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ABSTRACT
Objective

Explore relatives’ experiences of talking about cancer within the family and identify their information and support needs. 
Method

A cross-sectional in-depth interview study with relatives and partners (n=22) of cancer patients recruited through community settings. A thematic approach was used for analysis.
Results
Information sharing and communication within families operated within a context of cancer-related uncertainty. Discussion about cancer was generally viewed as beneficial but relatives faced dilemmas which inhibited information exchange. Participants often devised strategies to manage the challenges faced to fulfil their needs for information and support. This was deemed important as talking about cancer allowed relatives to support patients' preferences for care, deal with practical demands, and come to terms with difficult issues.  Lack of information was perceived to affect the quality of care participants could provide. 
Conclusion
Participants did not always want to know everything about the patient’s illness, suggesting the importance of tailoring information to individual needs. Offering a range of different kinds of support directly to relatives may improve patient care and emotional well-being. 
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1.
Background
More people are living with, or beyond cancer [1]. Cancer can cause distress and uncertainty for the person who is ill and their wider social network [2]. Uncertainty faced by patients and their families can relate to prognosis, treatment, physical changes, future plans, financial burdens and changing roles [3] as well as ambiguities surrounding the boundaries and norms for communication [4]. Patients can feel a sense of ‘conversational burden’ when deciding to share their experiences or fears with relatives [5]. Similarly, relatives are often reluctant to disclose their worries, or seek help, fearing this might detract from the patient’s needs [6]. 

Information management is an important element of coping with illness and illness-related uncertainty and is one form of social support exchanged by support networks [7]. While information seeking is a common response to uncertain illness situations, informational avoidance is also a strategy to deal with uncertainty [8, 9].  Positive outcomes regarding uncertainty may result from information management but it is not without challenges which require negotiation and coordination of multiple goals and expectations of patients and relatives [7]. 

With the exception of spouse and primary caregivers [3], little research has examined the information and support needs of relatives of cancer patients and their experiences of sharing information about cancer within the family [2]. In this study we explored relatives’ information and support needs and their experiences of sharing information about cancer within the family in the context of uncertainty. We drew on the normative perspective, which seeks to understand communication challenges for families, and the strategies adopted to deal with information management [7, 10, 11].
2.
Methods
A qualitative approach using cross-sectional in-depth, semi-structured interviews was used. Research ethics and governance approvals were granted by the University of Southampton.
2.1
Participants
Relatives of a person with cancer (referred to as “the patient” - who had been diagnosed ≥ 4 months previously
), were ≥18 years, and had not had cancer themselves. They were recruited from the local community through advertisements in local papers, radio, libraries, council and fire service intranet and posters/flyers distributed in the community (e.g. in retail outlets). This approach was adopted as difficulties have been experienced in recruiting relatives through health care settings. The original intention was to recruit 20 relatives of living patients. However, bereaved relatives showed an interest in the study, and were included, following discussions with the User Reference Group (URG) and Steering Group. The URG included people affected by cancer and met on two occasions. Members drew on their own experience and expertise to assess, discuss and advise on the research methods, emerging findings, and dissemination. They did not participate in interviews.
Potential participants registered their interest with the research team. Screening questions were asked at this point (e.g. cancer type, age, and relationship with patient, time since diagnosis). A maximum variation sample was drawn to allow a diverse range of experiences to be captured. Sampling was constrained by the characteristics of the respondents and some groups were under-represented.
2.2
Data collection
Interviews were conducted by IS and supervised by CF focusing on: experiences of sharing information in the family about their relative’s cancer; experiences of accessing information and support outside the family; problems experienced; availability of information; access to support; views on preferred information and support
. 

2.3
Analysis

Interviews were audio-recorded (with permission) and transcribed verbatim. Transcripts were analysed thematically by IS, LB, URG members and supervised by CF using a framework approach [13]. Open coding allowed categories to emerge from the data inductively through systematic reviewing of the transcripts. A process of constant comparison was used to identify themes. NVivo Version 8 software aided coding and the exploration of the relationships between concepts.
3.
Results
Twenty-two interviews were conducted. These were face-to-face on one occasion and generally took around one hour. Table 1 presents participants’ demographic characteristics. Twenty-one were female. More than half referred to a male patient. Patients had been diagnosed with a variety of cancers including less common ones. They had received a range of treatments including chemotherapy, radiotherapy and surgery or a combination. Most were receiving regular follow up care. Six were bereaved relatives. 

