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Introduction: Prostate cancer patients (PCP) often struggle with a significant emotional, physical, and social burden during the care-flow pathway. Noteworthy, PCP should not be considered a standalone patient, but someone who is connected with a relevant social environment and that is usually supported by a beloved one, the caregiver. The involvement of the caregivers through the care pathway might bring significant benefits both on the psychological and the treatment and decision-making side. The present pilot study aimed at preliminarily assessing quantitatively the psychological impact of a prostate cancer diagnosis on the degree of agreement of PCPs and their caregivers on medical decisions, coping resources and psychological distress levels.

Methods: 16 PCP and their caregivers were enrolled in the study and fulfilled a battery of standardized questionnaires.

Results: Results showed low concordance in decision making styles and preferences in patients and their caregivers and that the dyads showed similar depression symptoms levels. Relevant features of the psychological needs of the analyzed dyads, such as need for information and support, also emerged.

Conclusion: On the basis of these preliminary results, guidelines for the construction of tailored brief psychological support interventions for PCP dyads are provided.
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Introduction

In 2020, it was estimated that prostate cancer (PC) accounts for 7% of all cancers, although survival rates were very high (1, 2). Indeed, with early PC diagnosis, patients could have more favorable survival outcomes, leading PC to be treated as a chronic disease (3). However, screening for prostate cancer remains a highly debated topic in both clinical and public health sphere due to the unnecessary diagnosis and treatment of otherwise slow-progressing cases. Even today, the test for elevated levels of prostate-specific antigen (PSA) in blood com screening tool is still used, although we know its limitations in use, as it often gives false positives (4). To date, there are several treatments for localized PC, that can be divided into active treatment (e.g., radical prostatectomy, external beam radiation therapy), and active surveillance (AS) (2, 3, 5). The active treatments may have significant and potential side effects affecting urinary, sexual, hormonal, and bowel function (e.g., erectile dysfunction, reduced libido). These aspects can have further negative psychological implications, causing anxiety, depression, fatigue, stress, pain, and FCR (2, 3, 6–9). Moreover, the sexual challenges, that PC patients may face, can impact patient’s intimate relationships and lead to feelings of frustration and loss of self-confidence (1, 10). On the other hand, AS allows patients with low-risk PC to avoid active treatment and thus the associated adverse effects (2, 11). However, patients have to undergo PSA testing and digital rectal examinations at regular intervals and annual/biannual biopsies (2, 11). Thus, even patients under the AS reported high level of anxiety and depression, although they did not have the side effect of an active treatment (11).

In recent years, the decision between active treatment or active surveillance is shared with the patient. Indeed, there has been a shift from a paternalistic approach, in which physicians made decisions without considering the patient’s opinion, to a patient-centered approach, in which the patient is an active participant of care (12–14). In recent years there is a greater focus on patients’ individual preferences, needs, and values, as well as considering the clinical aspects of the disease, when discussing DM (15, 16). Consequently, treatment decisions should be made collaboratively between patients and physicians, with a two-way exchange of information (17–19). The shared decision-making seems to be the conceptual approach to decision making that best fits the patient-centered approach, in which patients and physicians have different but equally valuable perspectives and roles (20). However, the complexity of available treatment options and the potential consequences of these decisions can lead to decision-making anxiety; thus, it would be appropriate to provide precise information on the possible effect of the treatment and, if necessary, to involve a caregiver in the decision-making process (DM) (2, 21).

Adopting a biopsychosocial standpoint, patients are characterized within the context of their relationships and rely on their “significant others” to guide DM, that means not only family caregivers, but also physicians (6, 20, 22, 23). Recently, authors such as Rapley (24), who introduced the concept of “distributed DM” or Epstein and Street (25), who introduced the concept of “share mind,” have pointed out how decisions can be made in the context of social interactions that in turn can influence them (20). Based on this, some authors have introduced collaborative decision-making models including not only the physician and patient, but also family caregivers, such as Elwyn’s collaborative deliberation model (26) or Légaré et al.’ (27) interprofessional shared DM model (IP-SDM) (20). However, it is only recently that the roles and dynamics of family caregivers within the DM process have been delineated through the development of the so-called TRIO-framework. According to this theoretical framework, the decision-making process could be represented graphically by a triangle, as it succeeds in capturing and expressing the complex extent of physician-patient-family caregiver influence on a decision. Although the clinician plays a dual role within triadic DM, i.e., as a participant and facilitator, having medical expertise and a professional role in the DM process, this model emphasizes “equal” triadic sharing of a decision among the three actors: patient, physician, and caregiver. The family caregivers’ involvement in DM can vary from passive to active, depending on the illness trajectory or severity, personal characteristics (e.g., demographic, psychological, relational, cultural, and medical) and type of relationship among patients and caregivers and among the extend family (20).

