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Abstract
Objective: The ‘Connected We St@nd’ is an online self-
management intervention programme for people receiving 
in-centre haemodialysis and family caregivers that combines 
an educational and psychosocial support component. This 
study aimed to evaluate its feasibility and acceptability be-
fore proceeding to a large-scale trial.
Design: This was a pre-post single-arm feasibility pilot 
study conducted with adults undergoing in-centre haemodi-
alysis and family caregivers.
Methods: Feasibility was based on eligibility, consent, re-
tention, completion and intervention adherence rates, while 
acceptability was assessed in post-intervention focus group 
interviews.
Results: Twenty-six people (16 adults on haemodialysis 
and 10 family caregivers) recruited through social networks 
completed the intervention. Consent, retention and comple-
tion rates were excellent (>90%) and eligibility (77.5%) and 
intervention adherence were satisfactory (69% for the psy-
chosocial support sessions). Qualitative findings revealed 
that participants shared positive feelings regarding their 
participation in the programme. The valuable interactions 
with group peers and health psychologists during the sup-
port sessions, the perception of the adequacy and coherence 
of the programme's contents and materials and the partici-
pants' confidence in using the platform developed to deliver 
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INTRODUCTION

Worldwide, thrice-weekly in-centre haemodialysis is the most common renal replacement therapy for 
adults with kidney failure (Himmelfarb et al., 2020). Described as one of the most burdensome ongo-
ing treatment regimens, maintenance dialysis therapy requires a significant degree of self-management 
(Buemi et al., 2020). Self-management is defined as the individual's ‘ability to manage the symptoms, 
treatment, physical and psychosocial consequences and lifestyle changes inherent in living with a 
chronic condition’ (Barlow et al., 2002, p. 178). For people on haemodialysis, it includes dealing with 
the biopsychosocial impacts of treatments (e.g., hypotension, fatigue, neurocognitive changes, psycho-
logical distress, altered family dynamics), attending dialysis sessions as prescribed and adhering to com-
plex health behaviours (e.g., fluid and dietary restrictions, regular physical activity, vascular access care, 
polypharmacy intake) that are crucial to their quality of life and survival (Fotheringham et al., 2019).

Caregivers can play a central role in helping to manage these tasks and efforts; in fact, close family 
members are among the most important resources for disease management in kidney failure, often 
assisting with meal preparation, fluid control, medication supervision, transport to and from the di-
alysis centre, arranging medical appointments, communicating with the healthcare team and offering 
emotional support (Hoang et al., 2018). Nonetheless, providing this type of care and assistance can 
be an arduous experience likely to involve feelings of loneliness and burden and a constant need 
to readjust personal, family, social and work activities to meet haemodialysis caregiving demands 
(Gilbertson et al., 2019). In this sense, previous research has evidenced that family caregivers of adults 
on haemodialysis experience moderate to severe burden and poorer quality of life compared to people 
providing informal care to family members with other chronic conditions such as cancer (Gilbertson 
et al., 2019).

Despite the growing recognition of the profound changes caused by maintenance haemodialysis in 
the lives of the person receiving treatment and their families, self-management interventions in this 
context tend to focus on the education of the person with kidney failure, who receives information re-
lated to nutritional counselling, medication intake and disease pathophysiology; in turn, skills training 

the intervention were some of the aspects highlighted as 
facilitators of intervention acceptability. Additionally, peo-
ple on haemodialysis and caregivers reported that partici-
pation in the programme brought several educational and 
emotional benefits (e.g., additional disease-related knowl-
edge, improved communication and coping skills, greater 
confidence in managing dialysis complications or caregiving 
demands) that helped increase their self-management skills 
and psychosocial adjustment to the demands of kidney fail-
ure and renal therapies.
Conclusions: The results suggested that the ‘Connected 
We St@nd’ programme is likely to be feasible and accept-
able for adults on haemodialysis and family caregivers, thus 
representing a promising resource for the future of inter-
disciplinary renal rehabilitation. Suggestions were made to 
fine-tune the intervention design to proceed with a large-
scale trial.

K E Y W O R D S
caregiver, dialysis, Internet-based interventions, kidney failure, self-
management
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and psychosocial support remain scarce and the needs of family members are often neglected and 
under-prioritized (Hovadick et al., 2021; Narva et al., 2016).

The development and implementation of self-management interventions in renal care are 
even more urgent in the face of the new coronavirus. In this regard, research has shown that the 
COVID-19 pandemic brought several additional challenges to adults undergoing in-centre haemo-
dialysis (e.g., electrolyte imbalances, increased difficulties in managing dietary and fluid restrictions, 
fear of severe complications from infection with SARS-CoV-2) and their close relatives (e.g., fear 
of contaminating the person with kidney failure, additional care responsibilities such as transport-
ing the cared-for person to and from the dialysis centre), aggravating (the already elevated) levels 
of psychological distress, burden and social isolation (Sousa et  al.,  2022; Sousa, Ribeiro, Costa, 
et al., 2021). The global public health measures to lessen the risk of exposure to the new coronavirus, 
such as prophylactic isolation and physical distancing, have also amplified the need to identify and 
explore new approaches to ensure the accessibility of care to high-risk people and their families. In 
different chronic diseases such as cancer, diabetes and stroke, Internet-based interventions have in-
creasingly become a pragmatic resource with promising results in terms of acceptability and partic-
ipant satisfaction (Elhenawy & Eltonbary, 2021; Trevino et al., 2021). For people on haemodialysis 
and their family caregivers, the online modality can also help to minimize barriers that have been as-
sociated with low intervention adherence and retention rates in traditional face-to-face programmes, 
namely impediments with transportation to the intervention site (e.g., costs, geographic distance, 
mobility limitations) and increased burden (e.g., time constraints, work disruptions, dealing with 
adverse effects of dialysis) (Sousa, Ribeiro, Paúl, et al., 2021). However, the evidence regarding the 
effectiveness of Internet-based approaches in kidney failure is limited and uncertainties remain as 
to its feasibility (Chan et al., 2016; Hudson et al., 2017).

Therefore, the goal of the present study was to assess the feasibility and acceptability of the 
‘Connected We St@nd’ programme, an online self-management intervention for adults undergoing 
in-centre haemodialysis and family caregivers. As online self-management interventions represent an 
innovative approach in renal rehabilitation, a feasibility pilot study is recommended to understand the 
potential suitability of the methods and procedures used and thereby inform the planning of a subse-
quent large-scale trial (Eldridge et al., 2016; Teresi et al., 2022).

METHODS

Study design and recruitment strategy

This was a pre-post single-arm feasibility pilot study conducted with adults undergoing in-centre 
haemodialysis and family caregivers. Participants were recruited through nationwide advertisements 
placed on social media platforms, newspapers and mailing lists of support associations between 
February and September 2021. Enrolment was made by completing a screening form on a website 
(https://​toget​herwe​stand.​pt/​) created to inform about the study objectives. To be included, people 
with kidney failure had to be receiving maintenance haemodialysis treatments in a national dialysis 
centre for at least 3 months, while family caregivers (relative and/or partner, or friend) had to be 
the main providers of non-paid care, support and/or assistance to a person undergoing this renal 
therapy under these same circumstances. All participants had to be 18 years of age or older, able to 
use Internet-connected devices (e.g., computer, tablet, smartphone), understand the purpose of the 
study and agree to voluntary participation. Compliance with the eligibility criteria was confirmed by 
two researchers through a telephone interview after the participants had enrolled in the study. All 
procedures performed followed the 1964 Helsinki Declaration and its later amendments. Electronic 
consent was obtained from all participants before data collection. Confidentiality was guaranteed 
by assigning each participant a numerical code. This study was approved by an Institutional Ethics 
Committee (referenced as UICISA:E 670_05/2020).
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The ‘Connected We St@nd’ intervention programme

The development of the ‘Connected We St@nd’ programme was informed by four sequential steps: 
(i) a comprehensive review of preferences of family caregivers and people with kidney disease for on-
line interventions; (ii) the findings from semi-structured interviews carried out with adults undergoing 
in-centre haemodialysis and family members to explore their self-management needs, preferences and 
expectations; (iii) the selection of theory-informed intervention methods and strategies; and (iv) the 
knowledge and collaborative work of an interdisciplinary team of researchers and healthcare profes-
sionals with relevant experience in kidney failure and/or the development and implementation of self-
management programmes in various chronic diseases.