3.1 Communication in the context of uncertainty


Participants’ experiences and preferences varied for information sharing and communication when faced with cancer in the family and the uncertainties this brought for the future. Some communication with the patient about cancer, was generally viewed as beneficial and enabled relatives to receive support and come to terms with cancer:

 when he was first diagnosed, the prognosis we were given was very bleak really.  So we had to get used to that and yeah, we just talked fairly openly most of the time, although it was quite upsetting. I suppose we were between us trying to face what the future was going to be […] Um.  I think it helped because we were facing, trying very hard to face reality and not going to denial (020: Wife of patient)

In families where patients talked about their cancer, most participants stated that this was in a factual rather than an emotional way. For example, recounting information about diagnosis and treatment without revealing how they felt which could be hard to deal with.
3.2 Dilemmas faced

A number of issues inhibited information seeking and sharing. 

3.2.1 Patient as gatekeeper

Within many families the patient was the central source of information and their wishes regarding what should be discussed influenced communication with clinicians and within the family. If the patient did not wish to talk about their cancer, the family may not have access to information the patient had gained from consultations or other sources. This could make it difficult for relatives to assess whether decisions regarding treatment and care were the wishes of the patient.  Lack of information regarding the patient’s cancer was often a source of emotional toil and frustration for participants.

He actually won’t talk about it, and he sort of brushes it under the carpet a little bit and although we’re aware of it, we don’t talk about it. 

INT How do you feel about your husband not wanting to talk about his cancer?

I find it very difficult. (014: Wife of patient)

Even when the relative attended appointments, or had knowledge about cancer and treatments, if the patient was reluctant to share information, communication between other relatives in the family could be limited.  The patient’s wishes influenced communication with clinicians and the family. Where patients were happy to discuss their cancer and information from their consultant, relatives were more likely to feel they could talk openly with others inside and outside the family. Talking about it could help families come to terms with cancer and enabled an exchange of information:

In a way what made it easier for me, (patient) decided very early on, largely because of (relative who died of cancer recently), that she was going to be very open about it, and we were going to talk about it and that gave me permission to talk about it as well. (012: Mother of patient)

For some patients, not acknowledging the limited chance of survival was an important coping strategy.  In some cases this extended to an unwillingness to discuss end of life care, and for their relatives, produced a level of uncertainty regarding the patient’s wishes. Not having sufficient information could affect relatives’ confidence and prevent them from feeling able to provide best care and support for the patient:

She won’t say how she’s feeling or anything like this; it’s just that she’s tired…I think perhaps something that we as a family should talk more about our feelings, but it’s very difficult to do that. I think we all find it hard and it’s not something that people do enough of, so I think … that’s a negative on our part, is that we don’t talk about it enough I think, it would be a positive thing if we could. (002: Daughter of patient)

Wishing to avoid information about cancer or treatment, could also be difficult for the participants as they were then unable to share difficult information or receive support from other relatives. As one participant explained:

Dad shut down fairly well. He’d said “because I’m a Fix-it Dad and I can’t fix this, I just can’t handle it and that’s okay” … And I was just like … well it’s not really okay, because Mum and I nursed [patient], so for three months, it was the pair of us essentially all day, every day, and Dad just got on with his life in the same house…. he just didn’t seem to have much perception of what else was going on in the same house, and you know, that we might want some respite from what we were doing all day, every day …  it was fine for him not to deal with it.  (025: Sister of patient)

Coping strategies such as denial or minimisation, could limit the amount of support available from the wider family. For example, denial of the diagnosis or extent of illness resulted in support being less likely to be offered. 

