sought information on the website of a cancer
association and advised me to visit that site.”

‘Tust the world today: Check the internet.’

‘There are people all over Finland who are in the same situation.
You can read experiences about how others are doing. It gives hope
to see that others have recovered.’

‘Among my friends there’s no one who had cancer and I longed for
peer support.”

‘T don’t seek support; instead I try to support others.’

‘Passion for information, need for sharing.’

‘At the beginning I didn’t get any peer support because I didn’t know
anyone who had the same disease.”

‘I didn’t find a support person.’

‘Easiness.’

‘It’s easy to obtain information from the internet.’

‘It’s easier to find peer support from the net than to go e.g. to the
events arranged by a cancer association or to acquire a support
person through an association.’

‘It’s a practical way for me to find information on all kind of things.’

‘In any case I surf a lot on the net.’

‘T use the computer a lot and nowadays it is an easy way to find
information on different things.’

‘Expressing difficult things anonymously.’

‘This is a rapid way and it’s possible to get help and support on an
acute matter fast.’

‘From the net you can seek information when you have the time and
when needed.’

rom doctors and nurses you can only receive critical information
‘F doct d y ly tical inf t

on your situation, drugs and drug side-effects.’
‘From the doctors I received information from PV very marginally.’

‘I received rather little information from the doctor and so I searched
for facts on the net.’

‘The information leaflet I received from the outpatient cancer clinic
was edited in 1999.

‘There was no other place to make an appointment to obtain
information and to ease the initial shock.’

‘It seemed like there was no other place to get it [support].”

‘To my knowledge there’s no other place to go’.

‘The public healthcare oncologist didn’t have time to help.’

‘The urgency of the nursing staff and the doctors.’

‘It’s expensive to use the services of a private oncologist.’

‘The questions come to mind not until you’re home when you are in
a real situation and you need to get the information from
somewhere.’

‘During the doctor’s round I received only a little information and at
that critical moment I was unable to handle the information
received.’

‘After getting the information from the doctor you couldn’t ask
anything because your mind was so locked.’

‘During the doctor’s round and during the treatment you don’t know
what to ask and you don’t remember to ask about things that are
on your mind.’

‘A jump to the unknown scared — and also the poor prognosis.’

‘The uncertainty about what type of treatment to select, surgery,
radiotherapy or something else.’

PV, polycythemia vera.
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obtaining a support person from the cancer society. The
familiarity of the internet was another motive for turn-
ing to the internet. The experience of frequent surfing on
the internet and the extensive use of computers helped
patients to gain information easily. The advantages of the
internet were undeniable. Anonymity was important: it
was significantly easier to express difficult concepts than
to express such thoughts face to face. It was also possible
to obtain information rapidly and with no time restric-
tions. Patients could seek information on the internet
when they had the time and when it was needed, no
appointments were required. In addition, it was possible
to return to the matter at a later date, if there was a need.

A lack of support outside the internet often led partici-
pants to the internet. One important factor in this respect
was that often the public healthcare system did not meet
the patients’ needs. It was felt that doctors and nurses
provided only critical information related to the situation,
drugs and the side-effects of drugs. The information
received during appointments with doctors was scanty,
the guidance at the hospital was insufficient and the infor-
mation leaflets for patients were old. When information
and support were not found elsewhere, the only option
was to turn to the internet. The inaccessibility of profes-
sionals was related to the hastiness of staff, which resulted
in insufficient time to ask questions of concern. When an
oncologist in public healthcare did not have time and it
was too expensive to consult a private oncologist, the only
alternative was to turn to the internet.

The negative experiences caused by the illness included
uncontrolled feelings that were related to the situation
and the perceived threats. Uncontrolled feelings about the
situation arose when patients did not know what to ask,
did not remember to ask their questions or questions did
not come to mind until they were at home. In such situ-
ations, when the patient required information, the inter-
net was felt to be the most appropriate avenue. Doctors
offered very little information, and the patients were
unable to handle the information received. Perceived
threats were associated with the feelings caused by the
illness and the real threat to life. Becoming ill when young
or as a mother of young children, as well as a poor prog-
nosis, caused fear. Suspicion of cancer brought insecurity.
Selection of the type of treatment, radiotherapy, surgery or
something else, also caused uncertainty.

DISCUSSION
Trustworthiness of the study

In the study, the rigour was reviewed through the assess-
ment of trustworthiness. Trustworthiness represents
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methodological soundness and adequacy and it is des-
cribed using terms such as dependability, credibility,
transferability and conformability (Guba & Lincoln 1989).
In the present study, dependability meant that all phases
of the research process were described as accurately as
possible. The analysis aimed at consistency, accuracy and
transparency. The categories and subcategories that were
developed by the first author, and cross-checked and con-
firmed by the other authors, were described precisely so
that the experienced reader could see what they consisted
of. Credibility in qualitative research means that the par-
ticipants recognise the meaning that they themselves give
to a research topic. The research findings must be com-
patible with the perceptions of the people under study
(Holloway & Wheeler 2010; Polit & Beck 2010). In the
present study, the research findings could not be returned
to the participants for verification because of the nature
of the online survey and because the researchers did not
have the e-mail addresses of the participants. This may
have weakened the credibility of the study. Transferabil-
ity means that the findings obtained in one context can be
transferred to similar situations or participants (Holloway
& Wheeler 2010; Polit & Beck 2010). To achieve transfer-
ability, the authors sought to describe accurately the par-
ticipants, their selection criteria and the study context.
One limitation of the present study is the transferability
of the results. Because the majority of the participants
were women and breast cancer patients, the result may
not be transferrable to more heterogeneous cancer popu-
lations. But on the other hand it is eventually the readers
who decide whether the results are transferable or not
(Graneheim & Lundman 2004). Conformability means
that the results and conclusions, which correspond to the
objectives of the study, are not the results of the research-
er’s own presumptions and preconceptions. The subjectiv-
ity of the researchers was not disregarded but they were
aware of it at all times (Holloway & Wheeler 2010; Polit &
Beck 2010).

Discussion of the results

The purpose of the study was to identify the causes
that led the participants to use the internet as a source of
social support. The initial stimuli and the motives to use
the internet as a source of social support were analysed
separately, but in this discussion they are considered
jointly because of the similar answers that were obtained.
Information was desired and sought on issues related to
the illness, and at different phases of the illness. Some-
times the cancer was rare, and it was difficult to obtain
information even from doctors or, in other cases, the
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participants had no previous information about cancer. A
general interest in what had been written about the issue
of concern stimulated the search for information. The
information received on the internet from official sources
was considered to be important and reliable. These results
are consistent with those of earlier studies, for example,
by Fogel et al. (2002), Rozmovits and Ziebland (2004),
Ziebland et al. (2004), Dickerson et al. (2006) and Li et al.
(2011).

As a reason to turn to the internet, the need for emo-
tional support was associated with negative feelings.
Seeking for peer support was often associated with the
initial stage of the illness and when the patients had no
peers within their circle of acquaintances. It was signifi-
cant to note that people who had had the same experi-
ences provided the best support. Participants who received
support also offered it to the others. Fogel et al. (2002) and
Rimer et al. (2005) stated in their reports that emotional
support is sought almost as often as informational
support, and this confirms the results of the present study
with regard to the need for both peer support and emo-
tional support. The study of Meier et al. (2007) empha-
sised the importance of giving peer support, which was
also identified in the present study. Negative feelings,
such as disappointment, insecurity and fear, increased the
need for emotional support and therefore were initial
stimuli to use the internet (see Martin & Youngren 2002;
Josefsson 2005; Sandaunet 2008).

A lack of other sources of support outside the internet
was a key reason for seeking social support on the inter-
net. For example, this was the case when public health-
care sources did not offer information or support and
support could not be found elsewhere. The inaccessibility
of professionals was a further reason to turn to the inter-
net (see Rozmovits & Ziebland 2004). Even if informa-
tion was obtained, for example, from a doctor, the patient
was often unable to handle it, or forgot to ask important
questions. Rozmovits and Ziebland (2004) also found that
hospitals are not considered to be the best source of infor-
mation and sufficient information is not offered voluntar-
ily, which affects the status of cancer patients, who often
do not know what questions to ask. However, patients
with cancer appreciate this information more than they
appreciate information from other sources (e.g. Norum
et al. 2003; Clarke et al. 2006; Li et al. 2011). Healthcare
professionals should also remember that matters with
which they are familiar are not necessarily clear for
patients with cancer. One cancer patient reported that the
information obtained from the doctor did not provide any
idea of what the disease is by nature, and it was felt that
the doctor expected the cancer patient to know what the

© 2013 Blackwell Publishing Ltd
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terms stage and grade meant. Fear, uncertainty and poor
prognosis were seen to be threats caused by the illness
(see, e.g. Coleman et al. 2005).

The availability of advanced information technology
enabled easy communication and access to informa-
tion. The word that the study participants used most
frequently when referring to the internet was ‘easiness’.
The participants felt that the internet was an easy way to
receive information and also a natural way to search for
information. However, it was easy only if the patient was
already familiar with the internet. The internet was con-
sidered to offer many additional advantages, for example,
accessibility 24 h a day 7 days a week, anonymity and
privacy, and together these factors were the initial stimuli
to use the internet as a source of social support (e.g.
Martin & Youngren 2002; Im et al. 2007). Similar themes
have also been found in previous studies; for example, in
the study of Rozmovits and Ziebland (2004), access to the
empirical knowledge of other cancer patients was appre-
ciated. In addition, in the study by Schultz et al. (2003),
the internet was seen as a practical tool that could help
to distribute information among people with the same
experiences.

CONCLUSION

Patients may turn to the internet on multiple grounds.
The need for information and emotional support is enor-
mous. The inability of the public healthcare system to
meet their needs leads many cancer patients to the inter-
net. In addition, the uncontrolled feelings that are related
to the situation and to different threats from the illness
are among the negative experiences that lead cancer
patients to seek social support on the internet. Advanced
information technology makes social support available in
an anonymous fashion and regardless of the time of day
or the geographical location of the contributors. Cancer
treatment is focused in major hospitals, to which cancer
patients sometimes have to travel a considerable distance.
The question arises as to whether nurses should become
more familiar with techniques of virtual communication
in order to provide social support for their patients with
cancer when needed. For example, nurses can contact
their patients after the diagnosis phase or after treatments
and respond to their questions. This is very important as
patients may not remember everything that they have
been told at the hospital. Nurses should also be able to
suggest trustworthy websites for their patients where it
is possible to find reliable information. It would be inter-
esting to research the effects of virtual communication
between nurses and cancer patients on the well-being of
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patients, or from the perspectives of both nurses and
cancer patients, and to evaluate whether such ‘eHealth’
activities are valuable. It is important to involve health
professionals in online support groups because, according
to previous studies, participants read and post signifi-
cantly more messages in professionally moderated online
support groups than in peer-led groups (e.g. Klemm 2012).
The importance of research on virtual communication is
also increased by the fact that the medical professionals
are not always available when cancer patients need to
contact them but communication via the internet might
overcome this problem. It is also important that the
non-profit sector together with the public healthcare
sector develop their web pages to better meet the needs of
patients with cancer. This study provides some ideas on
what kind of problems patients with cancer are dealing
with and what are their motives for turning to the inter-
net. For example, young patients with cancer or patients

with a rare cancer may need to turn to the internet
because there is no other way to get support or informa-
tion, as one cancer patient described her situation. It is
important to develop the website to meet the needs of
these cancer patients as well.