Overall, the review of the literature hinted that Internet-based approaches in chronic kidney dis-
ease should be interactive, use multimedia components (e.g., audio, video with animation and content 
presented by dialysis experts) and display links to resources for future reference (e.g., relevant websites, 
renal-friendly recipes, booklets) (Coumoundouros et al., 2023; Donald et al., 2019; Schiffer et al., 2021). 
Previous studies that utilized online modalities also reported that the ability to interact directly with 
healthcare professionals via video conferencing during the intervention was a feature appreciated by 
participants (Donald et al., 2019; Schiffer et al., 2021).

Additionally, the findings of the semi-structured interviews revealed that adults undergoing in-
centre haemodialysis and family caregivers wish to improve disease and treatment-related knowledge 
(e.g., information on kidney failure aetiology, benefits and procedures of dialysis and kidney transplanta-
tion), acquire better clarification on dialysis-related health behaviours (e.g., dietary and fluid recommen-
dations, vascular access hygiene and complications), have easier access to available community resources 
(e.g., monetary aids, home support services, social rights) and receive professional psychological support 
to facilitate coping with the impacts of renal therapies (e.g., fatigue, hypotension, altered family dynam-
ics, uncertainty about the future, treatment-related fears, kidney transplant expectations) (Figueiredo 
et al., 2021, 2023a, 2023b; Sousa et al., 2023).

Based on these findings, Corbin and Strauss' Self-Management Framework  (1988) was followed 
to guide the selection of intervention methods and strategies. This framework proposes that chronic 
disease self-management involves three main tasks: (1) the medical management of the health condi-
tion (e.g., dealing with dialysis complications and treatment demands), (2) behavioural management 
(e.g., adopting new health behaviours such as following dietary and fluid recommendations) and (3) 
emotional management (e.g., coping with feelings of anger, anxiety, treatment-related expectations and 
fears) (Corbin & Strauss, 1988). The six core skills for effective disease management discussed by Lorig 
and Holman  (2003), namely problem-solving, decision-making, resource utilization, partnering with 
healthcare providers, action planning and self-efficacy, also informed the intervention design. The ra-
tionale was based on the premise that self-management employs psychoeducational and/or behavioural 
strategies to assist participants in developing the skills and confidence needed to address the multiple 
challenges caused by chronic illness (Brahim et al., 2021).

From then on, programme content and materials were co-developed by an interdisciplinary team of 
researchers and healthcare professionals, including nephrologists, dialysis nurses, health psychologists 
and specialists in health education, renal nutrition, physical therapy and social service.

Intervention content and implementation

Based on the steps outlined above, the programme followed an interdisciplinary collaborative online 
approach combining education and psychosocial support. The educational component was asyn-
chronous, while psychosocial support was delivered synchronously through videoconferencing. 
Synchronous support sessions were in a group format to promote the sharing of experiences, mutual 
support and a sense of group identity and coherence among individuals facing similar challenges 
(Rolland, 2019).
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       |  5CONNECTED WE ST@ND

For the educational component, several videos of recorded interviews conducted with different 
nephrology and dialysis experts were gradually released. These videos promoted strategies to man-
age lifestyle modifications and provided information about kidney failure, renal replacement thera-
pies, dialysis-related health behaviours (e.g., physical activity, dietary restrictions, fluid control, vascular 
access care) and community resources available to assist people with chronic diseases and informal 
caregivers (e.g., support associations, social rights, monetary aids, home support services). In turn, the 
psychosocial support component of the programme was intended to help participants deal with the 
impacts and challenges of treatments, enhance communication skills, train emotional management and 
problem-solving and foster a sense of personal identity and purpose in life (Sousa et al., 2023). Two 
health psychologists facilitated the synchronous support sessions normalizing participants' emotions, 
encouraging them to share experiences and reinforcing self-management efforts and group processes 
(e.g., cohesion, mutual support). These professionals have had prior training and experience in group 
(self-, couple- and family-based) interventions in chronic diseases, including kidney failure. Several 
active-learning methods were implemented such as group dynamic exercises (e.g., relaxation tech-
niques), group discussions and brainstorming.

In addition, downloadable booklets were made available to supplement the educational and psy-
chosocial support sessions, as well as provide materials for future reference. The content of these ma-
terials was largely informed by the findings of previous investigations conducted by the research team 
involved in designing the ‘Connected We St@nd’ programme (Figueiredo et al., 2021, 2023a, 2023b; 
Sousa et al., 2023). Efforts were made to create educational videos and/or booklets useful for both peo-
ple with kidney failure and family caregivers.

The website created for enrolment in the study was used to deliver the intervention (https://​toget​
herwe​stand.​pt/​). This website is open to the public, but only participants had access to the platform 
with the intervention content and materials (e.g., videos, booklets, renal-friendly recipes, audio relax-
ation exercises, link for synchronous sessions). This platform also allowed participants to pose anony-
mous questions to the different healthcare professionals involved in the synchronous and asynchronous 
components of this intervention programme.

Overall, the ‘Connected We St@nd’ programme consisted of six weekly sessions. Each session (ex-
cept the first) involved an educational and a psychosocial support component. Educational videos (of 
approximately 20 min each) were gradually made available between synchronous support sessions to 
allow group discussion since the contents of both components were interconnected. Each psychosocial 
support session was planned to last approximately 120 min. To prevent attrition, participants were en-
couraged to watch the educational videos and participate in synchronous group sessions with weekly 
email reminders. Those who missed any of the sessions remained in the study and maintained access to 
the programme's educational materials.

Figure 1 presents the ‘Connected We St@nd’ intervention programme (per session).

Outcome measures

Feasibility was assessed based on the following indicators: (i) eligibility rate and reasons for exclusion 
(the number of participants who met the inclusion criteria divided by the number of participants who 
completed the online screening form); (ii) consent rate and reasons for not participating in the study 
(the number of participants who electronically consented to participate divided by the number of par-
ticipants who were eligible for the study); (iii) retention rate (the number of participants who did not 
formally drop out divided by the number of participants who started the intervention), (iv) comple-
tion rate (the number of participants who completed the self-reported measures at baseline and post-
intervention) and (v) intervention adherence rate (measured by summing the total number of sessions 
attended by the participants).

To estimate the completion rate, participants were emailed a web-based protocol displayed on 
LimeSurvey, a secure online platform for administering the questionnaires with implicit consent 
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(www.​limes​urvey.​org). Psychometric assessment comprised different self-report measures: (i) Positive 
Affect and Negative Affect Scale Short-Form (PANAS-SF; Galinha et al., 2014); (ii) Hospital Anxiety 
and Depression Scale (HADS; Pais-Ribeiro et  al.,  2007); (iii) Purpose in Life Test-Revised (PiL-R; 
Peralta & Silva, 2006); (iv) World Health Organization's Quality of Life Instruments – BREF (WHOQ-
BREF; Canavarro et al., 2009); (v) End-Stage Renal Disease-Adherence Questionnaire (patient only) 
(ESRD-AQ; Poveda et  al.,  2016); and (vi) Zarit's Scale for Caregiver Burden (caregiver only) (ZBI; 
Sequeira,  2010). All measures were completed at baseline (pre-intervention) and one week after the 
intervention ended (post-intervention).