3.2.3 Causing distress

While emotional aspects of having cancer were rarely discussed within families, when they were raised it could be a negative experience. Two participants described how they found it distressing, and were uncertain how to respond to concerns voiced by relatives. Others articulated a preference for open communication with the patient without being made aware of their prognosis.
There was uncertainty amongst some participants as to whether talking about their feelings was helpful because it risked unearthing strong emotions. Decisions not to discuss cancer might also be taken if a relative was deemed too vulnerable or fragile. In one family the patient decided that her mother was too old to be told, which prevented her sister from being able to talk to, or receive support, from the mother:

We never ever in that time, sat down and talked about it, or even mentioned it as cancer or anything. It was just, you know [patient] getting over this surgery and that was it really… my Mum didn’t ever come out and say anything … I felt rather difficult about it really because I also … felt as if I was a bit excluded … I felt that I was the one who had to give the support, but I didn’t get too much of it back ... (003: Sister of patient)

3.2.4 Previous experience of cancer

Previous experiences of cancer, especially where a relative had died, could shape communication within the family. For some, this resulted in more open communication, for others it hindered the flow of information, particularly due to fear of acknowledging the diagnosis. Coping strategies families had developed previously could characterise the nature of family communication when new cancer-related problems emerged. For example, one patient had recently had a recurrence. His family had not acknowledged that the cancer was life threatening when he was diagnosed originally. When the cancer recurred they continued to behave as though his cancer posed no threat, making open communication between the couple and his family, about his prognosis difficult:
it was sort of a growth that was, some of it was malignant and at [age when cancer first

appeared] …sort of how his family deal with it as well, they sort of are in denial about

the whole reality of it all… They kind of didn’t think of it as being as serious as it was

because they didn’t want to think of it as being serious. (019:Wife of participant)
3.2.5 Relational tensions

Problematic family relationships before cancer sometimes had an impact on communication and information exchange. For example, in one family, limited contact prior to and during their son’s illness meant the parents had to access information from specialist nurses: 

We had to go through the colorectal nurses at the hospital.  This is one of the problems that we are having is that his wife is making out that it is far, far worse -.  You know cancer is bad, but she was more or less saying that it was curtains. (022: Mother of patient)

3.3 Information management strategies in the context of dilemmas

3.3.1 Attending consultations

Some participants attended clinical consultations with patients and occasionally received information from clinicians in their absence. Attending appointments was an important source of information for some relatives providing, first-hand, knowledge regarding treatment and care.

3.3.2 Identifying alternative sources of information and support

Some participants reported receiving very good information from consultants and specialist nurses, but most expressed a need for more. Specialist nurses were a key source of support and their constant availability was especially helpful when the consultant was unavailable. However, specialist nurses were less accessible outside of the hospital environment, and as access to help at home could be declined by the patient, it could limit the support offered to relatives: 

We had one phone call from [nurse], but my husband answered the phone, he said “No I don’t need you to come, no thank you very much” and put the phone down. And I remember sort of thinking ‘What about me?’  But because it’s not you who’s got the cancer, you don’t feel you can be saying “What about me?” you sort of think ‘no you shut up, you are not the one with the problem, it’s the patient’… so you don’t feel you have a right to ask for help. (014: Wife of patient)

Participants accessed a variety of information support sources, including associations, and charities. Professional sources, such as drop in clinics, specialist nurses or formal counselling were also helpful, particularly when support was not available, or it was felt to be inappropriate to discuss issues with family or friends:

I went to see a counsellor myself, and I didn’t go very long, but it was more because there were things that I needed to get off my own chest that I could never have said to them … and they were selfish thoughts, to be honest. And I could never have admitted them to my family. It would have felt wrong to have done it...  (011: Daughter of patient)

Most participants had accessed the internet and found it helpful for obtaining a range of information. Nearly all had inadvertently read negative stories which were distressing and upsetting. Participants considered that information should be treated with caution regarding accuracy and reliability, and only reputable sites should be used.