In general, along the cancer journey, patients and caregivers explore together treatment options, weigh risks and benefits, and consider the impact on quality of life (28). The presence of a caregiver may help patients to better cope with the cancer diagnosis, its subsequent treatments, and the treatment decision-making (29–31). Quite often, patients are accompanied by their caregivers during the visits to be supported in the interaction and communication with the oncologists (14, 32). Participating in medical visits, caregivers can state their opinions, preferences, and beliefs on the treatment decisions (20, 33–36). Moreover, caregivers may feel entitled to influence patients’ decisions; they also inevitably bring a series of emotional reactions, interpersonal dynamics, and expectations (36–39). For both patients and caregivers, it is necessary to receive clear information that enables them to understand the diagnosis, treatment options, self-care and support available, in order to have a more active role in the DM (40, 41). A recent systematic review reported that patients and caregivers seemed to have similar views on their involvement in DM: most patients and caregivers dyads preferred to share the responsibility of the decision or that patients decide after seeking input from the caregivers (31, 42). Some researchers have used concordance/discordance of cancer communication as a measure of the level of agreement within dyads on the topics of cancer communication and decision making, showing that concordance/discordance in cancer communication is not static, but fluctuates during cancer treatment (43). However, it is not yet clear whether patients and caregivers agree on their involvement in decision making and whether a difference in involvement might depend on the type of relationship. Finally, caregivers’ involvement in the oncological examinations was associated with increased patients’ satisfaction with care, understanding of cancer-related information, treatment adherence, physical and mental health (38, 44, 45). In contrast, as a downside, higher caregivers’ involvement in DM was also associated with higher caregiver burden and psychological distress (46).

In conclusion, PC diagnoses may affect dyadic relationships, and in particular intimacy, dyadic communication about feelings, family management, and personal expectations about life (6, 10, 31). Recent research showed a reciprocal psychological influence between patients and caregivers after PC diagnosis, reporting that highly distressed patients have highly distressed caregivers (10, 32, 47). In such circumstances of crisis, the dyads co-create and share coping strategies to respond to the stressful event (29, 48). Patient and caregiver individual coping styles may have a mutual positive or negative impact on QoL and psychological status (29, 30). The common coping strategies used by dyads in this context are shared information seeking and SDM, exchanging worries, and efforts to manage their emotional reactions (20, 30, 31).

Based on these premises, this pilot study is aimed at assessing dyads share expectations about mutual involvement in cancer related decision making, their agreement and their mutual influence on the psychological adjustment. In particular, we expect a similar view between patient and caregiver regarding their involvement in DM, as reported in the recent systematic review (31). We formulated three hypotheses: (H1) high agreement among patients and caregivers regarding their involvement in DM and a good triadic involvement in DM; (H2) a good communication style within the dyads that may represent a good relationship and a protective factor for psychological distress; (H3) a similar impact of the cancer diagnosis on the dyads in terms of psychological distress.



Materials and methods


Participants

16 prostate cancer patients and their caregivers were invited and agreed to participate in this pilot study. The recruitment took place at the European Institute of Oncology of Milan (Italy). Patients accompanied by family caregivers during their oncology visits were flagged up by oncologists as possible study participants. The lead research psychologist contacted them by telephone to explain the purpose and procedures of the study.

