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Background 

The end of life care phase (EoL), being defined when curative treatment is not possible and 
disease is likely to cause death within 12 months, can be traumatic for the patient and care 
giver.  Indeed, EoL symptoms dominate the clinical picture and contribute to impaired quality 
of life.  Even when people do not experience significant psychological distress, they may still 
struggle to adjust to the social, emotional, and personal changes brought on by the EoL.  
From this perspective, supporting caregivers’ and healthcare providers’ well-being is an 
important contributor to patients’ experiences and to the health of the healthcare system, 
both in terms of informal and formal care.  For example, research evidence suggests that care 
giver and healthcare provider resilience, compassion and reduced psychological distress may 
lead to better patient outcomes and a more healthy and productive workplace[1, 2].   

Mindfulness – attention and acceptance 

There are many psychotherapies that have been applied to improve resilience, compassion 
and psychological distress [3, 4], but the simplest and possibly an effective approach is 
mindfulness [3, 5, 6]. Mindfulness has been found to enhance self-compassion in healthcare 
professionals [7].  Clinicians and caregivers have been studied in models using mindfulness to 
improve the caregivers’ well-being and the patient outcomes [1, 6, 8]. The success of 
mindfulness has seen it implemented as part of the education and training of student in 
medical and nursing schools [9]. 

Patients in the end of life care phase, their caregivers and associated healthcare providers 
represent an area of considerable research interest in the mindfulness space [8-12].   

Self-Compassion  

The relationship between mindfulness and self-compassion is explored in the health care 
literature, with a corollary emphasis on reducing stress in health care workers and providing 
compassionate patient care. Health care professionals are particularly vulnerable to stress 
overload and compassion fatigue due to an emotionally exhausting environment. 
Compassion fatigue among caregivers in turn has been associated with less effective delivery 
of care [13]. 

The present project proposal is an experimental study involving patients, caregivers and 

healthcare providers testing a novel self-facilitated mindfulness approach called MindHealth 

Circles (MHC). This proposal is nested within a collaborative research program led by ACT 

Health called the End of Life Care Research Translation Project: Using Experiences to Deliver 

Better Care (ERT Project 

 



Theoretical orientation 

The underlying theoretical focus of this Project is a wellness model of healthcare. This 

emphasis has the potential to create a paradigm shift in the medicalisation of care grounded 

in the realm of positive psychology [14], and more broadly a “systems” perspective [15].   

 

Aims 

The specific aims and hypotheses are: 

For the Caregiver 

Aim - To reduce psychological distress, improve resilience, reduce compassionate 

fatigue and improve social support. 

Research Hypothesis 2 – Care givers participating in the MindHealth Circles will have a 

significantly important benefit in terms of quality of life, improved resilience and 

reduced compassionate fatigue and improved social support 

For the Patient  

Aim - To reduce psychological distress and to improve the quality of dying  

Research Hypothesis 3 - Patients participating in the MindHealth program will have a 

significantly important benefit in terms of quality of life and patient experiences. 

 

Phase 3 intention for post doctorate hypotheses - For the health-care professional 

Aim - To increase their resilience, reduce compassion fatigue, improve job satisfaction, and 

improved social support 

Research Hypothesis 1a - Health care professionals participating in the MindHealth Circles will 

have a significantly important benefit in terms of improved resilience, reduced compassion 

fatigue and overall job satisfaction. 

Research Hypothesis 1b - Health care professionals participating in the Zoom MindHealth 

Circles will have an equivalent benefit in terms of improved resilience, reduced 

compassionate fatigue and overall job satisfaction when compare to face-to-face MindHealth 

Circles. 

Research Hypothesis 1c - Online Zoom has a greater “acceptance of use” than face-to-face 

intervention. 

 

 



Methods 

A parallel randomised controlled design sequenced by subject type (caregiver or healthcare 
provider) is the main approached to be used. To minimise contamination between the 
experimental arms of the care giver and healthcare providers in MHCs and Treatment as 
Usual (TAU) a phased approach will be adopted (4 phases).  The first phase will be a feasibility 
assessment based on data collected from a prospective cohort of patients, care givers and 
healthcare providers. Participants will provide valuable information on process and outcome 
that will be used to determine practical issues on the study design and delivery of the MHCs 
(including online feasibility), and statistical requirements. 

 

1. Assessing time and resource problems, for example whether it is feasible for patients 
to answer all the questionnaires and the time taken to do so, the flow of participants 
entering the study, the use of equipment to set up Zoom, and other resources 
needed 

2. Determine data management issues, by monitoring levels of missing data and data 
variability 

3. Evaluate the potential for detecting a change in each of the proposed outcome 
measures (anxiety, depression, pain, fatigue, insomnia, quality of life, subjective well-
being)  

4. Understand the mechanisms of change (mindfulness skills, acceptance, self-
compassion, decentering, tolerance of uncertainty)  

5. Assess the qualitative experiences of receiving the mindfulness intervention and 
people’s views and experiences of using Zoom as a mode of delivery as well as 
people’s feedback on the questionnaires used 

 

 



The second phase is the caregiver randomised control trial testing the well-being benefits of 
MHCs to care givers and associated patients.  In this phase, patients are not part of the MHC 
but are given materials to read and the care giver is encouraged to engage the patient in 
mindfulness activities. These materials are only provided to a patient if the care giver is part 
of MHC experimental arm. At the end of an 8-week intervention cycle, the care givers in the 
MHCs are encouraged to continue the “circles”.  Both experimental arms of the trial are 
continued to be assessed over the remaining phases of the study.  The TAU arm is not 
crossed over to the MHC because carer givers’ and patients’ outcomes are measured over 
the course of the healthcare providers experiment.  