Furthermore, the online social support theory was
used as a framework to guide the present study. It can be
assumed that the present study has contributed to devel-
oping knowledge related to online social support as well
as to building an awareness of the potential value of
online social support, as LaCoursiere (2001) has stated.
The importance of the theoretical framework is seen
in the findings of the present study in the way how the
findings distinguish the initial stimulus that pushes
cancer patients to the internet and the actual reasons that
motivate the cancer patients to continue the use of the
internet. The initial stimuli and actual motives to use the
internet mean different things to different people.
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The Internet has made it possible to gain almost unlimited
health and illness-related information. Today, 86 % of Finns
are Internet users." Of Finns, 72% access the Web daily
or almost daily." Internet users tend to have higher in-
comes and education,” and they may write better than
do those with less education, and their messages often con-
tain references to employment and occupation in addition
to their disease.> Many patients with cancer use the In-
ternet to seek information and emotional support. Nearly
half of patients with cancer (42 %) search for medical infor-
mation and nearly as many search for emotional support.*

The Internet offers different kinds of support for pa-
tients with cancer. Earlier studies indicate that patients
with cancer use the Internet to search for information on
the disease. Patients with cancer often look for informa-
tion about treatments, treatment options, and coping with
adverse effects. They may also utilize the Internet to seek a
second opinion or validate the physician’s instructions.*”
Disease- and treatment-related information is needed the
most after diagnosis and during treatments.'® In addition
to disease-related information, emotional support is very
important for patients with cancer. They may search for
and provide emotional support to other patients on the In-
ternet.!">'? Reading about the experiences of other patients
with cancer can help individuals to cope more effectively
and help reduce uncertainty and anxiety.*®!"1314 Telling
their story on the Internet can help break the isolation that
patients may experience after a cancer diagnosis. Internet
support communities can empower patients with cancer
and play a major role in their well-being and rehabilita-
tion."> Empowerment may be described as a feeling that one
is better informed and as providing greater social wellness.'®

Expertise developed through the Internet in terms of
familiarity with a body of medical and experimental knowl-
edge about the illness enables a new kind of social fitness

2.8 ANCC
Contact Hours

Patient education in the public healthcare system
does not necessarily meet the needs of patients
with cancer. Because of this, they may turn to the
Internet, or they are guided to electronic sources
of social support. The purposes of this study were
to describe what kind of social support patients
with cancer receive from the Internet and its
meaning for them. The data were collected using
an online survey that consisted of open-ended
questions based on a theory of online social sup-
port. The data were analyzed using an inductive
content analysis. Online social support consisted
of three categories: disease-related information
from reliable sources, supportive interaction en-
hancing positive emotions, and practical tips for
daily life with cancer. Three major categories re-
lated to the meaning of online social support were
identified: peers helping make life easier, empow-
erment, and inadequate support. The findings can
be utilized in tailoring educational interventions for
patients with cancer. In the future, the long-lasting
effects of online social support need to be examined.

KEY WORDS

Cancer - Internet « Social support

for patients with cancer.>'” Practical advice offered by
others may help a patient with cancer to cope with dif-
ferent problems caused by the disease and its treatment.
Providing advice on how to communicate with healthcare
professionals may be a rewarding role for the support
provider.*”

Currently, there have been only a handful of studies
(eg, Klemm,® Ziebland et al®) that have examined cancer
patients’ needs or experiences online using a qualitative
approach. These studies have focused either on a limited
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topic or on a limited cancer patient group, usually breast
cancer patients. From this point of view, the purposes of
the present study were to describe what kind of social sup-
port cancer patients receive from the Internet and what the
meaning of this social support is to them.

2| THEORETICAL BASIS

The theoretical framework of the present online sur-
vey was the online social support theory developed by
LaCoursiere.'® In this theory, online social support is de-
fined as the cognitive, perceptual, and transactional pro-
cesses that help to achieve beneficial outcomes in healthcare
status, perceived health, or psychosocial processing abil-
ity. The theory of online social support consists of four
sections, of which two are used as a basis for the present
online survey, namely, mediating factors and the out-
comes of online social support. Mediating factors are di-
vided into four categories, two of which are relevant to the
present study and used as background questions (eg, health
factors, demographic factors). An open-ended question was
used to garner information about participants’ perception
of their health. Two kinds of outcomes were identified in
LaCoursiere’s theory: quantitative and qualitative outcomes.
Quantitative outcomes occur on the perceptual level of
online social support as a result of support mediation and
on the cognitive level as a result of information processing,
and both are testable outcomes.'® In the present study, the
qualitative outcomes were of interest. The qualitative out-
comes of online social support occur as a result of eval-
uative functions of online social support. Based on the theory,
evaluation questions would focus on contextual processes of
communication and experience.'® Therefore, the outcomes
of online social support as presented in this study were ex-
amined using two research questions: what kind of social
support patients with cancer received from the Internet
and what the meaning of social support was to them.

M meTHODS
Setting and Sampling

The participants of the present study were at least 18 years
old, diagnosed with cancer and who visited and/or par-
ticipated in the Internet discussion forums of the Cancer
Society of Finland. This organization was selected as the
study partner because it is one of the largest nonprofit
public health organizations in Finland and has about
140 000 members. Four discussion forums were selected
for inclusion in the study by a representative of the Cancer
Society. These included the following: (1) a forum for pa-
tients with cancer who live on life-support medication. In
this group, patients with cancer and their relatives may

reflect, for example, on issues related to treatments and
what it is like to live with a chronic disease; (2) a general
cancer forum that provided discussions about cancer-
related issues; (3) a forum for women’s cancers; and (4)
a forum for men’s cancers. The women’s and men’s fo-
rums provided a venue for gender-specific issues facing
individuals with cancer.

Although the discussion forums of the Cancer Society
of Finland were places from which participants were re-
cruited, the focus of the study is on the views of patients
with cancer in general who are using the Internet. There-
fore, responses of the participants may include the general
Internet, discussion forums, Facebook or Twitter, or other
cancer-related Web pages (eg, home pages of cancer pa-
tients). These responses are not distinguished in this study
and the word “Internet” is used as an umbrella concept.
The discussion forums of the Cancer Society of Finland
are public media, and they are monitored by the admin-
istrator of the Cancer Society to avoid inappropriate,
obscene, or hurtful messages, but they do not have a pro-
fessional facilitator. The online survey was placed as a
link on these four discussion forums in order to obtain as
heterogeneous data as possible. Registered users who vis-
ited and/or participated in these four discussion forums
were eligible to participate in the study.

Data Collection

Because there were no existing questionnaires for
LaCoursiere’s theory of online social support, an online
survey was developed for this study by the researchers
according to the suggestions of the theory developer.'®
The online survey was pilot tested with volunteer patients
with cancer to confirm the feasibility of the questions. On
the basis of the pilot testing, no changes were made.

The data were collected in May 2010. Patients with
cancer who visited the discussion forums and opened the
Internet link to the study information had the opportunity
to complete the form and submit it by clicking “save.” To
check the number of the participants and the content of
the responses, the data were reviewed daily in order to
provide ongoing analyses of the data until saturation was
reached"? Sixty-four of 74 responses (86 %) were received
during the first week. No responses were achieved during
the last data collection week. After 21 days, the research-
ers decided to discontinue the data collection because no
new information, concepts, or aspects were obtained, and
redundancy was achieved.*”

Data Analysis

The open-ended questions were analyzed manually using
an inductive content analysis.”>*! The open-ended ques-
tions were as follows: (1) “what kind of support have you
received through the Internet?” and (2) “what is the meaning
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of online support to you?” Because the data were already
in written form, no transcription was needed. In the prep-
aration phase of the inductive content analysis process,”*
the unit of analysis was selected. The unit of analysis con-
sisted of either one word or an entire expression (n = 393).
In the organizing phase,” the data were read several times.
Guided by the research questions, patterns were identified
(open coding). After repeated reading, the patterns found
in open coding were grouped into major categories with
subcategories according to their similarities or dissimilar-
ities. The contents of the categories and subcategories were
compared with each other in order to ensure they belong
to a particular group and in order to provide a means of
describing the phenomenon under study.”* When organiz-
ing the data, the original expressions of the participants
were used to keep the analysis as rich and evidentiary as
possible.?**3 The categories and subcategories were iden-
tified with words that characterized the content and were
reviewed several times before consensus was achieved among
the researchers. The responses regarding mediating factors
were quantified using descriptive statistics.

Ethical Considerations

The ethical principles of research were followed to protect
the participants’ rights: autonomy, privacy, anonymity,
confidentiality, and nonmaleficence.”">* The participants
of this study were able to voluntarily choose whether to
participate or not. The Internet link in the four online dis-
cussion forums providing information about the survey
and the form was open to registered visitors with cancer.
They could, at any time, discontinue completion of the
form without penalty. Everyone who was interested in the
study and met the inclusion criteria was eligible to par-
ticipate. Because of the nature of the online survey, the re-
turn of the responses electronically to the researchers was
considered an informed consent. During the data collec-
tion and analysis, privacy and anonymity were ensured by
storing the data electronically behind a username and a
password. The data were collected so that it was impos-
sible to track the e-mail addresses or other identifying in-
formation of the participants. The research permit was
obtained from the Cancer Society of Finland, and the re-
search proposal was approved by the Scientific Further
Education Board at the University of Tampere, Finland.

2l Rresurts

Participants

Sixty-four women (87%) and 10 men (13%) participated
in the study. Thirty participants (41%) were 51 to 60 years
of age. Nearly one-fourth (24%) had a university degree.

The majority of the households (84%, n = 62) consisted of
one to three persons in addition to the participant. In the
responses to the open-ended question on perceived health,
the participants responded that their current health was
either good (n = 54, 73%), moderate (n = 13, 18%), or
poor (n=7,9%) (Table 1).

The most common cancer was breast cancer (42%).
The majority of the cancers (n = 67, 91%) had been di-
agnosed between 2004 and 2010.

The Social Support Received From
the Internet

The first open-ended question that participants were asked
to answer focused on the kind of social support they re-
ceived from the Internet. Three major categories were iden-
tified from the responses: disease-related information from
reliable sources, supportive interaction enhancing positive
emotions, and practical tips for daily life with cancer. In
addition, 14 subcategories of social support were gleaned
from the data (Table 2).

The category of disease-related information from reli-
able sources included information about experiencing the
disease, treatments, and treatment options, as well as in-
formation from reliable sources and communication with
professionals. The participants wanted “information on
experiences of the disease” itself that was specific to the
type of cancer they had. Information related to the disease

=
Participant Characteristics (n = 74) l‘

n (%)
Gender Female 64 (87)
Male 10 (13)

Age <40 6 (8)
41-50 21 (28)
51-60 30 (41)
61-70 16 (22)

>71 1(1)
Education University 18 (24)
Polytechnic or college 29 (39)
Vocational 25 (34)

No education 2 (3)
No. additional 0 7 (10)
people living 1 31 (42)
in the same 2 17 (23)
household 3 14 (19)

4 3 (4)

5 1(1)

6 0 (0)

7 1(1)
Perceived health Good 54 (73)
Moderate 13 (18)

Poor 7 (9)
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‘%

The Social Support Received From the Internet
Subcategory

“

Category

Information on experiences of the disease
Information about treatments and treatment options
Information from reliable sources

Communication with a professional

Peerness

Interaction with peers

Inner strengthening

Channel for releasing pressure and stress

A place for entertainment

Spiritual experiences

Advice and instructions on searching for information
Advice on problems caused by the disease
Advice on coping with the disease treatment
Instructions on personal rights

Disease related information from
reliable sources

Supportive interaction enhancing Social support received

positive emotions from the Internet

Practical tips for daily life
with cancer

included the diagnosis and medical tests. The participants
also searched for information related to the progression
of the disease, adverse effects, and life expectancy. Some
participants reported that they looked for information
without defining what specific information they needed.
Information on being ill was considered important. Some
participants stated, for example, “basic information on the
disease, the diagnosis, lab tests.”

“Information on treatments and treatment options” was
focused on treatment methods, treatment options, and ad-
verse effects of treatments. Many participants reported
that information on adverse effects was useful. When pa-
tients know that a specific symptom occurs in others, they
may realize that it is part of the disease in a way. “Infor-
mation from reliable sources” included research findings
and facts provided by other cancer patients and cancer-
related information from the Web sites of the Cancer
Society and hospitals, as well as from international sources,
for example, “the latest articles and research results easily
from the Internet” and “expert information.”

“Communication with professionals” consisted of com-
munication with the oncology nurse at the hospital. The
participants had communicated with an oncology nurse,
but they considered the threshold to initiate contact to be
high. Supportive interaction enhancing positive emotions
consisted of “peerness” and interaction with peers. Patients
reported that supportive interaction helped them find their
inner strength. The Internet also functioned as a channel
for releasing pressure and as a place for entertainment,
both of which were reported as part of the supportive in-
teraction, as well as spiritual experiences. “Peerness” con-
sisted of peer support and peer friends. Participants sought
peer support from patients who had gone through the same
experiences. The participants looked for peer support to
help with issues associated with their disease. They men-
tioned face-to-face meetings, finding someone to talk to,

exchange of opinions, and reading about peer experiences
as forms of “interaction with peers.” Participants some-
times arranged face-to-face meetings, and some had found
understanding and long-term friends with whom to talk.
The participants referred to reading the online messages of
others and commenting on them as an exchange of opin-
ions. Participants also reported that reading about the ex-
periences of their peers was helpful. For example, one
participant wrote that “Of course, it was also helpful to
read about the experiences of companions in misfortune.”

“Inner strengthening” was described as the feeling of
not being alone with the disease. The encouragement,
support, and consolation received from the Internet and
hope and faith in recovery and becoming cured and caring
were factors that increased inner strengthening. For ex-
ample, “I have realized that you can actually survive this
disease like any other.”

