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Abstract 

Background: This article describes the research activities undertaken to plan and design a self-compassion interven-
tion for family carers of people living with dementia using a person-based and co-design approach. In providing this 
example, our aim is two-fold: to highlight the value of using qualitative research and co-design processes within inter-
vention development; and to showcase systematic reporting of an intervention’s early planning and design stages.

Methods: A person-based and co-design approach informed the planning and design of the self-compassion inter-
vention. In Stage 1, qualitative interviews were undertaken with 14 family carers of people living with dementia and 
14 professional stakeholders. In Stage 2, intervention guiding principles were developed, psychological theory was 
incorporated, and six family carers of people living with dementia were engaged as co-designers.

Results: Knowledge generated during intervention planning identified that the intervention should be situated 
within the concept of compassion more broadly; address misperceptions, fears, blocks, and resistances to self-com-
passion; and target feelings of shame, guilt, and self-criticism. Subsequent intervention design activities determined 
that the needs of family carers of people living with dementia were best met by tailoring an existing intervention, 
namely group-based Compassion-Focused Therapy.

Conclusions: Our systematic approach highlights the value of incorporating in-depth qualitative research and co-
design within the intervention development process to prioritise the perspectives and lived experiences of family 
carers of people living with dementia. The planning and design process outlined provides insight that is applicable to 
the development of our intervention and complex health interventions within gerontology and beyond.

Keywords: Alzheimer’s disease, Caregivers, Co-design, Dementia, Intervention development, Mental health, Patient 
and public involvement, Person-based approach, Qualitative research, Self-compassion
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Introduction
Family Carers of People Living with Dementia
Providing informal care to a family member living with 
dementia can be a positive experience, and many carers 
report feelings of satisfaction and personal reward [1]. 
However, it can also be challenging, and it is well-estab-
lished that family carers can be impacted in numerous 
ways [2]. In terms of psychological and emotional health, 
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studies show that family carers of people living with 
dementia can experience greater psychological distress 
than caregivers of other conditions [3, 4]. As many as 
one in three family carers of people living with dementia 
experience depression, and one in two report subjective 
burden [5]. Feelings of guilt and shame are also common 
within the dementia caregiving role, and heightened lev-
els of both have been associated with the development of 
depressive symptoms [6, 7].

To help ameliorate some of the described negative 
impacts, the last few decades have seen an increased 
focus on the development and testing of different psy-
chosocial interventions to support family carers of peo-
ple living with dementia [8]. Meta-analyses and reviews 
have documented encouraging effects for some interven-
tions within clinical trials, and particularly for those that 
assume a cognitive behavioural approach [8–10]. Most 
recently, this has included a focus on modern approaches 
that target mindfulness, acceptance, and compassion, 
both for the self and others [11, 12].

Self‑Compassion
Self-compassion is variously defined within the litera-
ture. In Neff’s [13] conceptualisation, it is understood as 
treating yourself with care during times of suffering and 
involves self-kindness rather than self-judgement; com-
mon humanity rather than isolation; and mindfulness 
rather than over-identification. In Gilbert’s [14] under-
standing, self-compassion is defined within the concept 
of compassion more broadly, being regarded as part of a 
three-way ‘flow’ (involving compassion for self, to oth-
ers, and from others), which involves two aspects: a sen-
sitivity to suffering and a commitment to prevent and/
or alleviate that suffering. Drawing on these definitions, 
research conducted within various clinical and non-clin-
ical populations has found positive links between self-
compassion and psychological wellbeing [15] and has 
shown that self-compassion can be cultivated to improve 
psychological health [16]. Within dementia family car-
egiving specifically, similar promising findings have been 
demonstrated in cross-sectional studies [17, 18], and in 
a published group intervention study of Compassion-
Focused Therapy for couples with a dementia diagno-
sis [19]. Nevertheless, this understanding is limited to a 
handful of studies and, as yet there is no self-compassion 
intervention available for specific use with family carers 
of people living with dementia.