 

 

The Healthcare Provider randomised control trial (Phase 3) starts at the end of the 8 week 
intervention cycle of the Caregiver randomised control trial (Phase 2).  In this Healthcare 
Provider Phase, we test the benefits of MHC and the benefits of online delivery through 
Zoom for Healthcare Professionals.  Within the experiment, Zoom will be used to conduct the 
MHCs for selected healthcare provider groups and care givers, while others will receive face-
to-face sessions.  Online mindfulness courses might facilitate attendance and adherence [16]. 
There has been increasing use of distance-delivered interventions for people. Further, there 
is evidence that distance-delivered mindfulness interventions can also be effective, especially 
in people with chronic medical conditions [17-20]  

 



 

 

Sample 

At this stage, patients to be included in this study are those who are predicted to have less 
than 12 months of life, and have been diagnosed with an advanced disease in the area of 
cancer, congestive heart failure or other advanced cardiac conditions, chronic pulmonary 
disease, or dementia. 

Caregivers are those who are associated with the selected patients.  Patients and Caregivers 
are excluded if the Caregiver: n=120 RCT n=40 Zoom n = 40 TAU n=40 

• Has severe cognitive impairment that would make participation in the mindfulness 
sessions and home practice of mindful meditation problematic or distressing;  

• Has a serious psychiatric condition (e.g. psychosis, drug/alcohol abuse) that can 
potentially risk failure in the intervention or limit participation in the course; 

• Has severe hearing impairment; 
• Is currently participating in other psychological therapies; or 
• Has prior formal training in mindfulness methods or current meditation practice. 

Post doctorate research to include: Health care professionals include those working within 
the outpatient and inpatient locations where patients will be recruited.  These professions 
include: n=80   5 groups of 8 RCT  5 groups of 8 TAU 

• Enrolled registered nurses 

• Allied Health professionals 

Excluded from the selection of Health professionals for the MHC are:  



• Doctors because there is an expectation that it will be difficult to engage them in this 
activity (this may be reviewed during the feasibility phase); 

• Are those currently participating in other psychological therapies; and 

• Those who have prior formal training in mindfulness methods or current meditation 
practice.  
 
 
 

Proposed Main Outcome measures 

Mental health measures 

Sample types: patients, caregivers, and health professionals 
Dimensions: Depression and anxiety         
Instrument name: Depression Anxiety and Stress Scales – short-form (DASS-21)[21] 

Self-Compassion  
Sample types: caregivers, and health professionals 

Dimensions: Self compassion 

Instrument name: Self-Compassion Scale—Short Form (SCS-SF Kristin Neff) [22, 23] 

Research has shown that self-compassion is associated with psychological well-being and 

suggests that self-compassion might be an important protective factor, fostering emotional 

resilience [24]. 

Resilience  

Sample type: Healthcare professionals and caregivers 

Dimensions: Resilience 

Instrument name: Connor-Davidson Resilience scale (CD-RISC) [25]. 

 

Quality of Life 

Sample type: Patients 

Dimensions: Fatigue, weakness and physical functioning 

Instrument name: to be determined 

Sample type: Caregivers and healthcare professionals  

Dimensions:  

Instrument to be used: The Quality of Life Inventory (QOLI;[26] 

 

 

 

 



Quality of death and dying  

Sample type: Patients and Caregivers 

Dimensions: Perception of wishes being met, burden of care, location choice for dying  

Instrument name:  Quality of death and dying questionnaire QDDQ[27]. 

Mindfulness 

Sample type: Caregivers and healthcare professionals 

Dimensions: Awareness and acceptance 

Instrument name: Philadelphia Mindfulness Scale (PHLMS) [28] 

Technology Assessment 

Dimensions: Overall satisfaction with online conference call Zoom; Audio and visual 

quality; Ease of accessing technology; and Attendance 

Instrument name: to be determined  

 

 

Statistical Analysis 

As part of the hypotheses, the project will be focused on detecting change in the outcome 
measures listed above.  A statistical analysis plan will be developed with the statisticians from 
the ERT Project support group.  

Time Frame proposed for completion PhD 3 years full-time  

1. Review of literature 

2. Ethics - Several months for preparation of paperwork and then review, then response 
to committee before final agreement to proceed – might take 5months in total. (Phase 1 
running in parallel).  Intervention development presented to ethics too.   

3. Development of intervention (Mind-Health Circles) 

4. Initial testing of intervention/consumer feedback  

5. Recruitment to the trial.  

6. Baseline measures 

7. Delivery of intervention: 18 months in total 

8. Follow-up measures: 8 weeks post intervention 



9. Analysis: 2 months 

10. Writing Research PhD submission, allow 6 – 8 months 

Significance 

The proposed Compassionate Healthcare Study on MindHealth Circles is a pivotal step 
towards the next generation of healthcare focused on wellness.  The proposed study is 
utilising sound scientific evidence on a journey to the implementation of sustainable, 
translatable and cost-effective wellness models in the end of life care that enhance mental 
and physical health.  

The proposed study is part of the End of Life Care Research & Translation (ERT) Project.  The 
ERT Project represents a flagship research collaboration between ACT Health and its 
academic partners to significantly improve patients’ end of life care experiences, while 
establishing a research infrastructure and methodology that significantly directs and validates 
the formulation of ACT Health’s Research Strategy. The ERT Project draws on a novel 
implementation science model of questioning, testing and translation into a “knowledge 
bank” overlaid on cutting-edge artificially intelligent “on-the-cloud” data science technology. 
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