3.3.3 Offers of support to relatives as part of standard care

Although not all participants felt the need for emotional support, it was common for them to describe feeling alone at times and in need of help or advice. For some, this was to better understand the emotions of the patient and could be obtained from relatives, health professionals, counsellors and support groups. However, patients could influence a relative’s access to help; for example, if they chose not to reveal their cancer diagnosis to outsiders. Therefore, it was felt that support should be routinely offered and it was then the choice of the relative to accept or decline: 

Well I think the emotional support gets greater  …  To begin with, it’s not that important, but as time goes on, it became more and more important because it was a relaxation time, and I think things like that – I think sometimes it’s not asking whether people want help, but just giving it to them.  (006: Sister of patient)

3.3.4 Concealing emotions

Remaining positive was identified as important. 
But you internalize all your feelings because you’ve got to stay strong for the person and there’s no “Me” time to actually say “I bloody hurt!” (laughs). (004:Daughter of patient)

The amount and type of support needed by relatives was influenced by the physical health, prognosis and coping style of the patient. Choosing not to reveal how they felt, or discuss particular aspects of cancer, sometimes offered participants a strategy to postpone coming to terms with the cancer until more immediate demands had been addressed; this was regarded as a positive coping strategy. However, others would have liked more support to deal with their feelings:

I think at that time I needed someone to comfort me; someone to back me up that, ‘Yeah, you’re doing the right thing; your help is the right sort, that’s the way to go’. (012: Mother of patient)

The point at which emotional support was needed by relatives, varied. For some it was during the patient’s illness, for others it was after their death:

I probably needed the emotional support afterwards because if I’d opened up during the process I might not have been able to recover. All the time I stayed closed it was fine, I dealt with it. (015: Daughter of patient)

3.3.5 Support from family and social network

The wider family could be an important source of support but not all participants had a large family network. Talking to people outside the family was generally viewed as beneficial; for example, finding it easier to confide in those less emotionally involved. Work colleagues and managers could be a useful source of support and information, especially if they had personal experience that made them more empathetic. Useful support from managers included: flexible working practices and allowing the participant to take time off.

Relatives were more likely to feel they could talk openly with others inside and outside the family if the patient was happy to talk about their cancer. This could help relatives come to terms with cancer and enabled a exchange of information. A complex relationship of mutual support, characterised by information sharing and discussion, could be found between relatives.
they do, they support you very well, close friends and family of course.  But you are helping them also (do you know what I mean?)…They feel desperate because they can’t do anything for you, so all they can do is to keep in touch and asking you and asking, you in turn support them because you are telling them, they feel more comfortable, because they know. (018: Wife of patient)
3.3.6 Support from other carers

A number of participants would have liked to talk to another carer of a cancer patient. Talking to someone with a similar experience could confirm participants’ own emotional reactions to the patient’s cancer and provide reassurance that they were not alone. Some felt that they might have benefited from a support group as a way to reduce isolation and share coping strategies:

You feel isolated; you know that there are thousands of other people out there with

cancer and they are probably all going through – but at the time, it’s you, it’s just focused

on you and what you are going through, and your family is going through at the time. To

actually be able to speak to them on how they have dealt with things and what they did

and you know, just our own experiences; I think it helps everyone. (005: Daughter of participant)
However, a number of negative views were expressed about support groups. For example, one participant described how a bereavement support group had been very depressing. Another had been advised against a support group because of the risk of comparison.  For example, where one person’s relative survives and another dies. Some participants described how finding the time to go would be difficult when their caring responsibilities were their main concern.

4.
Discussion and conclusion

4.1
Discussion

The number of people affected by cancer is rising with significant impact on partners and relatives. Improved treatments have increased the length and quality of survival for many, but uncertainty caused by cancer persists [2]. Information management is important to coping with illness and illness-related uncertainty but, with the exception of spouses, little is known about communication between relatives, the informational challenges they face and the strategies they employ to manage cancer uncertainty. Drawing on the normative approach, our findings extend the current literature and offer new insights into the information seeking and sharing behaviours of relatives of cancer patients.

Relatives’ experiences and preferences were variable and participants engaged in both information seeking and avoidance. While some level of communication was considered beneficial for families in helping them cope with cancer-related uncertainty, dilemmas inhibited the seeking and sharing of information.  