Intervention Development
Despite scientific promise, limited numbers of demen-
tia caregiver interventions are translated into real-world 
use [10, 20], and inadequate reporting of the inter-
vention development process [10, 20] and insufficient 

understanding of the carers’ needs [e.g., 21] have been 
implicated. Consistent with health intervention research 
at large [22, 23], these findings suggest that the develop-
ment of new and/or alternative interventions to support 
family carers of people living with dementia should be 
systematically described and grounded in an in-depth, 
qualitative understanding of users’ real-life needs and 
preferences. The Person-Based Approach (PBA) to inter-
vention planning and development [24–26], and Patient 
and Public Involvement (PPI) through a process of co-
design [27–29], offer ideal frameworks to achieve this.

The PBA utilises extensive in-depth qualitative 
research to situate the intervention in the perspective 
and lived experience of the people who will use it [24–
26]. Although a relatively new approach, it has been suc-
cessfully used to develop various health interventions 
for different populations, including family carers [30] 
and older adults [31, 32]. Offering a flexible approach to 
intervention development, the PBA involves a qualita-
tive exploration of the key issues, needs, and challenges 
that the intervention must address, and the formulation 
of guiding principles that set out the intervention’s key 
design objectives and their corresponding key features. 
The approach can be used alongside traditional evidence- 
and theory-based intervention development frameworks, 
including the UK Medical Research Council’s (MRC) 
guidance [33, 34]. It is also advocated for use with meth-
ods of PPI, including co-design [35].

Defined as doing research ‘with or by’ public and 
patients rather than doing it ‘to, about, or for’ them [28, 
29], PPI is universally acknowledged as a valuable and 
important part of the research process that can result 
in the production of interventions that have greater 
relevance to everyday practice [36]. Within dementia 
research, PPI is rapidly increasing [37], and a growing 
number of intervention development studies are involv-
ing family carers and people living with dementia in 
the planning and design stages as co-designers [37–39]. 
Nonetheless, the processes by which researchers have 
undertaken co-design are not well documented, and 
greater transparency in reporting is needed to facilitate 
best practices [37].

The Current Study
Building on the described work, we sought to develop 
a self-compassion intervention for family carers of 
people living with dementia. The purpose of this arti-
cle is to describe the research activities we undertook 
to plan and design this intervention using a person-
based [24–26] and co-design approach [27–29]. By 
providing this example, we aim to highlight the value 
of using qualitative research and co-design to pri-
oritise the perspectives and lived experiences of the 
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intervention’s intended target users, and to show-
case a systematic approach to the early planning and 
designing stages within intervention development. 
To promote rigour in our reporting, we have used the 
Guidelines for the Reporting of Intervention Devel-
opment Checklist (GUIDED) [40] and the Guidance 
for Reporting Involvement of Patients and the Public 
(GRIPP2-SF) [41] (see Additional file 1).

Methods
Intervention Planning and Design Process
The complete intervention development process used 
evidence-based, theory-based, person-based, and co-
design approaches to inform the planning and design 
of the self-compassion intervention [24–29, 33, 34]. 
Although not described within this article, we first 
drew on the ‘development’ phase of the MRC frame-
work for best practice in developing and evaluating 
complex health interventions [33, 34]. In brief, this 
involved three evidence- and theory-based activities: 
(1) literature reviews [12, 42]; (2) conceptual analysis 
[43]; and (3) cross-sectional survey study [18, 44]. Rel-
evant to this article’s focus, we then chose to supple-
ment the MRC framework with additional qualitative 
and co-design approaches to ensure that the interven-
tion was grounded in the perspective and lived expe-
rience of the intervention’s target users. For this, we 
first drew on the ‘planning’ and ‘design’ phases of the 
PBA for developing behavioural interventions [24–26]. 
We then incorporated the principles of PPI in health 
and medical research [27] by using a co-design pro-
cess that broadly aligned with the ‘deciding how to 
do it’/‘designing and managing’ phase of the research 
cycle [28, 29].