As part of supportive interaction, the participants noted
that the Internet functioned as “a channel for releasing
pressure.” They reported that they could even argue with
peers on the Internet without worrying about it. One par-
ticipant wrote that “Possibility to argue without worrying
about it too much, about XXXX’ health care reform/
European healthcare.”

This activity helped release their emotional pain, and in
this way they were able to avoid burdening their families
too much. When the participants did not want to think
about the disease and wanted to be cheered up, the
Internet functioned as “a place for entertainment.” Spir-
itual experiences on the Internet in the form of spiritual
help, such as prayers, were also mentioned as helpful.

Practical tips for daily life with cancer consisted of many
kinds of instructions and advice. This included searching
for information, problems caused by the disease, treatment
of the disease, and personal rights. The participants re-
ceived “advice on searching for information” from their
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peers. Information provided by peers helped many patients
with cancer enhance their knowledge related to their dis-
ease. The participants also received guidance from their
family and professionals when searching for information
about their cancer. For instance, a doctor explained that it
is useless to read research studies more than 5 years old. The
participants discovered “advice on problems caused by
their disease” from the Internet. The participants found
advice from the Internet that they had not received from
the hospital’s cancer clinic. In addition, participants found
advice for difficult situations and answers to questions that
they had not even come to think about. “Advice on coping
with the disease treatment” was related to coping with the
adverse effects of the treatments and cytotoxic treatments.
For instance, one patient with cancer had received good
advice from another patient with cancer on wearing frozen
gloves during a docetaxel infusion in order to avoid nail
damage, and this way the patient was able to receive the
treatment. A patient with cancer reported that:

| have gotten tips on, for example, coping with the
adverse effects of treatments; using frozen gloves during
Taxotere infusions has made these treatments possible,
as the treatment had to be stopped the last time because
of severe nail damage.

“Advice on personal rights” was also accessed from the
Internet. Some participants received advice to ask for their
personal patient documentation in writing from their health-
care professional. Advice and instructions were also related
to social security and the compensability of drugs.

The Meaning of Online Social Support

The second open-ended question that participants were
asked to answer was “What is the meaning of online
support to you?” Three major categories were identified
from the data: peers helping make life easier, empower-
ment, and inadequate support. In addition, 10 subcate-
gories were derived from the data (Table 3).

The category of peers making life easier consisted of the
peer community, peers helping to carry the load, becoming

Table 3

The Meaning of Online Social Support
Subcategory

understood, and the possibility of interaction. The “peer
community” was strengthened by the fact that others were
in the same situation. Patients with cancer were not alone,
but there were others who had gone through the same ini-
tial shock and the same experiences in general. The peer
community was also strengthened by identification with
others. The virtual peers were seen as an important support
network in addition to the participants’ own family. The
participants wrote that the Internet increased the amount
of support they received in general, and some participants
were even dependent on it. Support was reported to be
invaluable especially in the early phase of the disease and
during the treatments. Some participants wrote that:

I’'m definitely not alone, but others who have gone through
the same initial shock have the same kind of experiences.

| always have a friend there.

The peers also affected the lives of the respondents by
helping to “share the load.” Peer messages were often read
on a daily basis, and the participants stated that the fellow
patients were on their side. One participant wrote that

The importance has been big because | haven't had to
burden my close relatives all the time. | recommend the
Internet for sharing your journey with the disease, although
it should not be your only companion.

The Internet also functioned as a channel for releasing
anxiety. The subcategory of “becoming understood” was
described as the way that the experiences of others helped
to understand one’s own situation, and the participants
wrote that only people who have gone through the same
can best understand what it is like to have cancer. Through
the Internet, there was “a possibility for interaction.” For
many, the people on the Internet were discussion partners
in solitude. The participants often wrote that the Internet
was their connection to the rest of the world. For example,
“Great importance. I would be isolated without the Internet.”

Empowerment was seen in strengthening and knowl-
edge, as well as in independence. “Strengthening” was de-
scribed as the way that support from the Internet gave
strength. Hope of survival was seen as a paramount issue,

€%

Category

Peer community

Peers sharing the load
Becoming understood

Possibility of interaction
Strengthening

Knowledge

Independence

Support was not received
Limited support

The support has negative effects

Empowerment

Peers helping make life easier

The meaning of online social support

Inadequate support
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and the participants looked for this kind of hope from
persons who had experienced the same and who seemed to
understand them the best. Hope was particularly impor-
tant when the participant received the information that
he/she might only survive a few months with cancer. The
social support received from the Internet was also seen in
how faith in recovery was strengthened. Coping in every-
day life was influenced by the support received from the
Internet so that it improved the participant’s mood and
cheered him/her up. Some participants mentioned that
they started to feel better when they discovered that things
could be even worse. One participant wrote that:

Also the point that you have to be realistic about your
situation. | have lost some of my companions in
misfortune, but you shouldn’t fall into despair.

Empowerment was also seen in the “knowledge” of the
participants. The Internet provided information to the
participants that they did not receive from the hospital
staff. Information about the disease was seen as impor-
tant by the participants and helped them to tolerate the
adverse effects of the treatments better. The participants
were able to compare their own knowledge with infor-
mation from the Internet and increase their own under-
standing. For example:

Before visits to the doctor, | have often prepared by
looking for basic information on issues that are currently
relevant. Or | will increase my understanding after a visit
to the doctor, and so on.

The support received from the Internet increased em-
powerment through “independency” and increased the
choices available to the participants. The fact that infor-
mation from the Internet was easy to get increased the in-
dependency of the participants because there were no time
restrictions, and making appointments was not needed.
The participants were able to access the Internet when
needed. Anonymity enabled the free expression of emo-
tions regarding how it felt to be a cancer patient, and the
contact threshold to reach for support from the Internet
was low.

Sometimes, online support was inadequate. In these cases,
the participant received no support at all, or the support
was considered limited or thought to be negative in nature.
Some participants had not received support from the In-
ternet, reporting that they had written comments to the
forums, but nobody had answered them. They thought
that this was due to them having an easier experience with
cancer. Some participants reported that they had tried to
find online support, but had not been able to find peers
or could find only a few of them. Some participants re-
ported that they had not received support because they
had not looked for it. Other participants noted that
“support from the Internet was limited.” Some partic-
ipants also mentioned that the support received from the
Internet had a “negative effect.” When the support was

negative in nature, it led to anxiety and caused the par-
ticipant to think about the disease all the time and left the
participant alone with the disease causing distress. For ex-
ample, one participant stated that

Especially in the beginning, for example, discussion
forums were even distressing, and | often felt that they
were more trouble than they were worth.

2l piscussion

The current study aimed to address questions about what
kind of social support patients with cancer received from
the Internet and the meaning of this support to them. In
studies related to patients with cancer and the Internet,
the participants are usually well educated, predominantly
female patients with cancer, and middle-aged,****** as
was the case in this study.

The Social Support Received From
the Internet

The social support received from the Internet consisted of
disease-related information from reliable sources, suppor-
tive interaction enhancing positive emotions, and prac-
tical tips for daily life with cancer.

Patients with cancer search for reliable information re-
lated to their illness and experiences of it. In Rimer et al,*
the participants (N = 293) used mailing lists to obtain
information on how to deal with cancer, to gain support,
to learn about other patients’ experiences, and to help
others. In this regard, the results of this study are similar.
In a qualitative study by Ziebland et al® (N = 175) on how
men and women talk using the Internet, the results are
also similar to our results. In that study, participants used
the Internet to seek support and experiential information.
The category of information from “reliable sources” iden-
tified in the current study was reported by others. For
example, in a qualitative study by Clarke et al,*® both male
and female cancer patients considered staff to be a pref-
erable information source, which was also mentioned in
our study as a reliable source of information.

The present study differs from the study mentioned pre-
viously and from the study of James et al*” in one aspect.
They examined cancer patients’ (N = 800) and carers’
(N = 200) use of, and attitudes to, the Internet as an in-
formation source compared with other media. Hospi-
tals, doctors, and leaflets, which may be considered reliable
sources of information, as well as family, were mentioned
as primary information sources. In the current study, the
participants also considered official or scientific sources
of information to be reliable. However, family members
were not mentioned in our study as a reliable source of
information at all. Healthcare professionals and especially
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physicians as a source of information were valued by par-
ticipants in our study.

Patients with cancer find a wide range of support from
the Internet. For patients with cancer, sharing experiences
with peers and access to experimental information were
highly valued. Participants in the qualitative study by
Rozmovits and Ziebland,'® which included prostate and
breast cancer patients (N = 28), stated that experiences
of people in a similar situation were both informative and
reassuring. Communicating with others with a similar con-
dition was a reason for every fifth cancer patient (N = 293)
to use the Internet in a study by Rimer et al.* These find-
ings are in line with the present study. In contrast to pre-
vious studies, we did not find any expressions that would
be described in terms of cancer awareness. For example,
Ginossar”® found the category of politics and advocacy in
her study that examined 1432 e-mail messages posted in
two online cancer communities (lung cancer and chronic
lymphocytic leukemia).

In addition to the information and support, cancer pa-
tients value practical tips for daily life with cancer. In their
quantitative substudy with 41 respondents, LaCoursiere
et al'' reported the phenomenon of patients receiving
instructions from peers on finding information. In their
qualitative online forum study (N = 16, 81% women) ex-
ploring patients’ attitudes toward Internet cancer support
groups using a feminist perspective, Im et al.'* have noted
that patients look for advice on the Internet on different
problems caused by their disease. Instructions related to
the treatment of the disease, such as coping with adverse
effects of treatments, were reported as an important is-
sue in Rimer et al.* Advice on personal rights, such as
social security and the compensability of drugs, was part
of practical support. These studies reflect the findings in
the present study. Other researchers have stressed the im-
portance of financial advice.*®*’ In this study, financial
issues were mentioned in terms of compensations of drugs,
but they were not related to income issues. This may be due
to the fact that all people living in Finland are included
within the scope of health insurance. This is paid as sick-
ness benefit, reimbursements for medicines, travel expenses
when receiving treatment, private healthcare costs, pri-
vate dental care costs, reimbursements for examinations,
and treatment prescribed by physicians.>°

Meaning of Online Social Support

Social support received from the Internet manifested itself
in the way that peers helped to make life easier, in em-
powerment, and as inadequate support.

People who had gone through the same experiences,
who were the same age, and who had had the same treat-
ments were highly valued in the present study and in the
study by Rozmovits and Ziebland.'® Im et al'* reported
that cancer patients valued being members in a group and

appreciated meaningful interaction with others, espe-
cially if they had difficulties interacting with their fam-
ilies or friends because of the illness. A qualitative study by
Broom®! explored how Australian patients with prostate
cancer perceive and experience online support groups. On-
line groups were seen as useful because one could share
feelings of weakness and vulnerability on the Internet and
avoid straining the next of kin, as was found in the present
study. In her article based on data from three related stud-
ies using a qualitative approach, Josefson** concluded that
patients’ online communities provide not only medical
facts but human understanding as well. The expressions
of understanding one’s own situation and being under-
stood were also found in the current study.

One aspect of social support received from Internet was
empowerment. Radin® found themes related to strength-
ening through which cancer patients became empow-
ered. These are in line with the findings in this study. For
example, supportive messages in time of stress, good wishes,
and prayers were exchanged. A phenomenological study
by Dickerson et al,® which aimed to describe experiences
of cancer patients (N = 20, all women) using the Internet
for information and support to manage the self-care as-
pects of illness and treatment, including symptom man-
agement, also showed that the empowering of patients
as partners in decision making was shown to enhance
their coping with the disease. The issue of being informed
was mentioned in the current study as well. Independency
as a part of empowerment has not been noted in earlier
studies. In the current study, it was reported in terms of
freedom to choose between an online support person or
to have a support person from the cancer society, having
no time restrictions (to get the information when needed),
and freedom to express feelings.

Sometimes, online social support was inadequate. Fogel
et al*? also reported that those using the Internet for breast
health issues did not benefit from tangible social support.
In our study, inadequate support was also related to the neg-
ative side of social support in addition to tangible support.