Patients were often a central source of information for relatives. Their wishes influenced, if and how, information was shared and the extent to which relatives discussed cancer beyond familial boundaries. Previous research has demonstrated that being able to talk about cancer in the family is an important source of psycho-social support [14].  Not wishing to share feelings or concerns can influence the amount of support relatives receive which has direct implications for accessing information for their own needs, as well as their ability to support the patient.  
Information avoidance was used by relatives and patients. Findings revealed diverse reasons for not talking about a patient’s cancer. For some, avoidance was a response to previous experiences of cancer within the family. Minimising the seriousness of a patient’s cancer to protect other relatives also had an impact on, how and if, discussions within the family occurred. Similarly, problematic relationships prior to the cancer diagnosis could hinder information exchange between relatives. Limited discussion often prevented transfer of information and support for relatives. 

Relatives, who actively sought information as a means of combatting uncertainty, were able to develop successful strategies and solutions to the dilemmas faced. Where information was not forthcoming from patients, relatives often sought support from other sources including health professionals, work colleagues and support groups. However, while expressing the need for support, including emotional support, participants articulated feelings of helplessness, isolation, and lack of entitlement to support, believing that voicing their need for help would detract attention from the patient. Studies have shown that relatives who fail to accept the validity of their own emotional needs may express less distress after a patient’s diagnosis [15] and consequently receive less support from others who are unaware of their needs [6]. Most participants experienced helplessness at times with no obvious support available. 

Furthermore, information about support groups tended to be offered to patients and was not always extended to relatives. Research has shown that cancer patients attending support groups access information, gain a sense of community, unconditional acceptance, a greater sense of internal control over cancer, and have a more positive relationship with family and friends because it relieves their burden of care [16]. Recent evidence suggests interventions, such as skills training and educational counselling can reduce caregivers’ burden, improve their ability to cope and increase self-efficacy [17].   However, timing of support warrants further investigation as offers of support may be required at different points along the disease trajectory.
Most participants had accessed the internet for information and/or support. The internet is a popular source of information for people dealing with a variety of illnesses and conditions [18]. Research suggests that relatives use the internet significantly more than cancer patients and continually seek information which supports coping [19] but accessing websites deemed reputable was considered to be essential.  

4.1.1 Study limitations
This was a small qualitative study and caution is required regarding the wider transferability of findings.  It was a regional study using a novel recruitment strategy where participants came forward because they wanted to talk about their experiences, as such individuals who were unable to come forward for whatever reason were not included. In addition, most participants were women caring for male patients which may have influenced findings. 
4.2
Conclusion

The support and information needs of relatives of cancer patients are under-researched.  This study addresses this by providing an in-depth understanding of relatives’ experiences of managing information within the family in the context of cancer-related uncertainty and highlights dilemmas faced and strategies used to manage information and gain support. Findings highlight the importance of tailoring information to individual needs at the right time and offering support to relatives without request. Offering support to relatives may improve patient care and emotional well-being. 
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	Table 1: Participant characteristics

	Characteristic

Number of participants (n=22)

Age 

< 30

1

30-39

5

40-49

3

50-59

5

60-69

5

≥ 70

3

Gender

Female 

21

Male

1

Patient is participant’s:
Spouse (9 husbands)
10
Parent (2 fathers)
6
Sibling (2 brothers)
4
Child (1 son)
2

Patient’s cancer type*

Brain

1

Breast

2

Colorectal

6

Fibroadenoma

1

Fibrosarcoma

1

Gastrointestinal stromal tumour (GIST)

1

Kidney

1

Liver

3

Lung

2

Nerve sheath tumour

1

Non-Hodgkins lymphoma

2

Ovarian

2

Stomach

1

Throat

1

Unknown

1

Time from patient diagnosis to participant interview
< 6 months

4

6-11 months

2

1 – 2 years

8

2-5 years

5
5-10 years

2
≥ 10 years
1



	* Some reported more than one cancer type




� Eriksson & Lauri [12] found that ≥4 months relatives of patients were no longer in the initial crisis stage and were able to consciously process their life situation.


� In the case of bereaved relatives, interviews focused on the period when the patient was alive.
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