The person-based and co-design approach reported 
within this article comprised two research stages that 
focused on (1) intervention planning, and (2) interven-
tion design. In Stage 1, we undertook qualitative inter-
views with family carers of people living with dementia 
and professional stakeholders to explore perceptions, 
barriers, facilitators, and contextual issues pertinent to 
planning the intervention. In Stage 2, we undertook a 
co-design process that saw us engage a small group of 
family carers of people living with dementia to assist 
in decision-making about the intervention’s design, 
including the development of guiding principles, the 
incorporation of psychological theory, and the creation 
of fictional scenarios and personas.

 We received ethical approval for the study from Grif-
fith University (Ref: 2019/481), and we obtained written 
informed consent and verbal assent from qualitative 
participants and co-design group members.

Stage 1 Intervention Planning: Qualitative Interviews
To explore perspectives about the proposed interven-
tion and identify any potential barriers, facilitators, 
and contextual issues relevant to its design, we con-
ducted semi-structured interviews with 14 family car-
ers of people living with dementia (aged ≥18 years and 
self-identifying as a family carer of a person living with 
dementia) and 14 professional stakeholders (academic 
clinicians with expertise in ageing/dementia, family car-
egiving, and/or compassion, and carer support profes-
sionals). We recruited family carers of people living with 
dementia from Australia using convenience sampling. 
This involved participants voluntarily responding to 
social media posts, promotions in carer organisations’ 
electronic newsletters, and in-person talks at carer sup-
port groups (within 60kms of Brisbane, Queensland). We 
recruited professional stakeholders using purposive sam-
pling. This involved the lead author emailing professional 
contacts with known relevant expertise from Australia 
and the UK.

Between September and December 2019, the lead 
author conducted individual, one-off, verbal, semi-
structured interviews with participants. Interviews were 
conducted either by telephone (n = 16), via videoconfer-
encing (n = 9), or in-person (n = 3) and averaged 30 min-
utes in duration (range 15 – 62  min). We used three 
interview schedules that we tailored slightly to accom-
modate participant groups’ differing contexts. However, 
across all interviews, we asked participants a core set 
of questions about their understanding of self-compas-
sion as a concept; their thoughts about a self-compas-
sion intervention for family carers of people living with 
dementia; and the things that they thought might help or 
hinder intervention implementation, including methods 
and modes of delivery. We digitally audio-recorded inter-
views and transcribed them verbatim, and we made ana-
lytical field notes. To analyse the data, we used a recursive 
process of inductive, reflexive thematic analysis [45, 46]. 
This involved: (1) repeatedly listening to and reading the 
transcripts to become familiar with the data; (2) line-by-
line coding on hard-copies of transcripts to generate ini-
tial codes; (3) grouping codes with a shared meaning to 
generate initial themes and subthemes; (4) reviewing the 
developing themes and subthemes for meaning against 
the study’s aim; and (5) defining the developed themes 
using supporting quotations from the data. The lead 
author undertook this analysis and met with the author-
ship team multiple times to discuss the developing cod-
ing frame and to reflect on their interpretative judgement 
of the themes identified in relation to the aims of the 
analysis [47]. Consistent with the assumptions of reflex-
ive thematic analysis [48], the total number of interviews 
we conducted was pragmatically determined, seeing 
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the interviews individually and collectively reviewed for 
their adequacy (i.e., richness and complexity) to meet the 
study’s aims.

Stage 2 Intervention Design: Co‑Design Group
To ensure that the design of the proposed self-compas-
sion intervention was best suited to the real-life needs 
and preferences of its intended target users, we engaged 
six family carers of people living with dementia to work 
alongside the first author as co-designers. Using conveni-
ence sampling, we recruited co-design members (≥18 
years and self-identifying as a family carer of a person 
living with dementia) from Australia. This involved the 
lead author posting advertisements on social media and 
emailing/writing to known family carers of people living 
with dementia. We did not require co-design members 
to have any experience or training in research methods; 
however, all had participated in at least one research 
project previously, independent of this study and the 
authors.