Inclusion criteria for patients were as follows: (1) age 18 years or older, (2) recent diagnosis of prostate cancer (enrolled patients received the diagnosis in the two weeks prior to enrollment), (3) not currently decide the treatment to be undergone (when patients were enrolled, further diagnostic investigations were still being conducted in order to be able to determine which treatment was most appropriate for the diagnosis received), and (4) in sufficient physical and mental health to understand and complete the study. Patients who were diagnosed with early mental disorders (before age 40) or severe neurological disorder or advanced cancer stage (e.g., palliative patients) were excluded from the study.

After patients agreed to participate in the study, adult family caregivers (age ≥ 18) were also asked to participate in the study. Caregivers with an early mental disorder (before age 40) or severe neurological disorder were excluded from the study.

The study was conducted in accordance with the Declaration of Helsinki and approved by the Institutional Review Board (or Ethics Committee) of the European Institute of Oncology, IRCCS (n. R1598/21-IEO1702). Written informed consents were obtained.



Procedure

The pilot study was conducted in November 2022. Patient/caregiver dyads, who agreed to participate in the study, completed a series of questionnaires separately that were administered electronically through the Qualtrics™ online platform. Basic medical data such as cancer diagnosis, stage, duration since diagnosis, and treatments administered were obtained from the hospital information systems of the participating facilities.



Measures

The set of questionnaires completed by patients and caregivers consisted of the following. First, patients and caregivers were asked about sociodemographic characteristics such as age, gender, education level, occupation, origin, and type of family relationships. Then, a set of psychological questionnaires were administered:

As used in other studies (49–52), a modified version of the Control Preference Scale (CPS) questionnaire (53) assessed patients’ and caregivers’ decision-making control preference. Responses were rated as active (e.g., patients or caregivers preferred to be the decision maker), semi-active (e.g., patients or caregivers preferred to be the decision-makers while considering the opinion/preferences of the caregivers or patients, respectively), collaborative (e.g., patients and caregivers preferred to share the responsibility of the decisions), or passive (e.g., patients or caregivers preferred not to be the decision-makers, letting the caregiver or the patient decide, respectively). The CPS was adapted and cross-culturally validated in Italian in a sample of people with multiple sclerosis, showing a moderate test–retest reliability (49).

Five items from the Personal Assessment of Intimacy in Relationships scale [PAIR (54)] evaluated the degree of intimacy that each actor of the dyad currently perceives in the sphere of communication (we referred to it as the dyadic communication) (55). The response rate was on a 5-point Likert scale (from completely describing my relationship to not describing it). The difference between the two actors scores revealed the intimacy between the dyad (54). An example of the item was “My partner listens to me when I need someone to talk to.” The questionnaire was not validated in Italian, so we used the back translation method to create the Italian version. The internal reliability coefficient (Cronbach α) of the communication subscale of PAIR was 0.80 (55), in our study was 0.83, confirming the high internal reliability.

The Miller Behavioral Style Scale [MBSS (56)] aimed to determine the information-seeking behavior (a coping style) of threatened individuals and classified them as active information seekers or stressful situation avoiders. Four fictional stress-inducing situations (i.e., a dentist, hostage, redundancy, and airplane scenario) were presented and participants were asked to select one or more of the eight statements representing the monitoring coping style (e.g., paying attention, scanning, and amplifying potentially painful or harmful aspects of information and experiences related to illness, such as “I would watch all the dentist’s movements and listen for the sound of the drill”) or the blunting coping style (e.g., avoiding, distracting from medical information, such as “I would do mental puzzles in my mind”). This psychological variable can be considered a trait variable that remains stable over time. Cronbach’s α coefficients for the monitoring and blunting sub-scales were 0.65 and 0.41, respectively (57), and in our study were 0.743 and 0.516, respectively. However, this scale was not validated in Italian, so we used the back translation method to create the Italian version.

The Hospital Anxiety and Depression Scale [HADS (58)] consisted of 14 items on a person’s mood in the past week (seven items assess depression, such as “I still enjoy the things I used to enjoy” and seven items assess anxiety, such as “I feel tense or wound up”) (59). Each item is rated on a 4-point scale (from not at all to most of the time) for a total score ranging from 0 to 21 for each subscale. A higher score indicates higher distress and the cut-off points for establishing the presence of anxiety and depression is set at 8. This scale has been adapted and validated into Italian both for cancer patients and a community sample (60, 61). Cronbach’s alpha for anxiety varied from 0.68 to 0.93 (mean 0.83) and for depression from 0.67 to 0.90 (mean 0.82) (62, 63).