The acceptability of the programme was evaluated 2 weeks post-intervention. Based on Vaughn 
et al. (1996) instructions, focus group interviews were conducted via videoconference by a researcher 
who was not involved in the intervention. A semi-structured guide was used to explore participants' 
perspectives on the overall programme and its components (e.g., perceived benefits, the potential im-
pacts of the intervention on the dyadic relationship between the person with kidney failure/caregiver, 
the extent to which participants considered the programme appropriate to meet their needs, difficulties 
experienced during participation, platform usability, comprehensibility of materials, suggestions for 
improvements).

Data analysis

The focus group interviews were video recorded, transcribed verbatim and analysed by two independ-
ent researchers using thematic analysis following Braun and Clark's recommendations (2006) for data 
categorization. Participants' perspectives regarding the intervention were examined within the con-
text of the Theoretical Framework of Acceptability of Health Interventions (Sekhon et al., 2017). This 
model proposes that acceptability is a multifaceted construct, represented by seven constructs: affec-
tive attitude, burden, perceived effectiveness, ethicality, intervention coherence, opportunity costs and 
self-efficacy (Sekhon et al., 2017). Researcher triangulation (i.e., employing multiple raters to analyse 

F I G U R E  1   The ‘Connected We St@nd’ intervention programme.

Connected
We ST@nd

Session 2

Week 2

Session 3

Week 3

Education: physical activity and 

exercise: recommendations for 

people on haemodialysis and 

caregivers. The benefits of 

intradialytic exercise.

Support: to enhance emotion-

management strategies by exploring 

the interface between emotions,

thoughts, and behaviors. A guided 

imagery relaxation technique was

also used.
Education: kidney transplant

information (e.g., eligibility criteria,

success/failure statistics, organ 

donation).

Support: to discuss cognitive

flexibility skills to deal with 

uncertainty about the future,

treatment-related fears, and 

expectations.

Education: social and community

resources (e.g., clarifying social

rights, fiscal benefits, information 

about support associations).

Support: to train interpersonal

communication skills to facilitate the

interaction between the triad 

patients/families/healthcare

professionals.

Welcome and group presentation.

Support: to explore current beliefs

and representations about kidney

failure and haemodialysis, and its

negative and positive impacts on 

personal, social, and family life.

Session 5

Week 5

Session 1

Week 1

Education: fluids and dietary

recommendations for people on 

haemodialysis, and how to manage

them; vascular access knowledge

(e.g., care, hygiene, how to prevent

complications).

Support: to boost participants’ 

ability, confidence, and problem-

solving skills to manage the adverse

effects, demands, and consequences

of dialysis on daily life (e.g.,

management of polypharmacy,

neurocognitive changes, fatigue,

sleep problems, sexuality, traveling 

while on haemodialysis, self-care

activities).

Session 4

Week 4

Education: living will and advance

directives for medical decisions.

Support: to encourage the

identification of different sources of 

meaning, re-signify the experience

with the disease, and help establish 

future life goals.

Ritualization and finalization.

Session 6

Week 6
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participant responses) and having a researcher who was not involved in the design and delivery of the 
intervention lead the focus groups were crucial to increasing data rigour. To ensure reflexivity, regular 
meetings were held to discuss study-related issues and how the researchers' personal experiences and 
beliefs could affect data analysis.

R ESULTS

Participant characteristics and feasibility results

A total of 40 individuals completed the online screening form expressing their interest in partici-
pating in the ‘Connected We St@nd’ programme. Of these participants, 31 (77.5%) met the study 
inclusion criteria and were deemed eligible; the remaining nine individuals were excluded for not 
undergoing haemodialysis in a national dialysis centre (n = 5) and for not being family caregivers of 
adults receiving this renal therapy (n = 4 renal nurses). After being fully informed about the study 
objectives, format and intervention schedule, three people with kidney failure were excluded for not 
being able to attend the synchronous sessions. A consent rate of 90.3% was achieved as 28 individu-
als (out of 31) gave their electronic consent; in turn, retention through study completion was 92.9% 
since two participants (out of the 28) formally dropped out from the study after the first session 
(one person on haemodialysis for medical reasons and one spouse due to incompatibility with a new 
work schedule).

To this end, 26 participants (16 adults on haemodialysis and 10 family caregivers) completed the in-
tervention. Five groups of four to eight participants were formed between March and November 2021. 
The groups were mixed, i.e., included both people on haemodialysis and family members receiving the 
same intervention at the same time. One of these groups consisted of four couples. Sample characteris-
tics and baseline psychometric assessment results are displayed in Table 1.

Eighteen participants attended all six synchronous support sessions, while the remaining eight (five 
people on haemodialysis and three caregivers) missed one of the sessions due to adverse effects of treat-
ments (e.g., fatigue, nausea, fistula complications), COVID-19 infection and consequent hospitalization, 
or conflict with work responsibilities, family, or social events. All adults on haemodialysis and family 
caregivers self-declared to have watched the five educational videos; the intervention adherence rate was 
69% for the synchronous support component and 100% for the educational asynchronous videos. As 
per prespecified procedures, participants who missed asynchronous or synchronous sessions remained 
in the study and received the educational materials.

Lastly, all self-reported outcome measures showed good internal consistency with Cronbach's 
alphas ranging from .737 to .918 in this study's sample, which is an indicator of their psychomet-
ric suitability for the target population (Teresi et al., 2022). Additionally, the completion rate was 
100% as all participants completed both assessment points and there were no missing data. Taken 
together, the high completion rate and satisfactory reliability are suggestive of the overall feasibility 
of the assessment protocol used in the present investigation, encouraging its potential use in a future 
large-scale trial (Teresi et al., 2022).

Figure 2 illustrates the feasibility results of the current study.

Acceptability of the intervention

All individuals who completed the programme (n = 26) participated in the focus group interviews with 
the same group of people with whom they received the intervention. The findings of the focus group 
interviews (Table 2) revealed that adults on haemodialysis and family caregivers shared positive feelings 
and experiences about their participation in the ‘Connected We St@nd’ programme.
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Affective attitude and intervention effectiveness

Participants described how the programme met (or, for some, exceeded) their initial expectations, high-
lighting the support and bond between group peers as facilitators of their commitment to the intervention. 
Overall, people on haemodialysis and caregivers reported that participation in the programme brought 
several educational and emotional benefits that helped boost their self-management skills and facilitated 
psychosocial adjustment to the demands of kidney failure and renal therapies. In this sense, participants 
revealed that the intervention enhanced their understanding of dialysis-related health behaviours (e.g., 
dietary restrictions and long-term consequences of non-adherence, the benefits of intradialytic exercise, 
fistula puncture techniques) and improved emotional management strategies (e.g., to deal with fears, con-
cerns about the future, frustration), psychological flexibility (e.g., greater awareness and acceptance that 
the demands of dialysis or caregiving can be managed and/or overcome) and communication skills (e.g., 
greater assertiveness, increased couple conversations about the impacts of dialysis on their lives).

T A B L E  1   Participants' characteristics.

