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Abstract

Background: Parent carers of disabled children are at increased risk of physical and
mental health problems. The Healthy Parent Carers (HPC) programme is a
manualised peer-led group-based programme that aims to promote parent carer
health and wellbeing. Previously, the programme had been delivered in person, with
recruitment and delivery managed in a research context. This study explored
implementation by two delivery partner organisations in the United Kingdom.
Facilitator Training and Delivery Manuals were modified for online delivery using
Zoom due to COVID-19.

Methods: The study methodology utilised the Replicating Effective Programs
framework. A series of stakeholder workshops informed the development of the
Implementation Logic Model and an Implementation Package. After delivering the
programme, delivery partner organisations and facilitators participated in a work-
shop to discuss experiences of implementing the programme. A wider group of

stakeholders, including commissioners, Parent Carer Forums and charity
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organisations representatives and researchers subsequently met to consider the
sustainability and potential barriers to delivering the programme outside the
research context.

Results: This study explored implementation by two delivery partner organisations in
the United Kingdom that were able to recruit facilitators, who we trained, and they
recruited participants and delivered the programme to parent carers in different
localities using Zoom. The co-created Implementation Logic Model and Implemen-
tation Package were subsequently refined to enable the further roll-out of the
programme with other delivery partner organisations.

Conclusions: This study provides insight and understanding of how the HPC
programme can be implemented sustainably outside of the research context. Further
research will evaluate the effectiveness of the programme and refine the
implementation processes.

Patient and Public Contribution: Parent carers, delivery partner organisation staff

and service commissioners were consulted on the design, delivery and reporting of

the research.
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carers

1 | INTRODUCTION

Parent carers of disabled children are at increased risk of physical and
mental health problems.) >3 They often experience greater chal-
lenges in maintaining good personal health, which has implications for
their own wellbeing and their ability to care for their children.*
Individual, family and environmental factors affect parent carers'
health. Social disadvantage, gender, ethnicity, sexual orientation and/
or other personal factors may intersect to increase the health impacts
of being a parent carer.® Population-based studies suggest that
parent carer health problems persist and may worsen over time.® The
COVID-19 pandemic exacerbated this problem, disproportionately
affecting parent carers, with lockdowns, school closures and limited
services leaving many families feeling abandoned.*¢”

Our consultations with parent carers suggest existing public
health interventions are perceived as insensitive to the challenges
that parent carers experience. Interventions to promote health equity
are urgently needed.?® The Healthy Parent Carers (HPC) programme
was developed specifically to promote the health and wellbeing of
parent carers. It aims to improve health and wellbeing by engagement
in behaviours associated with better health— Connect, Learn, be
Active, take Notice, Give, Eat well, Relax, Sleep (CLANGERS).
Intervention development and programme components and delivery
strategies were described comprehensively in our previous
papers.1?-2°

The updated intervention logic model of the HPC programme
outlines that parent carer engagement with health-promoting
activities (CLANGERS) will foster resilience and improve health and

delivery partner organisations, disabled children, health promotion, implementation, parent

wellbeing (Figure 1). The programme facilitates behaviour change by
providing opportunities for and prompting, social (peer) support,
development of a shared social identity, sharing of experiences and
the practice of health-related behaviours. This is achieved through (i)
facilitated group-based activities and discussions, and (ii) providing
health-related information and resources.

The HPC programme is delivered to groups of 6-12 parent
carers, led by pairs of trained peer Lead and Assistant Facilitators,
following procedures in the Facilitator Delivery Manual. Partici-
pants also receive written materials (printed/online), mirroring the
content discussed in groups, to refer to and use outside of the
group sessions. These include information about CLANGERS, links
to videos and useful resources and action planning and self-
monitoring sheets.

Previously, researchers recruited facilitators, set up delivery sites,
advertised for and screened potential participants, prepared
resources and supported facilitators during delivery. However,
outside of the research context, these tasks need to be done by
licensed delivery partner organisations. The transition from academic
to real-world settings is a common challenge for many evidence-
based interventions.?*?° The present study was, therefore, designed
to establish and test a strategy to enable successful implementation
by delivery partner organisations, which includes charities, social
enterprises and voluntary groups.