The Multidimensional Scale of Perceived Social Support [MSPSS (64)] was composed by 12 items rated on a seven-point Likert scale (from strongly disagree to strongly agree). Participants were asked to indicate how they feel about each statement (e.g., “I have a special person who is a real source of comfort to me”). Scoring can be calculated in terms of a total score by summing the scores of all 12 items. The sample can be divided into groups based on the total score (12–35 = low support; 36–60 = moderate support; 61–84 = high support). The scale has been adapted and validated in Italian by Di Fabio and Palazzeschi (65). In our study, the internal reliability coefficient (Cronbach α) was 0.94.

The SF-12 Health Survey is composed of 12 items, selected from the SF-36, evaluating the day they completed the questionnaire and the previous 4 weeks. The scoring provides two summary measures related to physical and mental aspect of health (PCS-12 and MCS-12). Scores range from 0 to 100, with higher scores indicating better physical and mental health functioning. According to Ware and colleagues (66), the SF-12 Physical and Mental Summary Scales could be scored as follow: a score of 50 or less on the PCS-12 has been recommended as a cut-off to determine a physical condition, while a score of 42 or less on the MCS-12 may be indicative of ‘clinical depression’. Kodraliu et al. (67) assessed the SF-12 in various Italian settings, including the general population and specific patient groups, showing that the SF-12 has good validity. The mean scores reported by the authors for the general population were 47 (SD 9.61) and 46.2 (SD 10.51) for PCS and 46.5 (SD 10.6) and 44.8 (SD11.4) for MCS. Regarding the out-patients, the mean scores were 43 (SD = 5.2) and 40.4 (SD = 9.7) for PCS and 44.1 (SD = 6.3) and 44.0 (SD = 11.2) for MCS.

The 9-item Shared Decision-Making Questionnaire (SDM-Q-9) consisted of an open-ended question designed to explore the decision-making context as well as 9 multiple-choice questions rated on a six-point Likert scale, from completely disagree to completely agree (68). An example item was “My doctor wanted to know exactly how I want to be involved in making the decision.” The total raw score was obtained by summing all items ranging from 0 to 45. If there were one or two items missing, the average of the completed items could be used to calculate the raw score. The authors suggested multiplying the raw score by 20/9 resulting in a transformed score ranging from 0 to 100, where 0 indicates the lowest possible level of SDM and 100 indicates the highest possible level of SDM. The SDM-Q-9 was translated into English and Italian, allowing for use in international research (68). The questionnaire was validated in a psychiatric clinical sample showing a Cronbach’s α coefficient of 0.86 (69). In our study, Cronbach’s α was 0.862, showing a high internal consistency.

The Consultation and Relational Empathy (CARE) Measure (70) evaluated doctor’s communication and relational empathy during the consultation (e.g., How was the doctor at fully understanding yours concerns?”). It consisted of 10 items rated on a six-point Likert scale, ranging from poor to excellent. Moreover, participants could select the option “does not apply.” Scores ranged from the lowest score (10) to the highest one (50), with a higher score meaning excellent empathy shown by doctors. Mercer and Murphy (71) assessed the CARE’s performance and suitability in secondary care showing that the mean score for the total sample of patients was 43.5 (variance 55.8, standard deviation 7.47, N = 1,010). The Italian version of the CARE measure showed high internal reliability (Cronbach’s α = 0.962) (72), that was confirmed in our study (Cronbach’s α = 0.97).



Statistical analysis

Descriptive statistics were calculated on raw data to report participants’ socio-demographic characteristics (mean, standard deviation, median, minimum and maximum or reported frequencies in combination with confidence intervals). Dyadic analyses were conducted to verify the differences between patients and caregivers and their interdependence for each variable of interest. Specifically, t-tests, contingency tables and Chi-Square tests were then performed to compare patients and caregivers. Expected values and residuals in every box were calculated to verify if a specific group gave a significantly higher or lower rate of response (observed values) to certain items, compared to the percentage expected and calculated on the number of subjects recruited. Finally, correlations analyses were conducted for the sample of patients, caregivers and dyads. Analyses were performed with SPSS (25.0, IBM, United States, 2014).