Adults on 
haemodialysis (n = 16) Family caregivers (n = 10)

Sociodemographic and caregiving context characteristics

Gender, n (%)

Female 10 (63%) 9 (90%)

Age (years old), M ± SD [min–max] 49 ± 14.2 [26–81] 50.1 ± 10.6 [34–69]

Education level, n (%)

Basic education 4 (25%) 3 (30%)

Upper secondary education 5 (31%) 1 (10%)

Higher education 7 (44%) 6 (60%)

Kinship with the person on renal therapy, n (%)

Spouse – 6 (60%)

Other (adult children, sister-in-law) – 4 (40%)

Caregiving (years), n (%)

<2 – 3 (30%)

>2 – 7 (70%)

Length of time on haemodialysis (months), M ± SD 
[min–max]

128 ± 131 [6–446] –

Baseline psychometric assessment results, M ± SD [min–max]

PANAS-SF – Positive affect 14.81 ± 3.69 [9–22] 16.41 ± 4.77 [8–24]

PANAS-SF – Negative affect 9.50 ± 4.08 [5–20] 9.60 ± 2.91 [5–14]

HADS-Total – Psychological distress 12.69 ± 6.95 [4–26] 14.41 ± 8.81 [3–32]

PiL-R – Purpose in life 96.19 ± 20.72 [58–127] 100 ± 14.6 [79–122]

WHOQ-BREF – Overall quality of life 51.56 ± 22.76 [22.51–75] 71.25 ± 13.24 [50–87.53]

ESRD-AQ – Self-reported treatment adherence 1031.25 ± 144.48 
[700–1200]

–

ZBI – Caregiver burden – 44.61 ± 14.84 [24–71]

Abbreviations: ESRD-AQ, End-Stage Renal Disease-Adherence Questionnaire (the total score ranges from 0 to 1200; higher scores mean 
greater adherence); HADS, Hospital Anxiety and Depression Scale (total score ranges from 0 to 42; higher scores are indicative of greater 
distress); PANAS-SF, Positive Affect and Negative Affect Scale Short-Form (total score ranges from 5 to 25 on each subscale; higher scores 
mean increased positive/negative affect); PiL-R, Purpose in Life Test-Revised (total score ranges from 20 to 140; higher scores represent 
greater purpose in life); WHOQ-BREF, World Health Organization Quality of Life Instruments – BREF (total score ranges from 0 to 100; a 
higher score corresponds to a better perception of quality of life); ZBI, Zarit's Scale for Caregiver Burden (the total score ranges from 22 to 110; 
higher scores correspond to higher levels of burden).
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F I G U R E  2   Feasibility results.
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For people with kidney failure, the programme also encouraged positive reframing of the disease ex-
perience (‘I do not see treatment as a sacrifice anymore’) and expanded their confidence in dealing with 
treatment requirements and/or complications (e.g., more participation in treatment decision-making 
regarding fistula and nutritional care; perceived self-efficacy in managing episodes of hypotension and 
anxiety during dialysis sessions). Likewise, for family caregivers, the intervention improved their ability 
to deal with conflicting responsibilities and tasks (e.g., successfully reconciling caregiving and work-
related demands), as well as developing and maintaining self-care activities.

Burden, opportunity costs and ethicality

No obstacles related to the online modality that could potentially interfere with adherence to the asyn-
chronous and/or synchronous components of the programme were mentioned by participants; none-
theless, some barriers to attendance were identified. Impediments were mainly related to interference 
from work responsibilities, adverse effects of dialysis treatments (e.g., fistula complications, nausea, 
fatigue) and/or efforts to attend late-night psychosocial support sessions. Some participants also men-
tioned difficulties in coping with the negative feelings or experiences reported by their peers during 
group meetings.

Intervention coherence

Encouraging opinions about the appropriateness of the intervention procedures and materials given 
the programme objectives were conveyed during the focus group interviews. In this regard, the use of 
videoconferencing in support sessions was positively appraised, as it brought the opportunity to share 
experiences with other family members and people with kidney failure from different renal care set-
tings without having to ‘leave the comfort of my home’ [person on haemodialysis]. Positive feedback 
was also given to the educational videos and booklets, described as ‘enlightening’, with adequate and 
comprehensive language and an ‘important asset for a good learning experience and future reference’ 
[spouse]. According to participants, the asynchrony of the educational component was another positive 
aspect, as it allowed greater flexibility to watch the educational videos and read the booklets at their 
best convenience. Lastly, the programme was deemed well structured, given the interconnection of the 
contents (and materials) of both components which gave participants the impression of a ‘path to follow 
between the videos [educational component] and the sessions [support component]’ [family caregiver].

Self-efficacy during participation

People on haemodialysis and caregivers reported feeling confident in their ability to use the platform 
developed to carry out the intervention; this resource was considered easy to navigate, well designed 
and visually pleasing.

Suggestions about the content, structure and organization of the programme

Participants also made some fundamental suggestions for the development of future interventions. 
Most agreed that it was essential to increase information on the impacts of dialysis on sexuality, going 
on vacation while on dialysis and palliative care in nephrology, indicating that these contents need to 
be discussed in more detail in synchronous support sessions and/or integrated into educational videos.

Finally, people with kidney failure and their families recommended carrying out monthly reinforce-
ment sessions as six synchronous support sessions were seen as an ‘introduction to the impacts of this 
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disease on our lives’ [person on haemodialysis]. The presence of a nephrologist in the synchronous 
component to clarify doubts about treatment complications (e.g., cardiovascular disease, anaemia, dual-
organ transplantation) was also advised by the participants for future interventions.

DISCUSSION

The ‘Connected We St@nd’ programme is an online self-management group intervention for adults 
undergoing in-centre haemodialysis and family caregivers that follows an interdisciplinary approach 
combining synchronous psychosocial support with an asynchronous educational component. Overall, 
the results of this feasibility pilot study suggested that this intervention programme is likely to be fea-
sible and acceptable for this population although some aspects need to be carefully considered before 
proceeding to a large-scale trial.

In the present research, retention and completion rates were excellent (>90%) and intervention ad-
herence was also high (69% for the synchronous support group sessions) which is an indicator of the 
overall feasibility of the ‘Connected We St@nd’ programme. Moreover, these rates were greater than 
those found in other online or face-to-face interventions with people with kidney failure, with retention 
rates ranging from 50% to 80% (Hernandez et al., 2018; Hudson et al., 2017; Jakubowski et al., 2020). 
Although studies on the viability of online approaches for this population are still scarce, to date and 
to the best of our knowledge, this investigation is pioneering for family caregivers of people receiving 
renal therapy. According to two recent systematic reviews, there are only eight face-to-face group psy-
chosocial interventions targeting caregivers of adults on dialysis with sustained effectiveness (Bártolo 
et al., 2022; Hovadick et al., 2021) but the feasibility of these initiatives remains unexplored.

Several aspects may have contributed to the satisfactory rates found in the present feasibility pilot 
study, including the valuable interactions with group peers and health psychologists described by par-
ticipants, the adequacy and coherence of programme contents and materials and their confidence in 
using the platform developed to deliver the intervention, as pointed out during the focus group in-
terviews conducted after the programme. Furthermore, different educational and emotional benefits 
were also perceived, such as improvements in coping skills (e.g., greater psychological flexibility and 
emotional management and communication strategies) and increased self-efficacy in managing dialysis 
demands (e.g., better awareness of the needs of the person being cared for; more participation in treat-
ment decision-making regarding nutritional and vascular access care) and complications (e.g., hypoten-
sion episodes). Taken together, these positive experiences may have increased the acceptability of the 
programme and participants' commitment to the intervention.