Although the HPC programme has not yet undergone a
definitive effectiveness trial, we wanted to explore barriers to
implementation in nonacademic community settings, to ensure as

early as possible that the intervention (if proven effective) would

85USD17 SUOLULLOD SAIES1D) 3|t |dde 3y Ag pousenob a1e Sajd1Le VO ‘38N JO S3INJ 0} Ateiq1 SUIIUO /8|1 UO (SUORIPUOD-pUe-SLUB) /WO A3 | 1M Ateiq 1 pul|uo//:Sd1y) SUOIIPUOD pue SWS L 84} 39S [€202/20/90] Uo Ariqiauliuo AS|IM 19.L AQ ZTSET XU/ TTTT OT/I0p/L0D A8 1M Ake.q iU uo//sdny woly papeojumod ‘0 ‘G29.69€T


mailto:a.garrood@exeter.ac.uk

GARROOD ET AL.

WILEY—>

The Programme 5 a Key change Key change
- Delivery - 12 13
problem components techniques processes
Social support T Perceived
(emotional, peer/group) social support
Spe= > Social influence ] Behavioural
or online groups *'{ Credible source (peers) ] A outcomes:
[ ] Social identification & |
oy > Valued self-identity identity J Engagement
Including:
Group-based, o group = h " Social learning & ‘ with health-
peer facilitated > dac ooyl » Sharing experiences 1 Knowledge promoting
ctiviti - -
Bctivitios activities ) ) | Social validation | behaviours
o group . Demonstration of the = = (CLANGERS)
facilitation [ behaviour *| Social comparisons ‘
Poor health & ies 4 ; z
wellbeing of SualEples i Behavioural practice/ | T Belle{)slabout ‘
v [ capabilities
parent carers L rehearsal ; P
) Instruction on how to = 1 Skills ‘ Health
Healthrelated Printed or online perform the behaviour | — SUtCOmEs:
ea th-re! ‘ate written materials : Social influence I
information 4 Credible source (research)
(including CLANGERS) i . T Knowledge Improved
Online videos . [ . Resilience
Information about health T Beliefs about
consequences consequences
Improved
: Action planning T Behavioural regulation physical &
| health
Self-monitoring behaviour 1 Accountability to group nanivent
Contextual influences
E.g. personal/family situation, social network, community, system and societal factors

FIGURE 1 Intervention logic model for the Healthy Parent Carers programme (v.2). 1. Colour-filled boxes indicate the components,
techniques and processes that are specific to a group-based delivery, whereas the white-filled boxes indicate those present in the self-directed
delivery (i.e., when participants use the written and online resources). Pattern-filled boxes indicate change processes that can be present in both
group and self-directed delivery but are likely to be reinforced in a group setting. 2. Include the key/core behaviour change techniques (BCTs) to
facilitate intrapersonal change processes (based on the BCT taxonomy v12! and to facilitate interpersonal change processes (based on the MAGI
framework).?2 3. Include the key/core intra- and interpersonal change processes in behavioural determinants. The determinants are drawn from
the Theoretical Domains Framework?® and interpersonal change processes are drawn from the MAGI framework.?? 4. Include strategies to

facilitate a conducive group environment (e.g., ice-breakers), group activities and discussions, and change techniques in groups. CLANGERS,

Connect, Learn, be Active, take Notice, Give, Eat well, Relax, Sleep; MAGI, Mechanisms of Action in Group-Based Interventions.

be implementable. The HPC programme is a complex intervention
by virtue of the range of behaviours targeted, expertise and skills
required by those delivering the intervention and other pro-
gramme contextual factors. The recent Medical Research Council
framework for complex interventions highlighted the nonlinearity
of addressing important questions related to feasibility, effective-
ness and implementation of interventions.?® Thus, following

intervention development and a feasibility study,®%?’

we con-
sidered it critical to explore potentially feasible and sustainable
implementation strategies. This is particularly important as reach-
ing vulnerable individuals and those facing health inequalities
presents numerous unique issues which are not well documen-
ted.?® This paper reports on the first steps towards translating the
HPC programme to delivery in real-world settings, preceding a
pragmatic evaluation of effectiveness.