Limitations of the Study

In the current study, “Internet” was used as an umbrella
concept. Therefore, it was not possible to confirm where
exactly the patients with cancer received online social
support (eg, support groups, educational sites, and cancer-
related sites). This study utilized the theory of online social
support espoused by LaCoursiere'® to guide the data col-
lection. To our knowledge, this theory has not been used
in other research as a framework for evaluating online
support for cancer patients. However, the developer of the
theory provided some suggestions about how the theory
can be implemented in future research.'® This may have
been a limitation of the present study, but the research-
ers hope to contribute to building an awareness of the
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potential value of online social support, an aim supported
by LaCoursiere.'®

The sample selection was a convenience in nature
and chosen by a representative of the Cancer Society of
Finland. Only those visitors who had access to the four
selected discussion forums were included. Another limi-
tation of the present study was a lack of diversity among
the participants, particularly regarding gender. The partic-
ipants were predominantly women. Although the Internet
link to the study was placed on four different discussion
forums, male patients with cancer were less likely to par-
ticipate. Also the fact that the majority of cancer types
were women’s cancers may limit the transferability of the
findings. Further investigations in a more heterogeneous
sample of patients with cancer will provide a better under-
standing of online social support. In this study, a member
check was not used because of the nature of the online
survey. The researchers did not have the e-mail addresses
of the participants. This may have weakened the credi-
bility of the study.

2 concLUSION

The findings in this study suggest that patients with cancer,
especially female patients with cancer, are turning to the
Internet to receive information from reliable sources and
support as well as practical tips for daily life with cancer.
In nursing, it is essential to be aware of those information
sources patients with cancer use in order to guide them to
reliable Web sites.

It is very important that healthcare personnel treating
patients with cancer identify different needs for support.
It is also important to identify patients who do not look
for support on the Internet and who might need another
kind of support mechanism (eg, face-to-face support, in-
dividual counseling). The key question to consider, how-
ever, will be how persons not using the Internet will receive
social support in the future because the delivery of sup-
port is shifting toward the Internet.

Implications for Practice and Research

The major categories identified in this study can be utilized
as a structure or framework when tailoring educational
and supportive interventions for patients with cancer either
face-to-face or electronically.

Because earlier studies examining the experiences of
online support of patients with cancer are mainly cross-
sectional, the long-lasting effects of online support need
to be examined in the future, for example, by using the
identified categories.

In the present study, the theory of online social support
was used; however, only two sections of the theory were
utilized, namely, mediating factors and qualitative out-

comes. Therefore, in the future research, it is important
to use also other sections of the theory (eg, the process
of online social support) in order to understand through
which mechanisms individuals with cancer achieve ben-
eficial outcomes and not only the outcomes of online
social support.
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Purpose: To describe the phases of the cancer trajectory when social support, in the form of electronic
counselling services, as provided by the non-profit cancer societies, is needed, as well as how these
services are integrated into the cancer care in public healthcare.

Methods: In this descriptive qualitative study a purposive sample of patients with cancer (n = 12) were
interviewed. The data were content analysed inductively.

Results: Social support was needed when emotional well-being was weakened, when the body broke,
when the care pathway induced unawareness, and when empowerment needed strengthening. There
was no need for social support when well-being was considered in balance. The electronic counselling
services were integrated into cancer care by supporting the patient with cancer emotionally, developing
the informational expertise of the patient with cancer, expanding the opportunities for support, and
supporting public healthcare. Integration required improvements to the actions of the patients and
various actors involved in the healthcare system. There was no integration due to the health status of the
patient and the sufficiency of the primary support sources. The received social support was not inte-
grated into the actual cancer treatment process of the patient with cancer in the public healthcare
system.

Conclusions: The phases of support needed in the cancer trajectory as defined by the patient differ from

the traditional biomedical phases of treatment.

© 2016 Elsevier Ltd. All rights reserved.

1. Introduction

Cancer and its treatments may cause a wide range of physical,
informational, emotional and social unmet needs in the cancer
trajectory of patients (So et al., 2013). These needs may not be met
by public healthcare and therefore, patients with cancer may need
to turn to other sources of social support (Yli-Uotila et al., 2013).
Social support needs are predominantly studied by the phases of
disease treatment, leaving relatively little attention paid to how the
patients define these phases (Fowler et al., 2013). When searching
for social support the non-profit cancer societies play an important
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role for patients, but the research on how the electronic counselling
services (ECS) of the cancer societies, including telephone, email,
and online chat counselling, are integrated into the cancer care in
public healthcare are currently neglected.

During the cancer trajectory, cancer itself and its treatments
raise many issues and may have profound implications on patients’
lives. Patients with cancer may experience physical disabilities,
severe fatigue, depression, changes in body image and sexual
function, difficulties in adjusting to daily living and fear of recur-
rence (Mohamed et al., 2014; Peters et al., 2014; Simard et al., 2013).
It is evident that in addition to medical care, patients need sup-
portive care services in the cancer trajectory. While the medical
care in Finland is performed mainly in the public healthcare system,
supportive services are mostly offered by non-profit cancer soci-
eties. Social support, as resources given or received by other people,
has proven to have either positive or negative effects on health
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(Cohen and Syme, 1985). According to a study that evaluated the
hospital-based cancer information and support centre, participants
desired these kinds of services because they provided additional
support to enhancing self-care capacity (Kinnane, 2012). It has also
been shown that social support increases quality of life and de-
creases anxiety and depression (Pinar et al., 2012). Alternatively,
social support can also be inadequate in nature, leading to anxiety
and distress (Yli-Uotila et al., 2014). Social support can also vary
during the trajectory, depending on what kinds of problems pa-
tients are confronting, as well as on the sources of support that are
available to them and the nature and form of the support they are
receiving (Pearlin, 1985). For example, in the study of Thompson
et al. (2013), it was found that breast cancer patients experienced
a high level of perceived social support at the time of diagnosis.
However, two years after diagnosis, some patients showed declines
related to the social supports that were associated with higher level
of depressive symptoms, suggesting the patients continued to
benefit from high levels of social support (Thompson et al., 2013).

The studies of social support needs usually focus on a certain
phase of disease treatment. For example, a study among breast
cancer patients revealed five themes of social support needs be-
tween diagnosis and surgery: available support, information and
advice, care, having confidants and balancing distance and close-
ness (Drageset et al., 2012). In another study, the aim was to identify
the trajectories of illness intrusiveness over the first two years after
a breast cancer diagnosis, resulting in a high percentage of partic-
ipants experiencing low intrusiveness. However, the results also
suggested the effects of breast cancer on some participants' lives
might have been specific to certain areas (Sohl et al., 2014). In a
systematic review, the fear of cancer recurrence was reported to
remain stable over the survivorship trajectory (Simard et al., 2013).

Most often, patients with cancer desire cancer-related infor-
mation (Li et al., 2011), which can enhance involvement in treat-
ment decision-making (Davison and Breckon, 2012). Emotional
support, in terms of availability and regardless of whether used or
not, is needed, as well as practical tips on how to manage cancer in
daily life (Drageset et al., 2012; Yli-Uotila et al., 2014).

It was concluded in previous studies that the health benefits
depend on, for example, the source of social support. There may be
cultural differences, as in a Chinese study, the preferred sources of
support were family and society (You and Lu, 2014), whereas the
preferred sources in the western world were hospital staff
(Koutsopoulou et al., 2010; Park et al., 2014). Cancer societies, in
general, are not utilised for support very often and they do not
place the same importance on patients with cancer as they do the
family (You and Lu, 2014). However, there is little research in this
area globally.

In summary, patients with cancer experience a wide range of
needs during the cancer trajectory, and social support is essential
during the whole cancer trajectory. The phases of the cancer tra-
jectory when social support is needed are usually determined by
the phases of disease treatment. Therefore, the purpose of the
present study is to investigate those phases as defined by the pa-
tients themselves. To our knowledge, there is no existing research
on the integration of the ECS into the cancer care of patients in
public healthcare, which is why our second purpose is to describe
that area as well. Hence, the purposes of the present paper are, first,
to describe from the patients' points of view the phases of the
cancer trajectory when patients need to contact the ECS and, sec-
ond, to describe how the ECS are integrated into the cancer care of
patients in the public healthcare system.

2. Methods

This paper is part of a larger study that aims to describe the

experiences of the ECS of non-profit cancer societies, as reported by
adult cancer patients and counselling nurses. In this cross-sectional
descriptive qualitative study, we were especially interested in the
perspectives of adult patients with cancer. In other papers we
discuss the ECS as a source of social support for patients with
cancer and how the counselling nurses in the ECS view the facili-
tators and barriers for social support of these patients.

2.1. Participants and data collection

A purposive sampling (Holloway and Wheeler, 2010) of adult
patients with cancer (n = 12) was recruited from The Cancer So-
ciety of Finland and from two regional cancer societies from the
western part of Finland. The Cancer Society of Finland comprises 12
regional cancer societies, five nationwide patient organisations, The
Finnish Cancer Registry, Cancer Foundation and the Foundation for
the Finnish Cancer Institute. Over 120,000 people are members of
patient and regional organisations of The Cancer Society of Finland
and it is one of the largest non-profit public health organisations in
Finland (Cancer Society of Finland (2014)).

The participants were recruited by the counselling nurses
(registered nurses and public health nurses) working in the ECS.
They received written and oral instructions for the recruitment and
written materials to be handed out to the participants from the
researcher. The inclusion criteria were 1) a cancer diagnosis, 2) age
>18 years, 3) pre-treatment, in-treatment or post-treatment phase
of the disease, 4) contact in telephone, email or online chat coun-
selling services, 5) able to be interviewed face-to-face within a two-
hour drive from the researchers' university or by telephone
nationwide and 6) willingness to participate in the study. Recruit-
ment was carried out either face-to-face or in electronic counsel-
ling meetings with counselling nurses between May 2013 and May
2014. The aim was to recruit as heterogeneous a sample of patients
with cancer as possible.

The interview guide (Table 1) was based on the literature and on
the discussions with the representatives of the cancer societies
when designing the study. The interview questions were pilot
tested with two patients with cancer to ensure their feasibility.
Based on the pilot interviews, the questions, as well as the way the
researcher was performing the interviews were discussed and
refined together with two advanced nurse researchers (Doody and
Noonan, 2013). Pilot interviews were included in the data. The
sosiodemographic data were collected using a structured interview
form (Holloway and Wheeler, 2010). Of the 12 interviews con-
ducted by the first author, seven were conducted by telephone.
Face-to-face interviews (n = 5) were conducted at the participant's
home (n = 2), at the cancer society (n = 2) or at the participant's
work place (n = 1). The interview time per participant was an
average of 31 min, varying from 20 min to 55 min. The field notes of
the interviews were utilised in the data analysis.

2.2. Data analysis

The data was analysed using an inductive content analysis (Elo
and Kyngas, 2008). A content analysis in which data is cat-
egorised inductively is suitable for complex and sensitive nursing
phenomena or if little is known about the phenomenon under
study (Vaismoradi et al., 2013). The recorded interviews were
transcribed verbatim by the researcher and downloaded to the
qualitative data analysis software Atlas.ti (ATLAS.ti Scientific
Software Development GmbH, Berlin) for organising the data. In
the analysis process, the focus was on the manifest content of the
data and the analysis was guided by the research questions
(Vaismoradi et al., 2013). The interviews were read repeatedly in
detail and the unit of analysis was identified. The unit of analysis
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Table 1
The interview guide.

Semi-structured interview questions and subquestions

1. Experiences in the use of electronic counselling services®

a. In which phase of the cancer trajectory the ECS were needed most?
2. The integration of the ECS to the cancer care

a. The meaning of support from the ECS to the patient with cancer

b. The meaning of support from the ECS to the relationship between healthcare personnel and the patient with cancer

c. The meaning of support from the ECS to the treatment of cancer

2 Other subquestions are reported elsewhere.

consisted of expressions in which patients with cancer described
the content related to the research questions. The units of analysis
were then transferred to the word processing programme for re-
ductions of the data. There were 784 reductions in total. Based on
the similarities and differences among the reductions, sub-
categories, categories and main categories were developed and
named after their content (Elo and Kyngas, 2008). To keep the
analysis as rich and evidentiary as possible, the original expressions
of the participants were used while organising the data (Polit and
Beck, 2010). During the whole analysis process, there were reflec-
tive discussions with other researchers until a consensus was
achieved. The background data were quantified using descriptive
statistics.

2.3. Ethics

The permission to conduct this study was obtained from the
Regional Ethics Committee of Pirkanmaa Hospital District
(R12271H) and from the cancer societies involved in this study. All
participants signed the informed consent form. All identifying in-
formation was removed to ensure the anonymity of the participants
(Holloway and Wheeler, 2010).

2.4. Rigour

Rigour was achieved by purposive sampling that ensured the
data was as heterogeneous as possible, accurate descriptions of the
participants and their selection criteria and the context of the
research and the analytic discussions of the data between re-
searchers (Polit and Beck, 2010).