For people on haemodialysis, perceived self-efficacy is a fundamental component of effective disease 
self-management, referring to the individual's confidence in their abilities to overcome treatment-related 
barriers and achieve the desired health outcomes (Bandura,  2001; Lin et  al.,  2012). In this popula-
tion, self-efficacy has been associated with increased treatment adherence, lower levels of psychological 
distress, open communication with caregivers and better interactions with dialysis care professionals 
(Curtin et al., 2008). In turn, for family members, self-efficacy (i.e., the caregiver's belief in their ability 
to perform various caregiving tasks and/or contribute to the well-being of the person being cared for) 
can have a protective effect on their health due to its associations with reduced burden and depression 
(Ritter et al., 2022; Tan et al., 2021). In this sense, the Social Cognitive Theory (Bandura, 2001) rec-
ognizes that the positive impacts of self-efficacy can be extended to the social/family system, which is 
particularly relevant for adults receiving renal therapy and spouses who participated in the ‘Connected 
We St@nd’ programme as a dyad. In focus group interviews, these four couples congruently expressed 
improvements in dyadic communication regarding treatment-related issues (e.g., sexuality). This finding 
is also in line with previous research on theoretical models of family systems (Rolland, 2019) that have 
already highlighted the importance of developing interventions that promote the perception of chronic 
disease as a ‘we’ challenge rather than a problem of the person with the disease.
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Finally, it is important to make some considerations about the enrolment of caregivers and adults 
on haemodialysis in the current study. Although recruitment through social networks allowed reaching 
participants from different renal care settings, research has shown that people are more likely to enrol 
in online interventions when they have already interacted with the healthcare professionals who will 
be involved ( Johansson & Andersson, 2012; Schiffer et al., 2021), which was not the case in the present 
study. Despite this, the sample size of previous investigations exploring the feasibility of Internet-based 
programmes with videoconferencing that recruited directly from dialysis centres is relatively similar to 
the sample size of the current research (n = 26, i.e., 16 people on renal therapy and 10 family members), 
ranging from 6 to 25 participants (Hudson et al., 2017; Jakubowski et al., 2020). One possible expla-
nation for the low enrolment and/or participation rates may be related to the sociodemographic char-
acteristics of adults with kidney failure and their family caregivers such as poor socioeconomic status, 
advanced age and low levels of education and digital literacy ( Jain & Green, 2016). Consequently, a large 
proportion of individuals may be excluded from online interventions, as they lack the skills and means 
to participate (Schrauben et  al.,  2021). Nevertheless, some barriers to the use of Internet-connected 
devices will inevitably decrease and therefore advances in digital health are extremely valuable for the 
future of interdisciplinary comprehensive renal care.

Limitations

Participants had a particularly high level of education (50% of the sample has a university degree, i.e., 
44% of adults on dialysis and 60% of caregivers) which could increase sampling bias. Before proceed-
ing to a large-scale trial, it may be important to explore barriers perceived by people on haemodialysis 
and their families who are less likely to engage in digital health interventions and focus on alternatives 
to improve their accessibility to these new modalities (e.g., including a digitally qualified family mem-
ber within a dyadic approach, enhance the involvement of dialysis centres in the implementation of 
technology-mediated initiatives).

As for the organization of the programme, the platform used for the educational component did not 
allow a reliable analysis of the visualization and/or download of the materials (videos and booklets); 
consequently, adherence to the asynchronous sessions is based on participants' self-declaration, which 
raises the question of whether the intervention was consistently received by all participants in the same 
way (intervention fidelity). In an attempt to minimize this limitation, the initial part of each synchro-
nous support session was dedicated to reviewing the content of the video interviews (e.g., group reflec-
tion on the content of the interviews and participants' learning experiences, clarification of doubts).

It is also important to mention that the acceptability of the programme was only explored from 
the participants' perspective and the views of healthcare professionals involved in delivering the in-
tervention were not explored. Having this information would have been crucial to understanding the 
potential accessibility and appropriateness of implementing the ‘Connected We St@nd’ programme in 
nephrology centres (e.g., cost-effectiveness and economic implications; whether health psychologists 
can be recruited, trained and retained and/or deliver the intervention as intended) (Teresi et al., 2022).

Lastly, this study did not directly involve people on haemodialysis and families as ‘co-designers’ of 
the programme, which could have been important in increasing the clinical utility of the intervention 
and further facilitating its dissemination and implementation at a national level (Tong et al., 2022).

CONCLUSIONS

The current feasibility pilot study suggested that the ‘Connected We St@nd’ programme is likely to 
be feasible and acceptable in improving the psychosocial adjustment of adults on haemodialysis and 
family caregivers to the challenges inherent in living with kidney failure. This investigation represents 
an important contribution to the future landscape of renal rehabilitation programmes as it provides 
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the necessary support to justify and fine-tune the development of a large-scale trial that examines the 
effectiveness of an online self-management intervention combining psychosocial support with an edu-
cational component. Future studies should consider recruiting participants from social networks and 
directly from dialysis centres to reach as many people as possible.

AUTHOR CONTR IBUTIONS
Helena Sousa: Conceptualization; data curation; writing – original draft; funding acquisition; investigation; 
methodology; formal analysis; visualization. Oscar Ribeiro: Conceptualization; methodology; project ad-
ministration; supervision; writing – review and editing; validation. Ana Bártolo: Conceptualization; investi-
gation; methodology. Elísio Costa: Conceptualization; supervision. Fernando Ribeiro: Conceptualization; 
supervision. Mário Rodrigues: Software; conceptualization. Constança Paúl: Conceptualization; super-
vision. Daniela Figueiredo: Conceptualization; funding acquisition; writing – review and editing; meth-
odology; formal analysis; project administration; data curation; supervision; resources; validation.

ACK NOW L EDGEM ENTS
The authors would like to acknowledge the healthcare professionals who participated in the educational 
component of the intervention programme; Jaime Oliveira and Beatriz Aleixo for their assistance with 
data collection; and Dr. Joana Quental for the design of the ‘Connected We St@nd’ logo.

F U N DI NG I NFOR M ATION
This work was supported by FEDER, through COMPETE2020- Programa Operacional Competitividade 
e Internacionalização (POCI) and by National Funds (OE), through FCT/MCTES, under the grant num-
ber POCI-01-0145-FEDER-030228. Additionally, Helena Sousa has a PhD grant (DFA/BD/4821/2020) 
financed by FCT (Fundação para a Ciência e Tecnologia) through FSE (Fundo Social Europeu).

CONFL IC T OF I NT ER EST STAT EM ENT
The authors declare there are no competing interests.

DATA AVA IL A BIL IT Y STAT EM ENT
The data that support the findings of this study are available from the corresponding author, [DF], 
upon reasonable request.

ORCID
Mário Rodrigues   https://orcid.org/0000-0001-6828-0166 
Daniela Figueiredo   https://orcid.org/0000-0002-3160-7871 

R EF ER ENC E S
Bandura, A. (2001). Social cognitive theory: An agentic perspective. Annual Review of Psycholog y, 52, 1–26. https://​doi.​org/​10.​

1146/​annur​ev.​psych.​52.1.​1
Barlow, J., Wright, C., Sheasby, J., Turner, A., & Hainsworth, J. (2002). Self-management approaches for people with chronic 

conditions: A review. Patient Education and Counseling, 48(2), 177–187. https://​doi.​org/​10.​1016/​s0738​-​3991(02)​00032​-​0
Bártolo, A., Sousa, H., Ribeiro, O., & Figueiredo, D. (2022). Effectiveness of psychosocial interventions on the burden and 

quality of life of informal caregivers of hemodialysis patients: A systematic review. Disability and Rehabilitation, 44(26), 
8176–8187. https://​doi.​org/​10.​1080/​09638​288.​2021.​2013961