The study was designed before the Covid-19 pandemic. Social
distancing mitigations in the pandemic meant that HPC could not be
delivered in person, as initially designed. It was necessary to first
adapt the programme (before implementation) so that training of
facilitators and delivery of the programme could be done remotely

using Zoom™. Details of the adaptations to online delivery are
reported in Supporting Information: File 1. Therefore, this study
serendipitously enabled our first evaluation of the acceptability and
practicability of online delivery.

This implementation study had the following aims:

1. To identify feasible and acceptable strategies for wider imple-
mentation of HPC with delivery partner organisations from the
perspective of the organisations, facilitators and participants.

2. To explore barriers and enablers for implementation of the
programme by two delivery partner organisations who work with
families with disabled children.

3. To systematically develop and refine the implementation strategy,
including the Implementation Logic Model, Implementation
Package and the terms for future licensing, to optimise the
programme for delivery with nonacademic organisations.

Additionally, due to the need to move the facilitator training and
the HPC programme online, we explored the acceptability and
practicability of online delivery.
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2 | METHODS

The Replicating Effective Programs (REP) framework was developed
specifically to provide a systematic process for implementing health
interventions outside academic settings by community-based orga-
nisations.?’ The framework aims to help maintain fidelity while
maximising the transferability of interventions when they are
translated from academic to community settings. As this was our
aim of exploring the delivery of HPC by community-based delivery
partner organisations, the REP was considered a particularly relevant
framework. The REP framework consists of four phases: precondi-
tions, preimplementation, implementation and maintenance and
evolution. This study focused on the first two stages outlined by
the framework (Table 1).

We collaborated with two national organisations as delivery
partners. The Council for Disabled Children (CDC) is the umbrella
body for over 300 voluntary and community organisations in
England. Contact carries out a range of activities supporting
families with disabled children in the United Kingdom. Both
organisations are commissioned to deliver programmes for the
Department of Education and/or the Department of Health and
Social Care. Both organisations offer a range of training, support
services and consultancy to parent carers, health professionals,
social workers, local authorities and service providers in the

childhood disability sector. Therefore, they were perceived as
TABLE 1  Study method mapped to REP phases 1 and 2.
Task Activity

Phase 1—preconditions

having the right reach, infrastructure and connections to imple-
ment the HPC programme.

We also continued to work in partnership with parent carers in
our Family Faculty Patient and Public Involvement group who advise
on our research. A series of meetings were coordinated to support
the adaption of the programme for delivery online and reflect on the
findings from implementation.

We established a Community Working Group (CWG). Delivery
partner organisations selected key personnel to attend based on their
knowledge of who would be able to support the implementation of
the programme within their organisations. Two parent carer co-
investigators attended the meetings. Both had been involved in the
programme and its development since the start and therefore could
share their knowledge and expertise about the programme. One
parent carer who had been a facilitator in the feasibility trial also took
part. They were invited as they had also been previously employed by
both of the delivery partner organisations as a facilitator. All co-
investigators were invited to attend the group meetings.

2.1 | REP phase 1: Preconditions: ldentifying
barriers, need and drafting implementation package

In workshop 1, we introduced the HPC programme and our previous

research to the new delivery partners. Discussion centred around

Output

Identify barriers

Identify need

Draft implementation

Phase 2—preimplementation

Optimising
implementation

Pilot test

Evaluate and reflect

Establish a Community Working Group including
representatives from Peninsula Childhood Disability
Research Unit, Public and Patient Involvement groups;
delivery partner organisations.

Workshop 1—orientation meeting.

Funder workshop—determine local need and appetite for
commissioning HPC.

Draft implementation processes—in collaboration with delivery
organisations and key stakeholders.

Workshop 2—further refinement of the Implementation
Package and Logic Model, including costs and any data that
will need to be collected.

Train facilitators to deliver programme.

Pilot test implementation and delivery.

Parent carers take part in two pilot groups (6 or 12 weeks in
length), implemented by delivery organisations.