3. Results
3.1. Participants

In total, 12 patients with cancer participated in this study. Nearly
half were male patients with cancer (n = 5, 42%) and the age of the
participants ranged from 40 to 66 years, while the mean age was 54
years. One participant had an education at the university level,
whereas 92% (n = 11) had an education at a polytechnic or college
level school (n = 3) or lower (n = 8). Every third participant had
breast cancer (n = 4) and every fourth had prostate cancer (n = 3),
which is in accordance with the cancer incidence rates of Finland.
Other tumour sites were the bladder, testicles, polycythemia vera,
ovaries and tongue, with one instance of each. The mean time since
diagnosis was five years (range < 1—17), although the time since
last use of the ECS was short. Over half the participants were in the
post-treatment phase of their disease (n = 8, 67%). One participant
was in the pre-treatment phase and every fourth participant (n = 3)
was interviewed at the time of their cancer treatment. The most
oft-used form of the ECS was telephone counselling (n = 10, 63%),
whereas five participants (31%) used email counselling and one
participant (6%) used online chat counselling. Four participants

used more than one form of ECS. The majority of participants (n =9,
75%) contacted the ECS a few times (2—6 times), two participants
(17%) contacted randomly and one participant contacted the ECS
regularly (once a month).

3.2. The phase of the cancer trajectory when social support was
needed from the ECS

The phases of the cancer trajectory when social support was
needed were 1) when emotional well-being was weakened, 2)
when the body broke, 3) when the care pathway induced un-
awareness and 4) when empowerment needed strengthening, but
5) there was no need for social support when well-being was
considered in balance (Table 2).

3.2.1. When emotional well-being is weakened

Emotional well-being was weakened when participants felt
distressed, when they needed emotional supporting or when the
interaction with healthcare providers was difficult. Participants felt
distressed when dejection dominated their mood. For example,
they were desperate during treatment, they just could not cope
with the disease anymore or they felt the world was crashing onto
them. They also began to conceive things. Anxiety took over,
especially in the evenings, at nights or when something was
confusing them.

The participants needed emotional support and someone to
support them in moving on. They also needed someone to confirm
that they would survive. Poor interaction with the hospital doctor
or with another counselling nurse were factors that weakened the
participants' emotional well-being. In addition, the dialogue was
inadequate when participants did not understand anything that
was told either at the hospital or in written statements sent to their
homes.

3.2.2. When the body broke

Participants needed social support when their bodies broke.
Participants lost the physical integrity of their bodies, for example,
when they lost their hair, breasts or even their health. The
continuation of life became endangered when they were not given
the promise of recovery or when they did not know whether the
cancer had spread. They also needed to contact the ECS when they
suffered from symptoms of the medication, as well as the treatment
caused physical problems or severe fatigue.

3.2.3. When the care pathway induced unawareness

The treatment of the disease defined the phases in which the
participants contacted the ECS. The phases described by the par-
ticipants were the time when they were informed they had cancer,
before and after the specified cancer diagnosis, when waiting to
access medical procedures, before and after treatments, in-
treatment phases, in the survivorship phase and before having a
doctor appointment. The participants contacted the ECS when they
were looking for significance in the phases of disease treatment. For
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Table 2

The phases in the cancer trajectory when social support is needed from the ECS.

Category Main category

Examples of patient quotes

When distressed

When needing emotional
supporting

When the interaction was difficult
with healthcare providers

When losing physical integrity

When the continuation of life was
endangered

When the body responded to the
treatments

When the treatment of the disease When the care pathway induced
defined the phase unawareness

When looking for significance in
the phases of disease treatment

When complementing the
resources

When achieving peace of mind

When the emotional well-being
was weakened

When the body broke

When empowerment needed
strengthening

No need when the support network No need for support when well-
was sufficient being was considered in balance

“I called, sometimes twice a day. I called immediately when I got the feeling that the world was
crashing down on me.”

“When, once again, I was floating in the quagmire of uncertainty and when I looked at the nurses’
faces, well, this is it, they gave me the MRI-documents and said thank you and good bye.”

“When I lost my breast, when I lost my hair ...”

“I asked the counselling nurse, when I had pain in my remaining breast, if this was because of the
ovariectomy and the lack of hormones ...”

“It was when I asked the doctor if she/he knew any patients like me that had been cured and the
doctor didn't give any promises about getting well.”

“When I knew nothing except that I had breast cancer.”

“During the treatment, I wanted a second opinion on the phlebotomy.”

“When I asked for information and methods to aid in recovery after surgery and some contact
information, I could ask for experienced advice ...”

“When it was quite a new situation, and I was looking for peer support groups, I could get
information and support and ask questions ...”

“It means, that you have sort of accepted it, and you think that you'll recover and you're hopeful ... .
then you accept it, and okay, this can be treated and it's not spread and that's when you need as
much information as possible.”

“In the occupational health care services, I have two very supportive doctors and my wife works
there as a nurse, so I get all the information I need from there and my two brothers are doctors, so

No need when the disease was
disappearing

they have helped me a lot.”
“Well, not so much anymore, there's nothing disastrous happening at the moment because my

cancer is in a good phase.”

example, after diagnosis, they wanted information about the nature
of the disease, information about treatment options, a recovery
schedule and information about aid devices, including breast
prosthesis, wigs, scarves and wound dressings.

3.2.4. When the empowerment needed strengthening

Participants contacted the ECS when they needed to strengthen
their empowerment including the phases when they needed to
complement their resources, as well as after they had first achieved
peace of mind. The resources were complemented when the par-
ticipants accessed the services from the cancer societies or from the
National Social Insurance Institution. The participants also con-
tacted the ECS as a part of complementing their resources when
they required information about peer support, as well as informa-
tion on how to support their self-care and how to manage the in-
formation found on the Internet. Participants contacted the ECS
after they first achieved peace of mind. In other words, they needed
first to deal with the disease by themselves, accept the diagnosis
and wait until the overwrought reactions of the shock caused by
the cancer diagnosis were over.

3.2.5. No need to contact the ECS when well-being is in balance

There were phases when the participants did not need to con-
tact the ECS. This was when the participants considered their well-
being as in balance. In this circumstance, the participants consid-
ered their support network sufficient. In such a situation, the par-
ticipants reported they received enough support from the hospital,
their family or their peers. Furthermore, the participants reported
no need for support when the disease was disappearing. For
example, when the disease had no room in their thoughts or when
there were no signs of recurrence. There was also a need for less
contact when more time since diagnosis has elapsed.

3.3. The integration of the support from the ECS to the care of a
patient with cancer in public healthcare

The support from the ECS was integrated into the cancer care by
1) supporting a patient with cancer emotionally, 2) developing the
informational expertise of a patient with cancer, 3) expanding the

opportunities for support and 4) assisting public healthcare.
However, integration requires the improvements of the actions of a
patient with cancer and of the various actors involved in cancer
care. Integration was lacking due to the health status of a patient
with cancer and because of the sufficiency of the primary support
sources. Furthermore, there was no integration into the actual
cancer treatment process of a patient with cancer in public
healthcare (Table 3.).

3.3.1. Supporting the patient with cancer emotionally

When the ECS was integrated into cancer care by supporting the
patients with cancer emotionally, participants reported that the
sufficiency of their emotional resources was taken care of and their
self-efficacy was increased. The participants reported they received
compassion, as well as the feelings of successful support and being
heard. They also reported they had a chance to discuss without
hurry and how they were not alone with the disease.

They were given hope for recovery and they were helped to
understand that getting cancer is not the end of life. The support
from the ECS also raised the mood, and participants were calmer
when they went to their treatments. Participants also reported that
their burden to face relatives was lightened. The self-efficacy of a
patient was increased because of the support from the ECS. Par-
ticipants coped with the problematic situations better and their
decisions were confirmed by the counselling nurses.

3.3.2. Developing the informational expertise of a patient with
cancer

The support from the ECS was integrated into the cancer care by
developing the informational expertise of the participant. This was
seen as increased access to information and helping to understand
the care process as a whole. Very important was the translation of
the hospital jargon to the common language.

3.3.3. Expanding the opportunities for support

Expanding the opportunities for support was realised when the
support from the ECS was considered an actor that would provide
support in the future. In addition, providing technological pre-
requisites to enable support, such as by providing different
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Table 3
The integration of the ECS into the cancer care in public healthcare.

Category Main category

Examples of patient quotes

By taking care of the sufficiency of the By supporting a patient with cancer emotionally

resources of a patient

By increasing the self-efficacy of a
patient

By lightening the burden of a patient
to face relatives

By increasing access to information

By helping to understand the care
process as a whole

By translating the hospital jargon to
the common language

patient with cancer

By providing support in the future

By providing technological
prerequisites to enable support

By making the ECS a visible part of care
on the hospital side

By reducing the hospital workload in a By assisting public healthcare
care of a patient
By promoting the care process

Integration requires taking into
account the individuality of a
patient with cancer

Integration requires the service
expertise from the ESC

Integration requires an active role
from the patient

Integration requires a partnership
between different healthcare actors

cancer care

No integration when the hospital
information was considered
professional

No integration due to the sufficiency of
the support network

No integration due to the health status
of a patient with cancer

primary support sources

No integration in the treatment
options

No integration in the relationship
between a patient with cancer and
healthcare providers

No knowledge of the integration due
to the invisible impact of the
integration

By developing the informational expertise of a

By expanding the opportunities for support

No integration into the actual cancer treatment
process of a patient with cancer in public healthcare providers who tell you how things will proceed. I don't think anyone is asking

“[ think this is the place which has given me the most ... I've been given the
best support. Without this support, I couldn't have survived.”

“During the phone counselling, they confirm that I have done the right things
and they encourage me.”

“From the phone counselling, I received information to help me answer my
folks' questions ... and I can tell them to call counselling services.”

“I've had answers and tips and, well, I've been guided to other sources of
information when needed.”

“It was easier to go to the treatments because they (the CNs) supplied
information about what kinds of treatments you are given and what the
treatments consist of and that's how my understanding expanded.”

“I'was informed in plain Finnish because many times these things you find in
the doctor's statements and everywhere are in Latin, so I was informed in
plain language.”

“For me, it's clear when I know where I can get help and advice and where |
can call.”

“Well, of course when it comes to the big city, this is not a problem (to visit
the cancer society personally) and services are easier to access, but if you live
somewhere in the countryside, you can't go anywhere just like that. So it is
probably important (to use the ECS) in cases like that.”

“So, uh, there should be more discussions like: ‘By the way, are you aware of
these services.’ Because then, when the darkest moment arrives, you need to
get help somewhere.”

“She (the social worker) realised that I was already aware of all the
information she was about to tell me, so she couldn't tell me anything new
because I had been in contact with the cancer society.”

“Many times I've had to contact the cancer society and they have given me
advice and suggested contact the doctor.”

Integration requires improvements in the actions of “It (the message) could be, well, more personal and less about statistics. It
a patient with cancer and various actors involved in should take the patient into account individually and maybe suggest these

support groups or something like that instead of sending statistics. I felt that
the answer I was given was a copy of a standard answer to certain kinds of
questions”

“You need to be a person who actively seeks support channels because
nobody told me about this.”

“Well, somehow there should be more co-operation with hospitals, well, |
don't know how much they have, but really, people should be able to seek
help this way, specifically from reliable sources.”

Lack of integration because of the health status of a “I'd rather receive the information from the hospital doctor because I
patient with cancer and the sufficiency of the

consider the information more reliable and the doctors know better.”

“The support from the ECS has not been integrated into my cancer care
because I get enough support from my relatives, occupational health care
services and private doctors.”

“The treatments went well. I was in a good shape. It must have affected me
because I didn't need to contact the ECS as much as others in a similar
situation. I have also been able to maintain a balance in my life so I didn't
have the need.”

“It is simply the fact that you are in a hospital and there are healthcare

advice outside the hospital. Yes, probably you proceed the way they say.”
“No, I can't see any effect on the relationship with healthcare providers.”

“I can't tell since the care has always been very good in the hospital. I haven't
found anything to support the conclusion that the ECS affects the care.”

channels for communication, no geographical restrictions and
quick access to support, is considered an important avenue for
integration into cancer care in public healthcare. Integration
became possible on the hospital side. The hospital personnel made
the ECS visible, encouraged patients to contact the ECS and showed
the patients that they trusted the expertise of the counselling
nurses.

3.3.4. Assisting public healthcare

The support from the ECS was integrated to the cancer care by
assisting public healthcare. This was the case when contacting the
ECS resulted in reduction in the workload of the hospital and in
promoting the care process. The participants stated that sometimes
they did not care to bother the hospital staff instead, they contacted

the ECS, or thanks to discussions with a counselling nurse, there
was no need for the help of a psychiatric nurse at the hospital.
Nurses at the hospital even discontinued offering consultations
when they were told about contacts to the ECS.