Brahim, L., Lambert, S. D., Feeley, N., Coumoundouros, C., Schaffler, J., McCusker, J., Moodie, E. E. M., Kayser, J., Kolne, 
K., Belzile, E., & Genest, C. (2021). The effects of self-management interventions on depressive symptoms in adults 
with chronic physical disease(s) experiencing depressive symptomatology: A systematic review and meta-analysis. BMC 
Psychiatry, 21(1), 584–619. https://​doi.​org/​10.​1186/​s1288​8-​021-​03504​-​8

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in Psycholog y, 3(2), 77–101. https://​doi.​
org/​10.​1191/​14780​88706​qp063oa

Buemi, M., Bruno, A., Cordova, F., Curró, V., Di Mauro, E., Santoro, D., Cernaro, V., Pandolfo, G., Muscatello, M., & Zoccali, 
R. (2020). Negative emotions in end-stage renal disease: Are anxiety symptoms related to levels of circulating catechol-
amines? Current Psycholog y, 39, 729–735. https://​doi.​org/​10.​1007/​s1214​4-​018-​9796-​8

 20448287, 0, D
ow

nloaded from
 https://bpspsychub.onlinelibrary.w

iley.com
/doi/10.1111/bjhp.12715 by C

ochrane Portugal, W
iley O

nline L
ibrary on [15/02/2024]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://orcid.org/0000-0001-6828-0166
https://orcid.org/0000-0001-6828-0166
https://orcid.org/0000-0002-3160-7871
https://orcid.org/0000-0002-3160-7871
https://doi.org/10.1146/annurev.psych.52.1.1
https://doi.org/10.1146/annurev.psych.52.1.1
https://doi.org/10.1016/s0738-3991(02)00032-0
https://doi.org/10.1080/09638288.2021.2013961
https://doi.org/10.1186/s12888-021-03504-8
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1007/s12144-018-9796-8


18  |      SOUSA et al.

Canavarro, M. C., Serra, A. V., Simões, M. R., Rijo, D., Pereira, M., Gameiro, S., Quartilho, M. J., Quintais, L., Carona, C., & 
Paredes, T. (2009). Development and psychometric properties of the World Health Organization quality of life assessment 
instrument (WHOQOL-100) in Portugal. International Journal of Behavioral Medicine, 16(2), 116–124. https://​doi.​org/​10.​1007/​
s1252​9-​008-​9024-​2

Chan, R., Dear, B. F., Titov, N., Chow, J., & Suranyi, M. (2016). Examining internet-delivered cognitive behaviour therapy for 
patients with chronic kidney disease on haemodialysis: A feasibility open trial. Journal of Psychosomatic Research, 89, 78–84. 
https://​doi.​org/​10.​1016/j.​jpsyc​hores.​2016.​08.​012

Corbin, J., & Strauss, A. (1988). Unending work and care: Managing chronic illness at home. Jossey-Bass.
Coumoundouros, C., Farrand, P., Hamilton, A., von Essen, L., Sanderman, R., & Woodford, J. (2023). Cognitive behavioural 

therapy self-help intervention preferences among informal caregivers of adults with chronic kidney disease: An online 
cross-sectional survey. BMC Nephrolog y, 24(1), 4–21. https://​doi.​org/​10.​1186/​s1288​2-​022-​03052​-​7

Curtin, R. B., Walters, B. A., Schatell, D., Pennell, P., Wise, M., & Klicko, K. (2008). Self-efficacy and self-management behav-
iors in patients with chronic kidney disease. Advances in Chronic Kidney Disease, 15(2), 191–205. https://​doi.​org/​10.​1053/j.​
ackd.​2008.​01.​006

Donald, M., Beanlands, H., Straus, S., Ronksley, P., Tam-Tham, H., Finlay, J., Smekal, M., Elliott, M. J., Farragher, J., 
Herrington, G., Harwood, L., Large, C. A., Large, C. L., Waldvogel, B., Delgado, M. L., Sparkes, D., Tong, A., Grill, 
A., Novak, M., … Hemmelgarn, B. R. (2019). Preferences for a self-management e-health tool for patients with 
chronic kidney disease: Results of a patient-oriented consensus workshop. CMAJ Open, 7(4), 713–720. https://​doi.​
org/​10.​9778/​cmajo.​20190081

Eldridge, S. M., Chan, C. L., Campbell, M. J., Bond, C. M., Hopewell, S., Thabane, L., Lancaster, G. A., & PAFS Consensus 
Group. (2016). CONSORT 2010 statement: Extension to randomised pilot and feasibility trials. BMJ, 355, i5239. https://​
doi.​org/​10.​1136/​bmj.​i5239​

Elhenawy, Y. I., & Eltonbary, K. Y. (2021). Glycemic control among children and adolescents with type 1 diabetes during 
COVID-19 pandemic in Egypt: A pilot study. International Journal of Diabetes in Developing Countries, 41(3), 389–395. https://​
doi.​org/​10.​1007/​s1341​0-​021-​00968​-​y

Figueiredo, D., Sousa, H., Frontini, R., Paúl, C., Costa, E., Miranda, V., Ribeiro, F., & Ribeiro, O. (2021). “The secret questions 
in a box”: What do patients and families really want to know about end-stage renal disease? Kidney International Reports, 6(4), 
S345. https://​doi.​org/​10.​1016/j.​ekir.​2021.​03.​828

Figueiredo, D., Sousa, H., Ribeiro, F., Paúl, C., Costa, F., & Ribeiro, O. (2023a). Challenges perceived by adults undergoing 
maintenance hemodialysis: Insights from a qualitative study to inform the design of self-management interventions in 
renal care settings. Kidney International Reports, 8(3), S369. https://​doi.​org/​10.​1016/j.​ekir.​2023.​02.​833

Figueiredo, D., Sousa, H., Ribeiro, F., Paúl, C., Costa, F., & Ribeiro, O. (2023b). Motivations to enroll in an online self-
management group intervention for adults on hemodialysis and family caregivers. Kidney International Reports, 8(3), 
S369–S370. https://​doi.​org/​10.​1016/j.​ekir.​2023.​02.​834

Fotheringham, J., Sajjad, A., Stel, V. S., McCullough, K., Karaboyas, A., Wilkie, M., Bieber, B., Robinson, B. M., Massy, Z. A., & 
Jager, K. J. (2019). The association between longer haemodialysis treatment times and hospitalization and mortality after 
the two-day break in individuals receiving three times a week haemodialysis. Nephrolog y, Dialysis, Transplantation, 34(9), 
1577–1584. https://​doi.​org/​10.​1093/​ndt/​gfz007

Galinha, I., Pereira, C., & Esteves, F. (2014). Versão reduzida da escala portuguesa de afeto positivo e negativo – PANAS-
VRP: Análise fatorial confirmatória e invariância temporal. Psicologia, 28(1), 9–16. https://​doi.​org/​10.​17575/​​rpsic​ol.​
v28i1.​622

Gilbertson, E. L., Krishnasamy, R., Foote, C., Kennard, A. L., Jardine, M. J., & Gray, N. A. (2019). Burden of care and quality 
of life among caregivers for adults receiving maintenance dialysis: A systematic review. American Journal of Kidney Diseases, 
73(3), 332–343. https://​doi.​org/​10.​1053/j.​ajkd.​2018.​09.​006

Hernandez, R., Burrows, B., Wilund, K., Cohn, M., Xu, S., & Moskowitz, J. T. (2018). Feasibility of an internet-based posi-
tive psychological intervention for hemodialysis patients with symptoms of depression. Social Work in Health Care, 57(10), 
864–879. https://​doi.​org/​10.​1080/​00981​389.​2018.​1523268