Results


Descriptive analysis of the sample

16 dyads were enrolled in the study composed by 16 prostate cancer patients (all male, Mage = 66.13, SD = 7.402) and their caregivers (12 females and 4 males, Mage = 57.06, SD = 10.853). 13 dyads had a marriage/partner relationship (81.3%), and 3 had a kin relationship (18.8%). Socio-demographic data are reported in Table 1.



TABLE 1 Descriptive statistics for patient and caregiver demographic variables.
[image: Table1]

The preferred involvement in the shared decision-making.

Half of the patients (n = 8, 50%) and slightly less than half of the caregiver (n = 7, 43.8%) preferred to share decision-making responsibility within the dyads. The other half of the patients preferred to have an active role in decision-making, although almost all of the patients preferred to make decisions after taking the caregiver’s opinion into account (n = 7, 43.8%) and only one patient preferred to decide alone (6.3%). Regarding caregivers, slightly less than half of them preferred to let the patient having an active role in the decision-making, although some of them (n = 6, 37.5%) preferred the patients considered their opinion. Only two caregivers preferred to have an active role in the decision-making, although considering the patients standpoint (12.5%), one was a son, and one was a wife. No sons preferred to share the responsibility of the decision with the patients, that in this case was the father.

Considering the concordance among responses, 7 dyads (43.75%) agreed on the preferred decision-making modality, specifically 4 dyads agreed in sharing decision-making responsibility (25.5%). For more detail, see Table 2. Contingency table and Chi-square test didn’t show a significant association between patients’ preferences in decision-making modality and caregivers’ preferences. Indeed, pairwise t-test showed a statistical significant different between patients and caregivers’ preferences (t(15) = −3.033, p < 0.01).



TABLE 2 Contingency table among patients’ and caregivers’ preferences in their decision-making involvement.
[image: Table2]

Based on patients’ and caregivers’ concordance on their preferences regarding the involvement in the shared decision-making, we divided the sample into those who agreed and those who disagreed (Dummy variable = Agree 1, disagree 0). However, no differences were found in all the patients’ and caregivers’ psychological variables between dyads who agreed and who disagreed.



Patients and caregivers’ communication style

Referring to the communication style, patients and caregivers reported experiencing an open and flowing exchange of ideas between them, showing high scores in the communication scale (Mp = 4.43, SD = 0.51; Mcg = 4.11, SD = 0.84). Table 3 shows the difference between patients’ and caregivers’ scores. More than half of the dyad agreed on their communication style (n = 9, 56.25% had same or very similar score), while within the other dyads, patients reported a better communication style than the caregivers (n = 5, 31.25%) or vice versa (n = 2, 12.5%). Patients’ communication style was positively correlated with patients’ perceived social support (r = 0.51, p < 0.05).



TABLE 3 PAIR differences between patients and caregivers.
[image: Table3]

How do patients and caregivers cope with the prostate cancer diagnosis?

Most of the patients and the caregivers showed a monitoring coping style in responding to breast cancer diagnosis (n = 10, 62.5% of both). This mean that most of patients and caregivers tended to pay more attention to, scan for, and amplify threatening cues. Only one caregiver showed to have a blunting coping style, and no one of the patients (6.25%). The other didn’t show a preference in the two coping styles (6 patients and 5 caregivers on 16).

After receiving the breast cancer diagnosis, patients showed higher level of anxiety and depression than the caregiver (Anxiety: Mp = 12.94, SD = 2.74; Mcg = 11.75, SD = 2.02; Depression: Mp = 11.00, SD = 1.59; Mcg = 9.06, SD = 1.06), however a significant difference was found only in the level of depression between patients and caregivers (t(15) = 4.20, p < 0.001). Moreover, there was no significant correlation between patients and caregivers’ anxiety and depression. Patients’ level of anxiety was related to patients’ mental health (r = 0.737, p < 0.01).