Participants reported that the support from the ECS was
compensating for the lack of resources in and substituting for
public healthcare. They also reported that the support from the ECS
was integrated into cancer care because care in public healthcare is
performed at a minimum level determined by the law, simply, to
avoid malpractice.

The support from the ECS was integrated into the cancer care by
promoting the care process in public healthcare. Participants were
guided by the ECS to contact the hospital if symptoms required
hospital care. Participants also reported that they received good
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nursing care in the hospital after sharing they were in contact with
the ECS.

3.3.5. The integration requires improvements to the actions of a
patient with cancer and the various actors involved in healthcare

There were prerequisites for the support from the ECS to be
integrated into the cancer care in public healthcare. To be inte-
grated in cancer care, support from the ECS must consider the in-
dividuality of a patient with cancer. The integration also requires
service expertise from the ECS personnel, including generally
answering questions, offering peer support and lessening cancer
statistics and tabulations. Patients with cancer also need to take an
active role in the integration process by being able to find support
services, taking initiative in information seeking, being inquisitive
and being able to make conclusions based on the cancer statistics
received from the ECS. First, the integrations requires contacting
the ECS. The amount of integration depends on the phase of the
illness and to what extent the patients with cancer are able to
benefit from the received support during the integration process.

Furthermore, participants reported that the integration of the
support received from the ECS in cancer treatment requires a
partnership between various healthcare actors, such as, between
occupational healthcare services and public and private healthcare
and the non-profit sector.

3.3.6. No integration because of the health status of a patient with
cancer and the sufficiency of the primary support sources

There was no integration of the ECS to the cancer care in public
healthcare when the information received from the hospital was
considered more professional than what was received from the ECS.
If the participants had a functional network, they did not see room
for integration. As well, if the participants were feeling well or if
they could not handle the received information, they did not see
any integration possibilities.

3.3.7. No integration into the actual cancer treatment process of a
patient with cancer in public healthcare

The support from the ECS had an impact neither on the treat-
ment options nor on the relationships between patients with
cancer and healthcare providers. The participants also mentioned
they could not tell how the support from the ECS was integrated
into their cancer care because the impact was invisible. For
example, the patient with cancer after discussing contacting the
ECS could not distinguish the impact of the support from the ECS
from the care from the public healthcare system. This is because the
care has always been good and the participant did not know to
what extent the nurses in the hospital exchange information with
each other about the discussions they have had with patients.

4. Discussion

In this qualitative study, the purpose was to describe the phases
in the cancer trajectory when the patients with cancer needed
social support from the ECS. Furthermore, the purpose was to
describe how the support from the ECS was integrated to the cancer
care in public healthcare. In Finland, the non-profit cancer societies
that provide psychosocial support may play an important role
because it is rare that hospitals in Finland have psychosocial units
in oncology departments. If they have units, they accept patients
based on an oncologist's referral only (HUS, 2014).

In previous studies, the treatment phases have dominated the
interpretation of the needs of patients with cancer (Peters et al.,
2014). However, it is essential to give voice to patients when they
define the times they are in need of support. The cancer trajectory
can no longer be determined solely by the treatment phases,

because the patients with cancer identify the need for support in
the cancer trajectory differently than what is usually understood in
healthcare.

During the treatment phases of the illness, the patients with
cancer needed support from the ECS when they were not feeling
well emotionally. Previous studies have shown there are many
trajectories of psychological distress in the cancer care continuum
and, for example, one in three breast cancer patients experience
distress in the in-treatment or post-treatment phases of their
cancer care (Henselmans et al., 2010).

Cancer treatments many times result in broken bodies. There is
a range of studies supporting this for example, changes in body
image, life-style and sexual function have been reported, especially
in the survivorship phase (Mohamed et al., 2014). In addition, the
recurrence of cancer and death are issues raised by patients with
cancer (Simard et al., 2013). These results are in line with the
findings of our study, showing what kinds of problems patients
with cancer are facing in the cancer trajectory, and patients
therefore need support when these issues occur.

Despite the fact that patients with cancer parse the phases of the
cancer trajectory when support is needed differently than care
providers, they typically need disease- and treatment-related in-
formation. Information is vital to patients with cancer in all phases
of the cancer trajectory and an essential part of good quality
nursing. It has been reported that patients with cancer do not
receive enough information, and healthcare professionals may
underestimate the capabilities of patients to cope with the disease-
related information (Charalambous et al., 2008). In line with the
present study, participants most often desire cancer-related infor-
mation (Grimsbo et al., 2012) and they need to receive it during
their time of need.

It was surprising to learn that patients with cancer contacted the
ECS only when they had first achieved peace of mind. They also
contacted the ECS when they needed resources. Therefore, it is
important to focus on patient support needs at the right time to
avoid leaving the patients with cancer to their own devices without
a hand to hold (Larsson et al., 2007). Before achieving peace of
mind, the participants went through a stressful period, which was
also identified in a Danish qualitative metasynthesis of lung cancer
patients (Refsgaard and Frederiksen, 2013).

What was not surprising was the result that the use of the ECS
was not needed when participants had a sufficient support
network, when some time had passed since the diagnosis and
active treatments and when they did not think of the recurrence of
cancer as much as has been reported previously (Sohl et al., 2014;
You and Lu, 2014). The phases of the support needs of patients
with cancer may be difficult to identify due to the different in-
terpretations, nevertheless, it is very important not to endanger the
patients' well-being.

The integration of the support from the ECS to public healthcare
is a strongly understudied area. It is a matter of concern that pa-
tients with cancer must seek support outside their cancer care
when they need to be supported emotionally, although the psy-
chosocial support should be a natural part of current cancer care. It
has been reported in a Danish study, for example, that 53% of breast
cancer patients have unmet needs in the area of counselling at
some point between diagnosis and the end of primary treatment
(von Heymann-Horan et al., 2013).

It was unexpected how important the role of the support from
the ECS still played in developing the informational expertise of a
patient with cancer, even though the patients' right to be informed
is written in the law in Finland (Finlex 785/1992, 1992) and is an
essential part of involvement in treatment decision-making
(Davison and Breckon, 2012). However, in line with this study, it
has been reported that the cancer network partnership groups have
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an influence at the grassroots level by contributing information to
patients as well as access to services (Attree et al., 2011), such as by
expanding the opportunities for support, which was the case in this
study.

The support from the ECS was integrated into the public
healthcare by assisting in its basic tasks. This may be beneficial for
both the patients and public healthcare. It is also worth discussing
whether it is in accordance with the current recommended cancer
care to leave the patients solely in the hands of the counselling
services in times of support need. The support from the ECS cor-
rects the deficiencies in the care of a patient and may reduce the
use of healthcare services (Ezendam et al., 2013). The key question
is how to make this kind of cooperation visible and recognisable.

This study revealed it is not obvious that the support from the
ECS was integrated into the cancer care in public healthcare. There
are prerequisites for the ECS to be integrated into the cancer care.
Patients with cancer must take an active role, for example, in
seeking information to take part in decision-making (Lambert et al.,
2009). The ECS must develop their services to meet better the
needs of patients. In a previous study, it was reported that
healthcare professionals as a source of information achieved a
relatively high level of satisfaction, but the satisfaction level with
the information they provided ranged from approximately 53%—
73% (Li et al., 2011). This may have an impact on the integration of
the support from the ECS into the cancer care in public healthcare.

Based on the results of this study, the support from the ECS does
not need to play a role in the cancer trajectory when the primary
sources of support (e.g. hospital doctor, family, peers) are sufficient.
This is in line with previous studies indicating the physician is the
preferred source of support (Li et al., 2011), as well as the family
(You and Lu, 2014).

5. Conclusions

This study provides an understanding and awareness of the
phases in the cancer trajectory when patients with cancer are in
need of support from the ECS. The phases of support needs are now
parsed from the perspective of the patients and they differ from the
traditional biomedical phases of treatment.

The ECS compensate for the deficiencies in the public healthcare
but integrating the support from the ECS into the public healthcare
is not self-evident. There are several prerequisites for both the
patients and counselling nurses to integrate the support from the
ECS into the cancer care, and there are occasions when integration
is not even necessary.

In the nursing practice, when we determine the cancer trajec-
tory, it is necessary to remember that phases of support needs are
not necessarily structured in the same way in the patient's world.
Therefore, it is essential to pay attention to the phases of support
needs as defined by the patients with cancer. Because there will
always be limited resources in pubic healthcare the partnership
with the ECS should be made visible and recognisable to provide
comprehensive and recommended current cancer care to our
patients.
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Facilitators and barriers for electronic social support

Background: Nonprofit cancer societies play an important
role in providing social support for patients with cancer
through nonprofit electronic counselling services (ECS)
provided by counselling nurses (CNs) with experience in
oncology nursing. To date, there exist only few studies
addressing the facilitators and barriers for social support
of patients with cancer as reported by CNs.

Objective: To describe the facilitators and barriers for elec-
tronic social support of patients with cancer received
from the ECS in the nonprofit cancer societies as
reported by CNs.

Methods: Qualitative design with three group interviews
was conducted with 10 CNs in three nonprofit cancer
societies in southern and western parts of Finland. Inter-
views were recorded, transcribed verbatim and content
analysed inductively.

Findings: The facilitators were promotion of the access to
ECS, functioning structures of ECS, utilisation of the
strengths of an individual CN in ECS, promotion of the
life management of patients, patient-centeredness as a

basis of ECS and reliability of ECS. The barriers for
electronic social support were the unmet paths between
ECS and patients, nonfunctioning structures of ECS,
inadequacy of mutual communication and lack of shared
viewpoints between CNs and patients.

Conclusions: Facilitators and barriers for electronic social
support of patients with cancer were related to organisa-
tion, individuals and counselling process. The counselling
work in ECS as its best promotes the life management of
patients with cancer but, alternatively, can lead to con-
flicts in communication and therefore be a barrier for
electronic social support.

Implications for practice: To make the nonprofit ECS better
known, the cooperation with hospitals is needed to
enable social support for patients. To improve communi-
cation between CNs and patients, continuous communi-
skills  training and functional working
environments are needed.
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Introduction

Cancer is a common multifaceted disease. In 2012, there
were 32.6 million cancer survivors worldwide (within
5 years of diagnosis) (1). Of the survivors, 254 000 live
in Finland, a country with 5.4 million inhabitants (2, 3).
Patients with cancer may experience a wide array of
biopsychosocial problems during their cancer trajectory
such as nausea, vomiting, fatigue, hair and weight loss,
neuropathy (4), depression, changes in body image and
sexual function, difficulties in adjusting to daily living (5)
and fear of cancer recurrence (6). Biomedical cancer care
in Finland is mainly a function of public health care, but
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to date, only one hospital has a psychosocial unit in the
Therefore, nonprofit cancer
societies play an important role in providing additional
social support for patients with cancer. In this study, we
focused on the electronic social support.

To define electronic social support, we used the theory
of online social support developed by LaCoursiere (8) as a
framework. According to this theory, online social support
is defined as a cognitive, perceptual and transactional pro-
cess. This process initiates, participates in and develops

Oncology Department (7).

electronic interactions or means of electronic interactions
that seek beneficial outcomes in perceived health, health-
care statuses or psychosocial processing abilities (8). We
used the term electronic social support in our study to rep-
resent social support that is delivered through both
mobile-based and Web-based technologies (i.e. through
electronic devices). Electronic social support is delivered
to patients through electronic counselling services (ECS),
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including phone counselling, email counselling and online
chat counselling. It can be considered a structural aspect
of electronic social support, as previously defined in the
earlier literature (9). In turn, the content of electronic
social support is a functional aspect of support (9). Social
support, whether delivered face-to-face, via the phone, or
online, has shown to reduce anxiety (10) and symptom
distress (11), increases quality of life (10) and enables
transfer of information (12), but it may also decrease qual-
ity of life (13).

There are over 130 000 members in patient and regio-
nal cancer societies countrywide, which makes them
one of the largest nonprofit public health organisations
in Finland (14). These cancer societies provide social
support to patients with cancer and their relatives via
counselling nurses (CNs), who are Registered Nurses
and public health nurses with experience in oncology
nursing. In addition to the possibility of peer-support
and face-to-face counselling, cancer societies provide
phone, email and online chat counselling, which is the
focus of this study (15). According to previous studies,
phone interventions have proven to be well accepted
among patients with cancer (16) and perceived as more
normal than attending hospital sessions (17). There are
less email and online chat intervention studies, but
email prompts seem to be a good way to increase self-
monitoring of healthy behaviour (18). Furthermore,
provide
patients with a forum to raise questions and concerns

online patient-nurse communication can

related to symptom experiences, fear of relapses and

uncertainty in everyday life when given the opportunity

(19).