Himmelfarb, J., Vanholder, R., Mehrotra, R., & Tonelli, M. (2020). The current and future landscape of dialysis. Nature Reviews 
Nephrolog y, 16(10), 573–585. https://​doi.​org/​10.​1038/​s4158​1-​020-​0315-​4

Hoang, V. L., Green, T., & Bonner, A. (2018). Informal caregivers' experiences of caring for people receiving dialysis: A mixed-
methods systematic review. Journal of Renal Care, 44(2), 82–95. https://​doi.​org/​10.​1111/​jorc.​12235​

Hovadick, A. C., Jardim, V. R., Paúl, C., Pagano, A., Reis, I., & Torres, H. (2021). Interventions to improve the well-being of 
family caregivers of patients on hemodialysis and peritoneal dialysis: A systematic review. PeerJ, 9, e11713. https://​doi.​org/​
10.​7717/​peerj.​11713​

Hudson, J. L., Moss-Morris, R., Norton, S., Picariello, F., Game, D., Carroll, A., Spencer, J., McCrone, P., Hotopf, M., Yardley, 
L., & Chilcot, J. (2017). Tailored online cognitive behavioural therapy with or without therapist support calls to target 
psychological distress in adults receiving haemodialysis: A feasibility randomised controlled trial. Journal of Psychosomatic 
Research, 102, 61–70. https://​doi.​org/​10.​1016/j.​jpsyc​hores.​2017.​09.​009

Jain, D., & Green, J. A. (2016). Health literacy in kidney disease: Review of the literature and implications for clinical practice. 
World Journal of Nephrolog y, 5(2), 147–151. https://​doi.​org/​10.​5527/​wjn.​v5.​i2.​147

 20448287, 0, D
ow

nloaded from
 https://bpspsychub.onlinelibrary.w

iley.com
/doi/10.1111/bjhp.12715 by C

ochrane Portugal, W
iley O

nline L
ibrary on [15/02/2024]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://doi.org/10.1007/s12529-008-9024-2
https://doi.org/10.1007/s12529-008-9024-2
https://doi.org/10.1016/j.jpsychores.2016.08.012
https://doi.org/10.1186/s12882-022-03052-7
https://doi.org/10.1053/j.ackd.2008.01.006
https://doi.org/10.1053/j.ackd.2008.01.006
https://doi.org/10.9778/cmajo.20190081
https://doi.org/10.9778/cmajo.20190081
https://doi.org/10.1136/bmj.i5239
https://doi.org/10.1136/bmj.i5239
https://doi.org/10.1007/s13410-021-00968-y
https://doi.org/10.1007/s13410-021-00968-y
https://doi.org/10.1016/j.ekir.2021.03.828
https://doi.org/10.1016/j.ekir.2023.02.833
https://doi.org/10.1016/j.ekir.2023.02.834
https://doi.org/10.1093/ndt/gfz007
https://doi.org/10.17575/rpsicol.v28i1.622
https://doi.org/10.17575/rpsicol.v28i1.622
https://doi.org/10.1053/j.ajkd.2018.09.006
https://doi.org/10.1080/00981389.2018.1523268
https://doi.org/10.1038/s41581-020-0315-4
https://doi.org/10.1111/jorc.12235
https://doi.org/10.7717/peerj.11713
https://doi.org/10.7717/peerj.11713
https://doi.org/10.1016/j.jpsychores.2017.09.009
https://doi.org/10.5527/wjn.v5.i2.147


       |  19CONNECTED WE ST@ND

Jakubowski, K. P., Jhamb, M., Yabes, J., Gujral, S., Oberlin, L. E., Bender, F. H., & Steel, J. L. (2020). Technology-assisted 
cognitive-behavioral therapy intervention for end-stage renal disease. Translational Behavioral Medicine, 10(3), 657–663. 
https://​doi.​org/​10.​1093/​tbm/​ibz077

Johansson, R., & Andersson, G. (2012). Internet-based psychological treatments for depression. Expert Review of Neurotherapeutics, 
12(7), 861–870. https://​doi.​org/​10.​1586/​ern.​12.​63

Lin, C. C., Wu, C. C., Anderson, R. M., Chang, C. S., Chang, S. C., Hwang, S. J., & Chen, H. C. (2012). The chronic kidney dis-
ease self-efficacy (CKD-SE) instrument: Development and psychometric evaluation. Nephrolog y, Dialysis, Transplantation, 
27(10), 3828–3834. https://​doi.​org/​10.​1093/​ndt/​gfr788

Lorig, K. R., & Holman, H. (2003). Self-management education: History, definition, outcomes, and mechanisms. Annals of 
Behavioral Medicine, 26(1), 1–7. https://​doi.​org/​10.​1207/​S1532​4796A​BM2601_​01

Narva, A. S., Norton, J. M., & Boulware, L. E. (2016). Educating patients about CKD: The path to self-management and 
patient-centered care. Clinical Journal of the American Society of Nephrolog y, 11(4), 694–703. https://​doi.​org/​10.​2215/​CJN.​
07680715

Pais-Ribeiro, J., Silva, I., Ferreira, T., Martins, A., Meneses, R., & Baltar, M. (2007). Validation study of a Portuguese version 
of the hospital anxiety and depression scale. Psycholog y, Health & Medicine, 12(2), 225–237. https://​doi.​org/​10.​1080/​13548​
50050​0524088

Peralta, E., & Silva, M. (2006). Teste dos Objetivos de Vida (PIL-R). In M. Gonçalves, M. Simões, L. Almeida, & C. Machado 
(Eds.), Avaliação psicológica: Instrumentos validados para a população Portuguesa (pp. 1–73). Quarteto.

Poveda, V., Amado, L., Filgueiras, M., Teixeira, L., Miranda, V., Santos-Silva, A., Paúl, C., & Costa, E. (2016). End-stage renal 
disease adherence questionnaire: Translation and validation to the Portuguese language. Renal Failure, 38(10), 1633–1638. 
https://​doi.​org/​10.​1080/​08860​22X.​2016.​1209063

Ritter, P. L., Sheth, K., Stewart, A. L., Gallagher-Thompson, D., & Lorig, K. (2022). Development and evaluation of the 
eight-item caregiver self-efficacy scale (CSES-8). The Gerontologist, 62(3), 140–149. https://​doi.​org/​10.​1093/​geront/​
gnaa174

Rolland, J. S. (2019). The family, chronic illness, and disability: An integrated practice model. In B. H. Fiese, M. Celano, K. 
Deater-Deckard, E. N. Jouriles, & M. A. Whisman (Eds.), APA handbook of contemporary family psycholog y: Applications 
and broad impact of family psycholog y (pp. 85–102). American Psychological Association. https://​doi.​org/​10.​1037/​00001​
00-​006

Schiffer, L., Gertges, R., Nöhre, M., Schieffer, E., Tegtbur, U., Pape, L., de Zwaan, M., & Schiffer, M. (2021). Use and prefer-
ences regarding internet-based health care delivery in patients with chronic kidney disease. BMC Medical Informatics and 
Decision Making, 21(1), 34–42. https://​doi.​org/​10.​1186/​s1291​1-​020-​01375​-​9

Schrauben, S. J., Appel, L., Rivera, E., Lora, C. M., Lash, J. P., Chen, J., Hamm, L. L., Fink, J. C., Go, A. S., Townsend, R. R., 
Deo, R., Dember, L. M., Feldman, H. I., Diamantidis, C. J., & CRIC Study Investigators. (2021). Mobile health (mHealth) 
technology: Assessment of availability, acceptability, and use in CKD. American Journal of Kidney Diseases, 77(6), 941–950. 
https://​doi.​org/​10.​1053/j.​ajkd.​2020.​10.​013