Between October and November 2020, all co-design 
members took part in four, 90-minute sessions that were 
conducted weekly. Five of the co-design members took 
part as a group and participated in the sessions online 
using Microsoft Teams videoconferencing. One co-
design member opted to participate individually, as based 
on their preference to engage independently rather than 
in a group. For each week’s session, this involved them 
watching a pre-recorded video that mirrored the same 
content as the online session, and then participating in 
a follow-up telephone conversation. In keeping with rec-
ommendations for PPI within dementia care research 
[39], we financially reimbursed all co-design members for 
their involvement (AUD132 per session).

The lead author was trained in conducting qualita-
tive and group-based discussions with this population 
and facilitated all sessions. Although we used a ses-
sion agenda, we were flexible and adopted an iterative 
approach by covering content in sessions as necessary. 
Sessions were video and/or digitally audio-recorded and 
collectively covered the following content: discussion, 
feedback, and refinement of the intervention’s formulated 
guiding principles; discussion and feedback on the pro-
posed structure and broad content of the proposed inter-
vention; and the creation of fictional caregiver scenarios 
and personas for use in the intervention.

Results
Stage 1 Intervention Planning: Qualitative Interviews
From the 28 interviews we conducted exploring the 
potential barriers, facilitators, and contextual issues per-
tinent to the intervention’s design, we inductively identi-
fied five relevant themes and 12 sub-themes. Given that 

the purpose of this article is to describe the intervention 
development process, we have chosen to present partici-
pant characteristics (Table 1) and a selection of de-iden-
tified participant quotations to support the final themes 
(Table  2) within a tabular form, rather than including 
these data within the text directly.

Understanding of Self‑Compassion
Self-compassion was a largely unknown concept to 
participants. Some family carers of people living with 
dementia had never heard of self-compassion before, and 
a minority of professional stakeholders with expertise in 
ageing and dementia were unfamiliar with the concept. 
When describing what they understood self-compassion 
to be, it was common for participants to situate self-com-
passion within the concept of compassion as it related 
to others more broadly (i.e., giving and receiving). Spe-
cifically, some of the family carers of people living with 
dementia we interviewed had never considered giving 
compassion to themselves and only understood com-
passion as relating to caring for another person. Other 
comments from participants reflected the bidirectional 
relationships between self-compassion and compassion 
for others (i.e., the importance of caring for the self in 
order to care well for another/caring for another as a way 
of caring for the self ), as well as the relationship between 
self-compassion and being open to receiving compassion 
from others (i.e., accepting and bringing in outside help).

Perceptions of Self‑Compassion
In the main, participants perceived self-compassion posi-
tively, describing potential benefits for carers in helping 
with healthy emotion regulation; reducing self-criticism 
and feelings of guilt; enhancing resilience; enabling self-
advocacy; and enhancing carers’ ability to self-evaluate. 
That said, some participants also added important quali-
fiers: self-compassion should not be used to either excuse 
or allow psychological or physical abuse within a car-
egiving relationship, or for a family carer to remain in an 
acutely stressful situation.

One family carer of a person living with dementia was 
overtly critical of self-compassion, seeing it as self-indul-
gent and focused solely and unnecessarily on the self. 
Although personally supportive of the concept, other 
family carers of people living with dementia also com-
mented that self-compassion could be interpreted as self-
ish, self-indulgent, and related to the self-care rhetoric 
commonly heard in dementia carer support services and 
the wider general discourse. These sentiments were ech-
oed by professional stakeholders, whereby it was consid-
ered likely that some family carers of people living with 
dementia may be resistant to self-compassion due to 
associations with self-indulgence, self-pity, and weakness. 
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Table 1 Characteristics of qualitative interview participants and co-design group members

Note. acontinuous variables are reported as M (SD); bcategorical variables are reported as n (%)

Characteristic Descriptive statistics

STAGE 1: QUALITATIVE INTERVIEWS

Family carers of people living with dementia (n = 14)