CNs, defined as Registered Nurses or public health
nurses with experience in oncology nursing working in
nonprofit cancer societies, face patients with cancer who
are in different phases of their cancer trajectory. To date,
very few studies address both facilitators and barriers for
the electronic social support of patients with cancer as
perceived by CNs. However, there is evidence that
communication processes and skills are essential when
providing support (20, 21) along with the ability to
facilitate the task and relational aspects of social support
(22).

The purpose of this study was to identity facilitators
and barriers to electronic social support processes that
might impact patients” perceived health, health-care sta-
tuses or psychosocial processing abilities as reported by
CNs working in the ECS in nonprofit cancer societies.
The research questions were as follows:

(1) What are the facilitators for electronic social support
for patients with cancer provided by the ECS as
reported by CNs?

(2) What are the barriers to electronic social support for
these patients as reported by CNs?

Methods

Design

This paper is a part of a larger study that explores the
experiences of the ECS in nonprofit cancer societies as
reported by adult patients with cancer and CNs. This
cross-sectional descriptive qualitative study with group
interviews focused on the perspectives of CNs (23).

Setting and sample

The regional cancer societies from which the CNs were
recruited for this study are located in the southern and
western parts of Finland. The CNs were recruited for the
study by purposive sampling (24). The inclusion criteria
were present employment in the ECS and voluntary par-
ticipation in the study.

Data collection

The data collection method consisted of group interviews
(formal natural groups) with semi-structured interview
questions, meaning that it was possible to gather data
from more than one participant simultaneously (24). This
method also made the interactions between participants
accessible, thereby providing a more naturalistic setting
(24). In addition, group interviews can generate authen-
tic and even forgotten information (25). The CNs were
first asked to fill in a structured background question-
naire (age, gender, profession, working years in nursing,
working years in oncology nursing, working years in ECS
and additional training for counselling work). After filling
in the background questionnaire, the CNs were encour-
aged to discuss the facilitators and barriers for support of
patients with cancer.

The recruitment of the CNs was carried out by a contact
CN in each cancer society. After the interview date was
decided, all the available CNs on duty that day participated
in the interviews. All three group interviews were per-
formed in May 2014 by the first author in three cancer
societies in three different cities. There were three groups
in total. Two groups included three participants, while one
group included four participants. In each interview, the
participants sat in a semicircle so that they could have eye
contact with each other (25). The interviews were con-
ducted in a quiet room at each cancer society. With the
permission of the participants, a tape recorder was placed
as close to the participants as possible to ensure the quality
of recording (24). All the participants could speak freely,
and participants were encouraged to speak freely even
when faced with different points of views. One group
interview was interrupted for a few minutes for a consulta-
tion by a co-working CN who was not a participant in the

© 2015 Nordic College of Caring Science



interview. The researcher’s role in the group interviews
was to stimulate the discussion with clarifying questions
and with prolonged engagement to deepen the topic and
ensure that all data regarding to research questions could
be gathered (24). The interviews lasted an average of
47 minutes.

Data analysis

The recorded interviews were transcribed verbatim, and
similarity of the contents was verified by the first author
(25). Inductive content analysis with focus on the mani-
fest content was utilised to reduce the data to more gen-
eral rules (26). The written data were read through
several times and guided by the research questions, and
the units of analysis (expressions regarding to research
questions) of each individual interview were identified
(26). We identified 522 reductions from the units of
analysis. The reductions were placed onto a matrix, and
according to their similarities and differences, subcate-
gories (n = 110), categories (n = 30) and main categories
(n = 10) were developed and labelled after their contents
(26). During the data analysis process, the first author
had reflective discussions with senior researchers to
ensure the credibility of the analysis (24). Table 1 shows
an example of the analysis process.

Trustworthiness

All phases of the study were described as precisely as pos-
sible, aiming at consistency, accuracy and transparency.
Peer debriefing and a detailed analysis process grounded
in the data aimed to ensure the credibility and conforma-
bility of the findings. To achieve transferability of the

Table 1 An example of the data analysis process
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findings, we sought to describe accurately the participants
and their selection as well as the study context (24).

Ethics

Ethical approval was obtained from the Regional Ethics
Committee of Pirkanmaa Hospital District (R12271H) as
well as from each nonprofit cancer society. All the CNs
signed informed consent forms in which they were
informed that they could withdraw from the study par-
ticipation at any time and that all the data obtained
would be treated confidentially (24). To ensure the par-
ticipants” anonymity, all identifying information was
removed from the data (24).

Findings

Participants

The CNs were all female and middle aged. Most of them
were Registered Nurses. Of nine Registered Nurses, two
had a public health nurse education. One CN was solely
a public health nurse. Some CNs also had additional edu-
cation and were dental assistants, supervisors or psy-
chotherapists. Their average work experience as nurses
was a bit over 26 years, while in oncology nursing, it
was slightly over 17 years. The work history in the ECS
ranged from <I year to 18 years. All the CNs had addi-
tional training for the ECS work, formal or informal. For-
mal additional training that entitled them to credit points
consisted of, for example, oncology nurse training. Infor-
mal training, in turn, consisted of training such as
National Oncology Nurses’ Educational Days held each
year, pain management and palliative care, for which

Reduction of the original expression Subcategory

Category Main category

Being on the same plane as patients
Making patients feel that they are
understood

Being someone who listens

CNs ability to listen to patients

Patients can ask embarrassing questions
Patients can ask about issues that frighten
them

Patients can vent their negative feelings
Patients can vent problems occurred in
public healthcare

Strengthening the patients’ belief of the
importance of things

Giving positive feedback to patients
Encouraging patients to act independently
Encouraging patients to figure out issues by
calling

Listening to patients

issues with CNs

patients

cancer

patient with cancer

Showing understanding to patients

Opportunity to discuss sensitive

Valuing the actions of a patient with

Promoting the mental
survival of patients

Promoting the life
management of patients

Sharing untold issues of
patients

The ECS as a medium for venting
the negative feelings of the

Strengthening the self-
efficacy of patients

Strengthening the self-help of a

© 2015 Nordic College of Caring Science
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they were not entitled to credit points (Table 2). Table 3
shows the results of the analysis of the interview data.

Facilitators for social support

The facilitators for the social support of patients with cancer
were promotion of access to ECS, functioning structures of
ECS, utilisation of the strengths of an individual CN in the
ECS, promotion of the life management of patients, patient
centredness as a basis for ECS and the reliability of ECS.

Promotion of access to ECS. Promotion of access to ECS was
related to the comprehensiveness of the ECS activities,
continuity of the communication ensured by CNs as well
as CNs’ cooperation with nurses in public health care. In
order for the ECS to be comprehensive, they need to be
diverse but uniform across the country, and publicly avail-
able and accessible in terms of extended office hours and
possibility of contact even during the holiday seasons. The
CNs ensured continuity of contact with the patients by
ensuring that the handling of the patient’s case progressed:
for example, in cases where the CN could not solve the
problem in one session, she promised to contact the
patient later. The continuity of contact was also ensured
by making appointments, especially in the online chat ser-
vice. This was important when the patient contacted the
CN from abroad. In addition, cooperation with oncology
nurses in public health care was considered an important
facilitator for the social support of patients from the ECS.
The CNs contacted the hospital oncology nurses when
they needed informational support or when the oncology
nurses were needed to guide the patients about the ECS.

Functioning structures of the ECS. The functioning struc-

tures of the ECS refer to the organisation of CNs” work to
enable counselling, working environments, CNs" work

Table 2 Sociodemographic characteristics of the CNs

Characteristics (N = 10) n Mean Range

Age 52.4
Nursing education?

Registered nurse 9

Registered public health nurse
Additional education
Working years in nursing 26.2 8-39
Working years in oncology nursing 17.2 2.5-36
Working years in ECS 9.2 0.3-18
Additional training for counselling work®

Formal training (entitled to credit points) 6

Informal training (not entitled to 10

credit points)

43-61

A W

CNs, counselling nurses; ECS, electronic counselling services.
?Some CNs were both Registered Nurses and public health nurses.
bSome CNs had both formal and informal training in counselling.

load as well as competent personnel. When the work in
the ECS is organised well, the workload of the CNs at the
cancer society is shared, especially during the rush hours,
and the CN can focus on patient counselling work. Func-
tional working environments require a quiet working sta-
tion and functional devices such as phone headsets.
Furthermore, the diverse competencies of CNs are required
to deliver social support to the cancer patients, such as
knowledge of cancer, family issues and the health-care ser-
vice system; diverse working experience; and the use of
different discussion frameworks in counselling.

Utilisation of the strengths of an individual CN in the
ECS. The utilisation of the strengths of an individual CN
in the ECS was considered as a facilitator when a CN
could utilise her personal experiences at work, for
instance, experiences from different roles (e.g. mother,
nurse and next of kin) and crises in her own life, to
increase her understanding of the patient’s situation. High
self-awareness, in terms of identifying one’s own strengths
and weaknesses, was recognised as a facilitator for social
support for patients with cancer. Furthermore, emotional
skills were essential. CNs stated that they must be able to
control their own feelings, for example in provocative sit-
uations, and have the ability to work in emotionally
charged situations. Most of all, CNs reported that they
need to be sensitive to the patients’ nonverbal messages.

Promotion of the life management of patients. Promoting the
life management of patients is a paramount area of coun-
selling work, even though it is carried out via the tele-
phone, over email or online. It includes promoting the
mental survival of patients, CNs” mindfulness, an under-
standing of the patients, the ability to be on the same
plane with patients and the ability to listen to the patients.
It also includes sharing untold issues of patients that might
be too embarrassing or frightening (e.g. sexual and death-
related issues) to share with anyone else. In addition, the
ECS act as a medium for patients to vent out their nega-
tive feelings and problems they face in public health care;
this was also considered as a facilitator of social support.
As reported by the CNs, involving the family in the coun-
selling process was essential. The CNs reported that it is
important to discuss how the illness atfects the family as
well as keep the family updated and help them cope with
the illness. Sometimes, the support needed to be delivered
to a patient through a family member. Strengthening the
self-efficacy of patients as a part of life management
included CNs valuing the actions of a patient with cancer
and strengthening their self-help. This involves giving
positive feedback and strengthening the patients’ belief of
the importance of certain issues, as well as encouraging
patients to act and figure out issues independently. The
CNs needed to screen the life management of patients sys-
tematically by asking relevant questions concerning the

© 2015 Nordic College of Caring Science
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Table 3 Facilitators and barriers for electronic social support of patients with cancer in the ECS

Facilitators

Barriers

Promotion of access to ECS

‘First we intend to call back if we don’t have [to talk] the time at the
moment and we see that the need for support is great (...) It is
important that the person gets the information that his/her case is
progressing (...) So, it helps the patient’

Functioning structures of ECS

‘Well, in a way, we have strong expertise and experience: work
experience and other experiences’

Utilisation of the strengths of an individual CN in ECS
‘The fact is that we're all mothers and wives and we've kids and we're

nurses. And many of us have been in the role of a next-of-kin. All these

factors together (...) All these factors and the life crises that you've
gone through and survived are useful’

Promotion of the life management of patients

‘Yes, | think that it's quite a big issue concerning how people perceive
receiving support. It is just the thing that they need, for someone to

listen to them. It doesn’t have to be anything special, only that someone

listens. Someone who has the time to listen. When someone listens,
they can somehow reflect on their experiences while telling someone
else about them. So, they kind of analyse their experiences in a better
way'’

Patient-centredness as a basis of ECS

'He/she gets the feeling that he/she is understood and that we are with
him/her on the phone in that moment’

Reliability of ECS

‘We are clearly an expert organisation. Of course it matters that people
receive personal support and expert information and guidance’

Unmet paths between ECS and patients
‘The phone line is busy. We don’t have the kind of service that
would put the client in a queue if the line was busy. They have
to dial the number over and over again’

Non-functioning structures of ECS
‘And then we have this workload, which is quite heavy at the
moment. During the one hour time for phone counselling you
can’t always sit behind your desk and be on the computer that
you need for the counselling work; you have to do other tasks as
well, for example you may end up doing equipment maintenance
with a mobile phone in your other hand. The one hour time for
counselling is not just for counselling’
Inadequacy of mutual communication
‘It's difficult if you can’t hear well. For example, if the person has
hearing disabilities. It can also be very rough if the person can’t
use email or chat’

Lack of shared viewpoints between CNs and patients
‘Yes, the thing is that if the client wants to hear specific things
about what the nurse is not saying, meaning that the nurse is
sticking to the truth, there may be a decline in the interaction.
If the nurse doesn’t conform to the patient’s thoughts just like
that, but instead, brings up another perspective to consider that
would be more beneficial and appropriate, it can irritate some
patient’

ECS, electronic counselling services; CN, counselling nurse.

patients” life (family situation, occupational status and
cancer treatment situation) as well as screening the
resources or lack of them (strengths/strains) and the need
for support in daily life. To manage their life when ill,
patients needed disease-related information, and the CNs
also complemented, corrected and verified the informa-
tion patients had. One of the tasks, as reported by the
CNs, was to offer information about useful services, such
as the activities of cancer societies (e.g. toll-free national
helpline, face-to-face counselling, rehabilitation services
and volunteers), and public mental health and social secu-
rity services. In addition, the CNs reported that patient-re-
lated facilitators such as increased competency in the form
of increased capacity benefit the ECS and increase activity
with regard to staying in contact with the ECS.