Sekhon, M., Cartwright, M., & Francis, J. J. (2017). Acceptability of healthcare interventions: An overview of reviews and 
development of a theoretical framework. BMC Health Services Research, 17(1), 88–101. https://​doi.​org/​10.​1186/​s1291​
3-​017-​2031-​8

Sequeira, C. (2010). Adaptação e validação da Escala de Sobrecarga do Cuidador de Zarit. Referência, 2(12), 9–16. http://​www.​
index​-​f.​com/​refer​encia/​​2010p​df/​12-​0916.​pdf

Sousa, H., Frontini, R., Ribeiro, O., Paúl, C., Costa, E., Amado, L., Miranda, V., Ribeiro, F., & Figueiredo, D. (2022). Caring 
for patients with end-stage renal disease during COVID-19 lockdown: What (additional) challenges to family caregivers? 
Scandinavian Journal of Caring Sciences, 36(1), 215–224. https://​doi.​org/​10.​1111/​scs.​12980​

Sousa, H., Ribeiro, O., Christensen, A. J., & Figueiredo, D. (2023). Designing family-based interventions in kidney failure: The 
perspectives of the triad ‘patients on haemodialysis/family caregivers/healthcare professionals’. British Journal of Health 
Psycholog y, 28(3), 672–689. https://​doi.​org/​10.​1111/​bjhp.​12647​

Sousa, H., Ribeiro, O., Costa, E., Frontini, R., Paúl, C., Amado, L., Miranda, V., Ribeiro, F., & Figueiredo, D. (2021). Being on 
hemodialysis during the COVID-19 outbreak: A mixed-methods' study exploring the impacts on dialysis adequacy, ana-
lytical data, and patients' experiences. Seminars in Dialysis, 34(1), 66–76. https://​doi.​org/​10.​1111/​sdi.​12914​

Sousa, H., Ribeiro, O., Paúl, C., Costa, E., Frontini, R., Miranda, V., Oliveira, J., Ribeiro, F., & Figueiredo, D. (2021). "Together 
We Stand": A pilot study exploring the feasibility, acceptability, and preliminary effects of a family-based psychoeduca-
tional intervention for patients on hemodialysis and their family caregivers. Healthcare, 9(11), 1585–1599. https://​doi.​org/​
10.​3390/​healt​hcare​9111585

Tan, G. T. H., Yuan, Q., Devi, F., Wang, P., Ng, L. L., Goveas, R., Chong, S. A., & Subramaniam, M. (2021). Factors associated 
with caregiving self-efficacy among primary informal caregivers of persons with dementia in Singapore. BMC Geriatrics, 
21(1), 13–24. https://​doi.​org/​10.​1186/​s1287​7-​020-​01951​-​8

Teresi, J. A., Yu, X., Stewart, A. L., & Hays, R. D. (2022). Guidelines for designing and evaluating feasibility pilot studies. Medical 
Care, 60(1), 95–103. https://​doi.​org/​10.​1097/​MLR.​00000​00000​001664

Tong, A., Scholes-Robertson, N., Hawley, C., Viecelli, A. K., Carter, S. A., Levin, A., Hemmelgarn, B. R., Harris, T., & Craig, 
J. C. (2022). Patient-centred clinical trial design. Nature Reviews Nephrolog y, 18(8), 514–523. https://​doi.​org/​10.​1038/​s4158​
1-​022-​00585​-​w

 20448287, 0, D
ow

nloaded from
 https://bpspsychub.onlinelibrary.w

iley.com
/doi/10.1111/bjhp.12715 by C

ochrane Portugal, W
iley O

nline L
ibrary on [15/02/2024]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://doi.org/10.1093/tbm/ibz077
https://doi.org/10.1586/ern.12.63
https://doi.org/10.1093/ndt/gfr788
https://doi.org/10.1207/S15324796ABM2601_01
https://doi.org/10.2215/CJN.07680715
https://doi.org/10.2215/CJN.07680715
https://doi.org/10.1080/13548500500524088
https://doi.org/10.1080/13548500500524088
https://doi.org/10.1080/0886022X.2016.1209063
https://doi.org/10.1093/geront/gnaa174
https://doi.org/10.1093/geront/gnaa174
https://doi.org/10.1037/0000100-006
https://doi.org/10.1037/0000100-006
https://doi.org/10.1186/s12911-020-01375-9
https://doi.org/10.1053/j.ajkd.2020.10.013
https://doi.org/10.1186/s12913-017-2031-8
https://doi.org/10.1186/s12913-017-2031-8
http://www.index-f.com/referencia/2010pdf/12-0916.pdf
http://www.index-f.com/referencia/2010pdf/12-0916.pdf
https://doi.org/10.1111/scs.12980
https://doi.org/10.1111/bjhp.12647
https://doi.org/10.1111/sdi.12914
https://doi.org/10.3390/healthcare9111585
https://doi.org/10.3390/healthcare9111585
https://doi.org/10.1186/s12877-020-01951-8
https://doi.org/10.1097/MLR.0000000000001664
https://doi.org/10.1038/s41581-022-00585-w
https://doi.org/10.1038/s41581-022-00585-w


20  |      SOUSA et al.

Trevino, K. M., Raghunathan, N., Latte-Naor, S., Polubriaginof, F. C. G., Jensen, C., Atkinson, T. M., Emard, N., Seluzicki, 
C. M., Ostroff, J. S., & Mao, J. J. (2021). Rapid deployment of virtual mind-body interventions during the COVID-19 
outbreak: Feasibility, acceptability, and implications for future care. Supportive Care in Cancer, 29(2), 543–546. https://​doi.​
org/​10.​1007/​s0052​0-​020-​05740​-​2

Vaughn, S., Schumm, J. S., & Sinagub, J. (1996). Focus group interviews in education and psycholog y. SAGE Publications. https://​doi.​
org/​10.​4135/​97814​52243641

How to cite this article: Sousa, H., Ribeiro, O., Bártolo, A., Costa, E., Ribeiro, F., Rodrigues, 
M., Paúl, C., & Figueiredo, D. (2024). The Connected We St@nd programme: A feasibility pilot 
study of an online self-management intervention for adults on in-centre haemodialysis and 
family caregivers. British Journal of Health Psycholog y, 00, 1–20. https://doi.org/10.1111/bjhp.12715

 20448287, 0, D
ow

nloaded from
 https://bpspsychub.onlinelibrary.w

iley.com
/doi/10.1111/bjhp.12715 by C

ochrane Portugal, W
iley O

nline L
ibrary on [15/02/2024]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://doi.org/10.1007/s00520-020-05740-2
https://doi.org/10.1007/s00520-020-05740-2
https://doi.org/10.4135/9781452243641
https://doi.org/10.4135/9781452243641
https://doi.org/10.1111/bjhp.12715

	The Connected We St@nd programme: A feasibility pilot study of an online self-­management intervention for adults on in-­centre haemodialysis and family caregivers
	Abstract
	INTRODUCTION
	METHODS
	Study design and recruitment strategy
	The ‘Connected We St@nd’ intervention programme
	Intervention content and implementation

	Outcome measures
	Data analysis

	RESULTS
	Participant characteristics and feasibility results
	Acceptability of the intervention
	Affective attitude and intervention effectiveness
	Burden, opportunity costs and ethicality
	Intervention coherence
	Self-­efficacy during participation
	Suggestions about the content, structure and organization of the programme


	DISCUSSION
	Limitations

	CONCLUSIONS
	AUTHOR CONTRIBUTIONS
	ACKNOWLEDGEMENTS
	FUNDING INFORMATION
	CONFLICT OF INTEREST STATEMENT
	DATA AVAILABILITY STATEMENT

	REFERENCES