Age (years)a 62.5 (14.4)

Identifying gender (Female: Male)b 11 (78.6): 3 (21.4)

Country of residence (Australia)b 14 (100)

In employment (Yes: No)b 4 (28.6): 10 (71.4)

Relationship to care recipient (Partner: Offspring)b 7 (50): 7 (50)

Length of time caring for care recipient (years)a 6.5 (2.9)

Age of care recipient (years)a 78.6 (10.4)

Identifying gender of care recipient (Female: Male)b 9 (64.3): 5 (35.7)

Care recipient’s type of  dementiab

Alzheimer’s disease 7 (50)

Unspecified 4 (28.6)

Frontotemporal 1 (7.1)

Lewy-body 1 (7.1)

Vascular 1 (7.1)

Professional stakeholders (n = 14)

Academic clinicians with expertise in ageing & dementia (n = 5)

Identifying gender (Female: Male)b 4 (80): 1 (20)

Country of residence (Australia)b 5 (100)

Roleb

Clinical psychologist 1 (20)

Mental health nurse 1 (20)

Occupational therapist 1 (20)

Old age psychiatrist 1 (20)

Social gerontologist 1 (20)

Academic clinicians with expertise in compassion (n = 4)

Identifying gender (Female: Male)b 2 (50): 2 (50)

Country of residence (Australia: UK)b 1 (25): 3 (75)

Roleb

Clinical psychologist 3 (75)

Counsellor 1 (25)

Carer support professionals (n = 5)

Identifying gender (Female: Male)b 4 (80): 1 (20)

Country of residence (Australia)b 5 (100)

Roleb

Counsellor 2 (40)

Senior management (education, training, & improvement) 2 (40)

Educator 1 (20)

STAGE 2: CO‑DESIGN GROUP

Family carers of people living with dementia (n = 6)

Age (years)a 61 (8.0)

Identifying gender (Female: Male)b 5 (83.3): 1 (16.7)

Country of residence (Australia)b 6 (100)

In employment (Yes: No)b 3 (50): 3 (50)

Relationship to care recipient (Partner: Offspring)b 1 (16.7): 5 (83.3)

Length of time caring for care recipient (years)a 5.8 (2.8)

Age of care recipient (years)a 86 (9.2)

Identifying gender of care recipient (Female: Male)b 4 (66.7): 2 (33.3)

Care recipient’s type of dementia (Alzheimer’s disease: Mixed)b 4 (66.7): 2 (33.3)
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Family carers’ individual background characteristics, 
such as stoicism and gender-, role-, and cultural-based 
expectations, were considered possible influences on 
these perceptions of self-compassion.

Realities of Cultivating Self‑Compassion
The constant and demanding nature of being a family 
carer of a person living with dementia was highlighted by 
participants as one of the main blocks to carers attending 
a self-compassion intervention and embedding the prac-
tices within everyday life. There was a perception that 
many family carers were often overwhelmed and, there-
fore, may either not be open to self-compassion or would 
view the required activities and practices as another 
stressor.

Many participants considered family carers to be out-
ward focused in their efforts (i.e., placing the needs of 
the care recipient first) and, as such, spent little time on 
inward work on the self. Professional stakeholders also 
thought that because family carers did not routinely pri-
oritise themselves, self-compassion was not something 
that family carers would either think of or potentially 
consider possible for themselves.

Fears of Self‑Compassion
 Although the opportunity for self-reflection and the 
cultivation of self-compassion was seen as a positive 
thing for emotional health, participants also recognised 
that this could be challenging for many carers. There 
was a perception that family carers of people living with 
dementia often avoided emotional reflection to enable 
them to continue in the caregiving role and through fear 
of emotional breakdown. For some family carers of peo-
ple living with dementia, it was thought that emotional 
reflection could lead to negative thoughts about their 
situation and, ultimately, the person they were caring 
for, which could then lead to feelings of guilt and shame. 
It was also thought that family carers of people liv-
ing with dementia could be particularly self-critical and 
that emotional reflection may exacerbate these feelings 
(i.e., highlighting that they were not as compassionate to 
themselves as they should be).