Patient centredness as a basis of ECS. Patient centredness
was considered as a facilitator for the social support of
patients. This meant that the type of contact chosen, the
situation and the individuality of a patient were considered

© 2015 Nordic College of Caring Science

as the basis of all counselling work. Patient-centred
counselling respects the background of patients (age,
gender, education, etc.). A shared language (dialect/com-
mon language) and the possibility of clarifying the
patients” messages instantly were considered as facilitators
for the social support of patients with cancer.

Reliability of the ECS. The ECS was considered reliable
when the counselling was safe in terms of anonymity,
confidentiality, toll-free contact with the national help-
line of the Cancer Society of Finland, and the provision
of a serene atmosphere. In addition, professional exper-
tise was considered to indicate the reliability of the ECS.
The ECS was trusted, and the CNs had the opportunity
to consult their chief medical officer when needed.

Barriers for social support

The barriers for social support were as follows: unmet
paths between the ECS and patients, nonfunctioning
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structures of the ECS, inadequacy of mutual communica-
tion and lack of shared viewpoints between the CNs and
patients.

Unmet paths between the ECS and patients. Lack of mutual
contact was one of the causes of the unmet paths
between the ECS and patients. In such cases, the patients
did not contact the ECS because of various reasons, for
example, lack of email addresses, lack of online chat skills
and unawareness of the existence of the ECS. Another
reason for the unmet paths was the absence of a CN
specifically for the patient. The CNs also reported that
one reason for the unmet paths was the lack of guidance
on the part of the ECS at the hospital. The CNs stated
that the guidance of the ECS was not a primary task at
the hospital that the guidance was often nurse depen-
dent, or that the nurses did not have knowledge of the
ECS. In addition, another cause of the unmet paths was
inaccessibility to the ECS. The ECS was not accessible
due to changes in the reported office hours, congestion
of the telephone line during peak hours and difficulties
in coordinating the schedules between patients and the
ECS. One reason for the inaccessibility of the ECS was
the costs of the calls in regional cancer societies.

Nonfunctioning structures of ECS. The structures of ECS
can also act as a barrier for the social support of patients
when they do not function properly. An improper work-
ing environment consists of a tumultuous working sta-
tion, nonfunctioning devices (mobile phones, phone
headsets, etc.) and shortage of personnel in the ECS. The
workload of CNs was considered as a barrier for social
support. Concurrent tasks, too many tasks, as well as lack
of time for the counselling work were reported by the
CNs. Replying to email messages was time-consuming.
Furthermore, unexpected contact (e.g. improper time
and place for answering the calls) increased the work-
load. The lack of professional competence of a CN was
considered as a nonfunctioning structure of the ECS.
Inexperience, lack of empathy, inability to identity
patients’” needs, problems in developing trust, negative
feelings in patients caused by the method of communica-
tion of a CN and inadequacy of the answers given to
patients were listed by the CN as barriers to social
support.

Inadequacy of mutual communication. As a barrier to social
support, mutual communication was considered inade-
quate when the information received from a patient was
not sufficient. The reasons for this were too concise mes-
sages from patients and patients’ inability to disclose their
needs. Furthermore, functional impairments, such as
hearing and sight difficulties, as well as diminished
resources (e.g. depression, and fatigue) and circumstances
at the patients” home (e.g. a patient could not talk due to

the presence of a family member), were other inadequa-
cies. Mutual communication was inadequate due to the
difficulties caused by the form of counselling as well. It
was difficult to support patients by writing, and in some
cases, the patients were not comfortable talking on the
phone, especially younger patients, and there was a lack
of visual communication and lack of clarity in the online
chat appointment system.

Lack of shared viewpoints between CNs and patients. The
data revealed that the lack of shared viewpoints between
the CNs and patients was due to the fact that the content
of the counselling did not meet patients” needs or there
was lack of mutual understanding between patients and
CNs. The CNs stated that patients sometimes considered
the counselling too general or that the CNs did not say
things that the patients expected to hear, such as promis-
ing the patients that they would get better. In addition,
the CNs explained that the inability of CNs to influence
the cancer treatment process at the hospital was consid-
ered as a barrier for social support by patients with can-
cer. Furthermore, confidentiality was sometimes a barrier
as well. This occurred when the CNs did not have per-
mission to share information with the family, although it
would have benefitted the patient. Language problems,
such as the use of different dialects, especially when the
same word had different connotations for patients or
CNs, caused confusion or misunderstanding; moreover, if
there was a need for services in a foreign language, it
was also a barrier to social support.

Discussion

This study highlights the need for the ECS to strengthen
their presence in general public and hospital settings, as
it is a facilitator for the social support of patients with
cancer. In line with Hogberg et al. (27), who described
the prerequisites for the provision and use of Web-based
communication for psychosocial support, an effective
organisation around psychosocial support is one of the
prerequisites for the use of Web-based communication.
In relation to this, the central issues are how the contact
information of the ECS could be more effectively com-
municated to patients with cancer, online or offline, and
how patients with cancer could be more systematically
informed of the ECS in hospitals. It would be a matter of
concern and a barrier for social support if guidance on
the ECS in hospitals is nurse dependent. In addition, it is
suggested that the ECS is accessible, for example, in
terms of the office hours matching patients’ timetables
and times of need. The possibility of a 24/7 service was
addressed, but it is currently not provided to patients at
cancer societies. A noteworthy finding, according to an
earlier study, is that every fourth call to cancer help lines
is made outside office hours (28).
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The structures of the ECS were both facilitators and
barriers to the social support of patients with cancer. The
way the work is organised in the ECS may either facili-
tate or act as a barrier for social support. When the work
was organised well, there were enough personnel to
share the workload, especially during peak hours; con-
versely, the workload was considered too high when
there was not enough time or resources for the job,
which was a barrier for social support. As identified in
earlier studies, high workload is considered as one of the
most stressful factors in oncology nursing (29) and a risk
factor for intention to leave the position (30). Surpris-
ingly, the CNs in this study did not address leadership as
a facilitator or barrier for the social support of patients
although the leadership, along with proper staffing and
working environments, is one of the factors that influ-
ence retention.

The data showed clearly the importance of the use of
CNs’ own personality as a working tool. The CNs” own life
events as well as certain personal characteristics were con-
sidered as facilitators and even necessary factors for deliver-
ing social support to the patients. When one’s own
personality is used as a working tool, especially in emotion-
ally charged situations, it may have an impact on how CNs
cope with work. Therefore, it is important to develop effec-
tive organisational interventions to detect CNs’ occupa-
tional stress and coping resources in order to support their
mental well-being (31). In this study, the communication
skills of CNs were highlighted. Along with competence,
self-awareness, sensitivity to patients’ nonverbal messages
and display of genuine interest, CNs’ mindfulness was also
listed as an important facilitator for social support. This
complies with the findings of earlier studies (32, 33). Com-
munication skills may be improved, for example, in work-
shops (34), although there is no sound evidence that these
types of interventions are effective (35).

Promotion of the life management of patients often
included the family, who needs support as well, and was
underlined in this study. According to an earlier study,
nurses sometimes regard the needs of the family to be
more important than the family itself (36), which is effec-
tive in situations where counselling situations could be
over-interpreted. Although the promotion of self-efficacy
as a part of promoting the life management of patients
was reported as a facilitator for social support, self-efficacy
as a patient outcome may not be self-evident. CNs listed
indicators, such as depression and physical function, that
affect the level of self-efficacy, which has also been identi-
fied previously (37); therefore, it is beneficial to take them
into account when assessing the self-efficacy of patients.
In addition to the promotion of self-efficacy, cancer-re-
lated information and information on available services
for patients with cancer as a part of promoting life man-
agement were reported. Attree et al. (38) also found that
the primary aim of cancer partnership groups is to
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improve cancer services through knowledge of those
affected by cancer. The importance of the actions of
patients was highlighted as well. The patients themselves
need to be motivated and competent enough to stay in
contact with CNs to benefit from the ECS. This requires
the patients to be able to identify and judge their motivat-
ing reasons (27), which according to this study, are usu-
ally cancer-related health problems.

As expected, patient centredness was mentioned as a
basis of counselling work and a facilitator for support.
This is not surprising because patient centredness has
been a prevalent issue in nursing for decades. Therefore,
the question to be raised is why there is still a need to
mention this issue and why it is not already a part of
quality nursing in different contexts. It was recom-
mended that information, support, and most importantly,
language be adjusted for individual patients with cancer
as a part of patient-centred cancer care. This is in line
with the study of Uphoff et al. (39), who have listed
communication as one of the generic evidence-based
quality indicators for patient-centred cancer care, for
example, in terms of adjusting information to individual
patients and language skills.

Minimal disclosure of information by patients was con-
sidered a barrier for mutual communication and there-
fore for social support. Whatever the reasons for this (e.g.
mood and health condition), the willingness and readi-
ness of patients to talk need to be assessed. The results
are in agreement with systematic review that reported
the factors affecting effective communication between
Registered Nurses and cancer patients in an inpatient set-
ting. In the aforementioned review, the evidence sug-
gested that patients are reluctant to discuss, for instance,
difficult emotions (32). In the present study, telling the
truth or not telling patients what they want to hear,
especially information related to prognostic, was often
the cause of conflict between the shared point of view of
patients and CNs and was a barrier for social support.
Prognostic issues have been identified as an ethical
dilemma in oncology nursing and should be addressed by
physicians in order to prevent CNs from giving false hope
to patients (40). Conflict in communication between the
CNs and patients was sometimes observed as a barrier in
this study as well. According to the literature, it would
be beneficial to distinguish the types of conflicts (e.g.
relationships vs. task conflicts), as if properly understood
and managed, it can lead to positive outcomes such as
stronger relationships (41).

Using the perspective of the theory of online social
support, we explored the facilitator and barriers that
potentially affected the electronic social support of
patients with cancer as perceived by CNs. In the interac-
tional process of online social support between a nurse
and a patient, it is essential to pay attention to the factors
that may impact the process. In using the theory of
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online social support in this study, it was necessary to
include the thoughts and beliefs of nurses who were
engaged in online activities (8) because it was important
to disclose their perspectives as well. Therefore, we
believe that the results of the present study developed
existing knowledge about this theory.

Methodological considerations

The present study provides information on facilitators and
barriers for the electronic social support of patients with
cancer as perceived by CNs. The group interviews were
considered appropriate for generating different views and
experiences (23). Consequently, the data were rich, versa-
tile and covered various dimensions of information. The
inductive content analysis, with its focus on the manifest
content, was justified because the purpose was to gain
insight into the phenomena that have been rarely studied
(26). The findings were identified through consensus
between the authors, which strengthens the dependability
and credibility of the findings. One limitation of the study
was related to the cancer societies chosen for the study, as
they represented only the southern and western parts of
Finland. In addition, the use of member checks might
have increased the credibility of the findings.

Implications for practice and future research

To make nonprofit ECS better known to patients with
cancer, the cooperation of hospitals starting from the
beginning of the cancer trajectory is essential to enable
social support for patients. Furthermore, to promote com-
munication between the CNs and patients, continuous
communication skills training is recommended, but the
impact of such interventions requires further investiga-
tions. The patients need to be encouraged to stay in con-
tacts with the ECS, and proper electronic communication
devices and quiet working stations would facilitate the
work of CNs. High standards set for work by CNs them-
selves and daily involvement in emotionally charged situ-
ations may require regular evaluations of the
occupational well-being of CNs.

Conclusions

The facilitators and barriers for the social support of
patients in the ECS were related to organisations,
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