Workshop 3—review experiences of staff from delivery
organisations and strategies undertaken during pilot
testing.

Workshop 4—discuss with potential future funders around
sustainability and roll-out of the programme.

Abbreviations: HPC, Healthy Parent Carers; REP, Replicating Effective Program.

Partnership building between intervention developers
and delivery organisations.

Identified barriers and processes of implementation.
Developed Implementation Logic Model.

Identified interest from commissioners and possible
challenges to programme delivery.

Co-created a draft Implementation Package and Logic
Model.

Implementation package reviewed. Contents developed
to include additional key processes.

Piloted the Implementation Package.

Identified key roles, processes and knowledge required
to implement the programme. Revised the
Implementation Logic Model.

Developed a greater understanding of possible
challenges and appetite for delivering the
programme in different organisations.

85USD17 SUOLULLOD SAIES1D) 3|t |dde 3y Ag pousenob a1e Sajd1Le VO ‘38N JO S3INJ 0} Ateiq1 SUIIUO /8|1 UO (SUORIPUOD-pUe-SLUB) /WO A3 | 1M Ateiq 1 pul|uo//:Sd1y) SUOIIPUOD pue SWS L 84} 39S [€202/20/90] Uo Ariqiauliuo AS|IM 19.L AQ ZTSET XU/ TTTT OT/I0p/L0D A8 1M Ake.q iU uo//sdny woly papeojumod ‘0 ‘G29.69€T



GARROOD T AL.

necessary delivery tasks including site set-up, recruitment of Lead and
Assistant Facilitators, training of facilitators, preparation of training
materials, recruiting participants, preparing delivery materials, orienta-
tion for facilitators, liaising with facilitators and participants, supervision,
administration and facilitating delivery support calls. Delivery partners
then presented how they delivered comparable programmes within
their own organisations. The group also discussed sustainability, quality

assurance, safeguarding and signposting.

2.2 | REP phase 2: Preimplementation: Optimising
implementation

The preimplementation stage involved pilot testing the package of
the Implementation Manual, license agreement, contracts, Online
Facilitator Training Manual, Online Delivery Manual, and manage-
ment of postdelivery support calls.

Workshop 2 with the CWG involved discussions on the proposed
Implementation Package, including implementation costs, which data
would need to be collected, and the terms of a licensing agreement.
Devising the Implementation Package involved key roles and
responsibilities and the specific personnel who would be able to
fulfil these roles within the Delivery partner organisations.

2.3 | REP phase 2: Pilot testing the implementation

2.3.1 | Facilitator recruitment and consent

Delivery partner organisations identified parent carers to train as
Lead and Assistant Facilitators using our predefined person specifi-
cations for each role.

Prospective peer facilitators were screened by a researcher and
invited to document consent for participating in the study. They
completed a pretraining baseline questionnaire, which included age,
sex, motivations to be a facilitator, relevant experience and

expectations of delivering the programme.

2.3.2 | Facilitator training

Trainers followed the Online Training Manual to train new facilitators.
Trainee facilitators attended a 1-h, pretraining session with the two
trainers and study coordinator, which allowed everyone to meet as a
group and to be briefed about the study and training. The session
prepared facilitators for the online aspects of the programmes, which
included specific online software: Zoom™ (video-calling) functions
and methods of using Jamboard™ (online whiteboard). The training
was delivered in two ‘Blocks’. Each block consisted of 3 days of
training in total. Block 1 was just for Lead Facilitators, and Block 2
was for Lead and Assistant Facilitators. Each Lead and Assistant
Facilitator was given their own copy of the Online Delivery Manual to

support their training and subsequent delivery.

5
WILEY—*
2.3.3 | HPC programme participant recruitment and
consent

We shared an exemplar advert which organisations used to advertise
the programme. The advert was adapted by organisations to include
specific information on the times, dates and contact details of their
organisation. Their advertising strategies sought to reach a diverse
range of parent carers. These included utilising local contacts and
organisations, such as voluntary and community partners, local
education authorities, health and statutory services, support groups
for parent carers and social media, including Parent Carer Forums
(www.nnpcf.org) on Facebook or Instagram.