Supporting Attendance and Implementation
 Participants commented that the intervention’s success 
would likely depend on how it was pitched. Although 
some participants thought it helpful to demonstrate 
the potential benefits of the intervention for both the 
carer and the care recipient (i.e., will support you to 
be a better carer), there was a more common view that 
to ensure clarity about the intervention’s focus, it was 
important to be explicit that the focus was on the carer 
personally.

 Due to the nature of the caring role, participants 
stressed that the intervention needed to be as flexible, 
responsive, and practical as possible. Psychoeducation 
and practical skills-based learning that was relevant 
and able to be incorporated into daily life were high-
lighted. Additionally, with carers limited in their ability 
to attend sessions due to their role, the mode of delivery 
was raised. The potential for online delivery (rather than 
face-to-face) was the main suggestion, although some 
stakeholders highlighted reduced efficacy and technical 
issues as considerations, as well as potential issues with 
recruitment.

 Participants acknowledged the importance of having 
a trained and skilled facilitator to run the intervention 
group. Many commented on the sometimes-judgmental 
nature of carers with each other, which, if not facilitated 
well in group work, could be unproductive. Professional 
stakeholders also specifically commented on the need 
for the intervention to be led by a trained mental health 
professional.

Most participants highlighted the need to consider 
alternative care provision for the care recipient, particu-
larly if the intervention required in-person attendance. 
There was a prevailing view against undertaking dyadic 
group work (i.e., carers and care recipient in the group 
together), as this may inhibit carers from talking about 
their feelings and situation. However, one stakeholder 
had undertaken dyadic work with family carers of people 
living with dementia within a similar area, and this had 
been successful.

Stage 2 Intervention Design: Co‑Design Group
Drawing on the themes generated from the in-depth 
qualitative interviews conducted in Stage 1 and the find-
ings from our earlier evidence- and theory-based activi-
ties (see [12, 18, 42, 43]), we developed draft guiding 
principles and drew on psychological theory to inform 
the proposed design of the intervention. We then con-
vened a co-design group and presented both aspects to 
them for discussion, feedback, and/or refinement. Along-
side this, the co-design group also assisted in creating 
caregiver scenarios and personas for use in the interven-
tion. Table 1 provides the background characteristics of 
the six co-design group members.

Guiding Principles
Our intervention’s guiding features focused primarily on 
the importance of addressing potential misperceptions, 
fears, blocks, and resistances to self-compassion and how 
attendance could be best supported through considera-
tion of issues related to intervention delivery. Co-design 
group members agreed with the content of the guiding 
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principles; however, they felt that the language used to 
define the key issues, design objectives, and features was 
unnecessarily complex and not easy for them to under-
stand. Therefore, to ensure that the principles of PPI 
were upheld throughout the process of the intervention’s 
development (i.e., challenging potential power imbal-
ances between the researchers and co-design members) 
the language used in the guiding principles was simpli-
fied. This was an important step in designing the inter-
vention and ensured that co-design members were able 
to contribute equally and with confidence to the process. 
Table  3 provides an overview of the finalised guiding 
principles, which were iteratively developed and agreed 
upon in consultation with the co-design group.

Incorporating Psychological Theory
The knowledge collectively generated during intervention 
planning inductively identified that it was important for 
the self-compassion intervention to be presented to fam-
ily carers of people living with dementia in a way that sit-
uated it within the concept of compassion more broadly; 
addressed misperceptions, fears, blocks, and resistances 
to self-compassion; and targeted feelings of shame, guilt, 
and self-criticism. Drawing on the psychological litera-
ture, we therefore determined that, rather than develop-
ing a novel self-compassion intervention, the needs of 
family carers of people living with dementia could be best 
met by tailoring an existing approach: group-based Com-
passion-Focused Therapy (CFT) [14].