Regarding the QoL, patients and caregivers reported a mean score in the physical and mental subscale above the cut off (PCS: Mp = 53.23, SD = 3.73; Mcg = 53.11, SD = 6.88, MCS: Mp = 46.37, SD = 12.96; Mcg = 49.07, SD = 9.65). Comparing patients and caregivers’ score, no significant difference was found. There was a positive correlation between patients’ mental health and their age (r = 0.60, p < 0.5). Regarding caregivers, a negative correlation between their mental health and their physical health (r = −0.54, p < 0.05) was found, while their mental health was positively related to their perceived involvement in the SDM (r = 0.70, p < 0.01).

Finally, both patients and caregivers reported high level of perceived social support (Mp = 64.69, SD = 15.17; Mcg = 70.38, SD = 9.21). Caregivers perceived social support was positively related to their age (r = 0.63, p < 0.01) and their mental health (r = 0.56, p < 0.05), while was negatively related to the perceived involvement in the SDM (r = 0.56, p < 0.05).



Triadic relationship: patients, caregivers, and medical team

Regarding the relationship with medical team, patients and caregivers reported to be sufficiently involved in the decision-making process by medical team (Mp = 77.92, SD = 21.07; Mcg = 71.58, SD = 29.57) and a good medical team’ empathy and ability to communicate during the oncological consultation (Mp = 40.31, SD = 9.80; Mcg = 46.79, SD = 12.22), however, patients showed lower score than the referred sample. No significant difference was found between patients and caregivers.



Correlations between patients and caregivers

We run a bivariate correlation between the psychological variables of patients and caregivers (Table 4). We found that caregivers’ communication style was positively related to patients’ levels of anxiety (r = 0.54, p < 0.05), it means that when the caregivers thought to have an open and flowing exchange of ideas with the patients, it enhanced patients’ level of anxiety.

Moreover, it was found that high level of caregivers’ anxiety was related to lower level of patients’ depression (r = −0.56, p < 0.05). Moreover, caregivers’ anxiety was positively correlated with patients’ high score in medical team’ empathy and communications (r = 0.59, p < 0.05). Caregivers’ mental health was associated to patients’ perception of medical team’ empathy and communications (r = 0.56, p < 0.05). Whereas caregivers’ perception of medical team’ empathy and communications were negatively related to patients’ perceived involvement in the SDM (r = −0.56, p < 0.05).

Finally, patients’ perceived involvement in SDM was positively related to caregivers’ one (r = 0.65, p < 0.05).



TABLE 4 Patients and caregivers’ correlations.
[image: Table4]




Discussion

Considering cancer as a family disease, exploring patients and caregivers’ reaction to a cancer diagnosis and their alignment toward DM is becoming increasingly important, as it is the first step to create appropriate guidelines for healthcare providers and structure dyadic psychological support intervention for patients and caregivers’ dyads. Recent evidence showed that an alignment between patients’ and caregivers’ preference in DM may enhance the process of care for all the parties (31). In this pilot study, we investigated the psychological impact of a newly diagnosed PC on patients’ and caregivers’ dyads and their alignment in the DM. Some questions which guided our investigation were the following: Does the dyad really agree on how to be involved in the DM? How patients’ and caregivers’ dyads react and cope to a cancer diagnosis? How the psychological reaction of patients’ influences the one of the caregivers’ and vice versa?

In our sample, participants were predominantly middle-aged adults, married and well-educated. The mean age of the PC patients is similar as the one reported in Europe (2). Specifically, almost all the dyads were spouses, as reported in our previous systematic review (31).

Our study showed that only a quarter of the dyad agreed in sharing the DM responsibility, although taken separately more patients and caregivers reported preferring this modality. This finding is in contrast with our first hypothesis, that was a high agreement among the dyads. This result suggested that patients and caregivers did not always share the preference on how to be involved in decision making, and this could lead to friction within the dyad, even if not explicit, and worsen the psychological well-being of both. However, this result was in line with our systematic review, except for the agreement in the DM, because we found that half of the patients and caregivers preferred to share decision-making responsibility within the dyads, or that the patients have an active role in decision-making, after taking the caregiver’s opinion into account (31). From a clinical standpoint, it was interesting that no sons preferred to share the responsibility of the decision with the patients. This finding suggests the diversity of the relationship between parents and children and between couples. It would be very interesting to investigate more what factors lead to this difference. Moreover, dyads reported experiencing an open and flowing exchange of ideas between them and in this variable, more than half of the dyad agreed on their communication style, as hypothesized in our second hypothesis. A greater communication style was obtained with a good social support in the patients’ sample. This result suggests that patients in our sample talked openly to the caregivers, communicating their needs, and feeling supported. However, for the caregiver, this meant having to accommodate more of the patient’s fears, suffering and frailty, raising their own anxiety levels. This has been frequently demonstrated in the literature (73–76) and lead to the need of specific psychological intervention for caregivers, consistent with the literature (77).

As reported in literature, patients and caregivers experienced high level of psychological distress (e.g., anxiety and depression) after having received a cancer diagnosis (6, 31, 78–81). This finding is in line with our third hypothesis. However, in our sample patients had higher psychological distress than caregivers, and this is not in line with literature (1, 10). Patients and caregivers may exhibit asynchrony in their emotional state, e.g., caregivers may not be fully aware of the significance of the diagnosis and what it will entail, while patients may experience more fears about the uncertainty of the future, related to fear of death or recurrence (6). However, our sample reported a mean score in the QoL above the cut off, showing a good QoL. In particular, older patients had a greater QoL.

Regarding the mutual influence of patients and caregivers, our results showed correlations between patients’ and caregiver’ different psychological variables. It is interesting to notice that there was a correlation between patients’ and caregiver’ perceived involved in the shared decision-making. This means that more patients’ felt themselves involved in the decision-making, more the caregivers felt the same. This result supported the importance of involving even the caregivers in the SDM and of training medical team in how to speak with dyads. In addition, the perception of patients as highly involved in DM by medical team leads caregivers to perceive medical team as more empathetic. This result was in line with the conceptual framework proposed by Laidsaar-Powell et al. (20), according to which caregivers are involved in various ways in the decision-making process, transforming the classic patient-physician interaction into a triadic relationship (patient, caregiver, and medical team) (19, 35, 82).

Another important finding was the negative correlation between patients’ level of anxiety and caregivers’ level of depression. Patients’ perceived anxiety about the future would be poorly managed by caregivers with high levels of depression, who would exhibit low levels of activation and planning. Moreover, our results suggested that caregivers’ anxiety was related to patients’ empathy toward medical team, and this might suggest that patients need someone they can trust and who is able to accommodate their needs and frustrations.

Another interesting aspect emerging from our results was the greater empathy and involvement in the DM with medical team. This means that health professionals have taken charge of the patient and caregiver, providing the appropriate information in a clear manner. They made the dyads feel comfortable, inspiring confidence in them. It is important to underline that patient with high level of anxiety reported higher level of medical team’ empathy and communications. This might suggest that health professionals have been able to accommodate patients’ anxiety and that at the same time patients with a lot of anxiety need medical team who are more empathetic and available for dialog.

Before concluding, it is important to point out some limitations of this pilot study. As the sample is very small, this pilot study cannot guarantee the magnitude of the response rate in the main survey. Questionnaires to assess psychological variables are self-report and this may lead potential bias. The majority of the sample is composed by couples, and this may limit the generalization of results for other type of dyads. From a clinical point of view, it would have been interesting to have a sample size such that we could infer differences depending on the relationship between patient and caregiver. A son compared to his wife feels differently involved and less entitled to make decisions. Moreover, we didn’t collect information about the relationship’s quality.

Despite lack of statistical power and these limitations, results of this study are promising and important to consider when designing future research in this area.



Conclusion

Our results suggest the importance of involving both patients and caregivers in decision making. It is necessary better investigate how they want to be involved in order to have a good degree of agreement in the dyad. Cancer certainly is a family disease that impacts both members of the dyad, and it is necessary to structure specific interventions for both individuals and dyads, taking into account the mutual influence they have when facing a cancer diagnosis.

Finally, this pilot study provided us with the necessary information to move forward with the longitudinal study. However, because of the large time difference between prostate cancer and breast cancer, in terms of waiting time between diagnosis and treatment initiation, and because of the difficulty in enrolling patients with prostate cancer, we decided to focus only on dyads with breast cancer.
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