CFT is an integrative approach that aims to develop 
compassion (both for the self and others) to improve 
emotional wellbeing by targeting shame and self-criti-
cism [14]. It defines compassion as a motivation that can 
be directed towards others, from others, or towards the 
self (self-compassion), and it works explicitly with fears, 
blocks, and resistances to compassion [14]. Delivered 
by trained facilitators, the approach has traditionally 
focused on the dynamic therapeutic process and there-
fore has not been manualised. However, a standardised, 
12-module group CFT manual is under development 
(Gilbert, Kirby and Petrocchi) and, although not publicly 
available, a few studies have been given access and suc-
cessfully tailored the manual for use with specific popula-
tions [49, 50].

We provided co-design group members with a brief 
theoretical introduction to CFT and an overview of the 
12-module manual, as used and described in the study 
by Carter et  al. [50]. We then asked the group for their 
thoughts on how CFT aligned with the guiding princi-
ples and for their general perceptions of CFT as an inter-
vention for use with family carers of people living with 
dementia. All co-design members agreed that there was 
a strong alignment of CFT with the formulated guiding 

principles and fully supported tailoring the group CFT 
for our population of interest.

Creation of Caregiver Scenarios and Personas
In line with the PBA’s recommendation to undertake 
user-centred designed [26], we asked co-design members 
to create scenarios and personas for use within the inter-
vention that were about any aspect of the guiding prin-
ciples (i.e., perceptions, fears, blocks, resistances etc.). 
We presented a working example, and each co-design 
member worked individually to draft their scenarios. 
Collectively, fourteen fictional scenarios and personas 
were created, and these can be used within the developed 
intervention to help ground the content to the experi-
ences of family carers of people living with dementia. 
For illustrative purposes, two of the created scenarios are 
provided below:

The first introduction to self-compassion was during a 
stressful, demanding and exhausting time in my life and I 
heard the term and it just sounded so reminiscent of the 
popular positive pop psychology books, workshops etc. 
that sound great, take your money and you are no better 
off.

George was reluctant to join a group to develop his 
feelings of compassion. He hadn’t had a good experience 
in any of the other carer groups he’d joined, and he felt 
uneasy about revealing too much of himself to others. He 
was filled with so much grief at watching the person he 
loved most in the world fade away. He felt a shadow of 
the person he was before. He knew the caregiver journey 
had changed him but how could he explain that within a 
group where others might judge him?

Discussion
Within this article, we have described the research activi-
ties undertaken in planning and designing a self-com-
passion intervention for family carers of people living 
with dementia that used a person-based and co-design 
approach. By systematically reporting the process we 
took, we offer insight into planning and designing an 
intervention that is applicable to both the development of 
our intervention and the development of complex health 
interventions generally. Additionally, we also show the 
value of incorporating in-depth qualitative research and 
co-design within the intervention development process, 
with our findings determining that the needs of our pop-
ulation were best met by tailoring an existing interven-
tion rather than developing a novel intervention.

 The qualitative research and co-design group we 
undertook generated knowledge that ensured that the 
intervention was planned and designed with the needs 
and preferences of family carers of people living with 
dementia at its core. Although some of these issues were 
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identified in our earlier evidence- and theory-based 
activities [12, 18, 42–44], without this in-depth qualita-
tive and co-design work, we would not have understood 
their centrality to the acceptability of the intervention for 
our population. Specifically, during the initial planning 
stage, we found that dementia family carers’ perceptions 
of self-compassion aligned with Gilbert’s [14] conceptu-
alisation, seeing it situated within the concept of compas-
sion as it relates to self and others. We also found that 
family carers of people living with dementia had several 
misperceptions about self-compassion, as well as some 
fears, blocks, and resistances that could lead to enhanced 
feelings of shame, guilt, and self-criticism. These findings 
align with research conducted with various populations 
(e.g., [51–54]), including family carers of people living 
with dementia (e.g., [6, 7, 55, 56]), and thus supports 
their importance within our intervention’s design. Along-
side this, we also found that acceptability of, and likely 
engagement with, the intervention was influenced by 
implementation issues, including pitch, method of deliv-
ery, facilitation, and alternative care support arrange-
ments. Similar issues were raised as important factors 
during the recruitment and retention of dementia fam-
ily carers to a mindfulness-based intervention [57], and 
therefore indicates their need for consideration within 
comparable interventions such as ours.

During the design stage, we then used the described 
findings to determine the intervention’s key content 
and key features to maximise user acceptability and 
engagement, which involved the formulation of guid-
ing principles, incorporation of psychological theory, 
and PPI through a process of co-design. In doing so, we 
identified that the needs of family carers of people liv-
ing with dementia were keenly aligned with CFT [14] 
and that, rather than developing a novel intervention, 
the soon-to-be-published group manual (Gilbert, Kirby 
and Petrocchi) affords an opportunity to tailor CFT to 
our population’s needs. Specifically, CFT conceptualises 
self-compassion within compassion more generally; is 
delivered by a trained facilitator; targets shame and self-
criticism; and works explicitly with fears, blocks, and 
resistances to self-compassion. To our knowledge, only 
one small-scale study has been published reporting the 
outcomes of group-based CFT with family carers of peo-
ple living with dementia [19]. Importantly, however, this 
intervention differs from ours, as it was not manualised 
and was dyadic in its delivery (i.e., involving people living 
with dementia and their spouses).

Limitations
First, although our approach to planning and designing 
the intervention was systematic, it could be regarded as 
lengthy and limited to situations where resources of both 

time and funds are adequate. However, the PBA is non-
prescriptive in its application [24–26], and researchers 
can adapt the research activities to meet their project-
specific needs. Second, although we sampled interview 
participants and co-design members with different char-
acteristics, the majority of our participants were Austral-
ian women providing care to either a parent or partner 
living with dementia. As such, the generalisability of our 
findings beyond this group is not guaranteed. Third, the 
lead author conducted all interviews and co-design ses-
sions as part of their doctoral research program. This 
may have introduced social desirability, with potentially 
more favourable opinions and preferences expressed to 
support the lead author. Fourth, due to COVID-19, all 
PPI was conducted via remote co-design sessions using 
either videoconferencing or telephone. Although co-
design group members informally expressed satisfaction 
with their involvement in this way, we acknowledge that 
in-person sessions may have generated a richer experi-
ence and data [58].

Future Research
Building on the knowledge produced during this study, 
the proposed intervention can progress to the next stages 
of development and feasibility testing by continuing to 
use an evidence-based, theory-based, person-based, and 
co-design approach [24–29, 33, 34]. Next steps will see 
the guiding principles used to tailor the CFT group man-
ual (once publicly available) for family carers of people 
living with dementia; all intervention-related documents 
developed (i.e., information sheets, advertisements etc.); 
and the intervention’s mode of delivery finalised. After 
this, the acceptability of the intervention’s components 
can be tested using think-aloud techniques with family 
carers of people living with dementia, professional stake-
holders, and co-design group members. To ensure that 
the intervention is optimised to the needs of our popu-
lation, this may see iterative changes made to the inter-
vention up until it is deemed ready for acceptability and 
feasibility evaluation.

Conclusions
With a recognised evidence-to-practice gap for interven-
tions within gerontology, new and alternative approaches 
to supporting family carers of people living with demen-
tia should be developed in ways that are systematic and 
have the needs and preferences of intended users at 
the centre. This article provides an example of how in-
depth qualitative research and co-design processes were 
systematically used to plan and design a self-compas-
sion intervention for family carers of older adults. The 
approach highlights the potential of using the PBA and 
co-design in intervention development, with research 
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activities determining that the needs of our population 
were optimally met by tailoring an existing intervention. 
Further, the systematic reporting of the planning and 
design process offers useful insight that is applicable to 
both our intervention and those interested in developing 
complex health interventions more broadly.
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