Both delivery partners used the Eventbrite™ online platform for
potential participants to register expressions of interest.

People who registered interest were initially contacted by a
member of the organisation to complete a screening call and confirm
eligibility and understanding. Participants' contact details were
uploaded onto a password-protected screening spreadsheet to track
screening and recruitment.

Eligible parent carers were then invited to a screening meeting
with a researcher to learn about the research aspects and what
participation would entail and to check participants' familiarity with
and access to Zoom™. Participants could opt out of research
participation and still participate in the HPC group. If participants
were happy to take part in the research, the researcher emailed a
copy of the Participant Information Sheet ahead of a subsequent

meeting to document consent.

2.34 | HPC programme delivery

Both delivery partner organisations delivered the 12 HPC programme
modules through 2-h online group sessions, twice per week, over a
6-week period. The two courses were run in two separate localities in
England, with participants and facilitators recruited from two
different areas, one rural and one urban. Contact ran a daytime
course, which took place at the same time and days each week. CDC
ran a mix of day and evening sessions, which took place on the same
days weekly. After each session, facilitators completed attendance
registers and self-reported fidelity checklists to indicate the specific
content they covered (adherence), the duration of the sessions (dose)
and parent/carer engagement (responsiveness). A minimum of 6-8,
and a maximum of 12, participants per group were suggested based

on findings from the feasibility trial.2”

2.4 | REP phase 2: Evaluate and reflect
241 | HPC programme participant baseline
measures

After consent, participants were emailed a link to the baseline
questionnaire, which asked questions on parent carer demographics
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and the About My Child (AMC) questionnaire.>® The AMC is a valid
tool that measures the impact and complexity of the disabled child's
medical condition. For this study, we used impact scores. Scoring
ranged between 0 and 19, with higher scores indicating a greater
impact. A £25 electronic shopping voucher was emailed to the
programme participants on completion of the baseline and end-of-

programme feedback forms.

2.4.2 | HPC programme participant feedback forms
Participants in the HPC programme who consented to take part in
the research were emailed a link to the End of Programme Feedback
Questionnaire as a secure Microsoft Form during their final session.
The questions asked for information about how they heard about the
programme, the course delivery and their experiences of participa-
tion. Questions were asked about attendance and any reasons or
perceived barriers to this.

As this was the first time the programme had been delivered
online, it was particularly important for us to seek participants'
experiences of this delivery format. Therefore, questions were asked
about online facilitation and any barriers to accessing online
platforms.

2.4.3 | Stakeholder workshop 3

CWG members and facilitators both attended workshop 3, which
aimed to gain postimplementation insight into the roles, expectations,
gaps and tasks involved in the implementation of the HPC
programme.

Workshop attendants were divided into two small groups that
met online on different days. Groups comprised a mix of roles from
both organisations. Roles included a senior manager, responsible for
the strategic and budgetary decisions; personnel who coordinated
the day-to-day delivery tasks, Lead and Assistant Facilitators, trainers
and researchers. The interactive group-based format of the workshop
allowed for greater cross-role discussions into the challenges of
implementation led by nonprofit organisations. Experienced qualita-
tive researchers facilitated the workshops.

The workshops explored the key roles, processes and knowledge
required to implement the programme. During the workshop, we
used the online platform MIRO™ which is a large, interactive and
collaborative board to collect data. Those attending the workshop
could simultaneously add notes, discussions and diagrams to the Miro
board. Postworkshop, the data were organised into different

categories based on what they referred to.

2.4.4 | Stakeholder workshop 4

Workshop 4 focused on longer-term sustainability strategies.
Members of the CWG met with commissioners, representatives

from other delivery partner organisations and Parent Carer Forums to
discuss potential wider rollout. These new stakeholders were
engaged in a consultation capacity and their consent for research
was not formally documented. The agenda included core themes for
discussion based on information generated from workshop 3 and
pilot testing, including sustainability, and hopes and barriers to
delivering the programme in the future. The workshop was facilitated
by the study's principal investigator. Members of the study team met

afterwards to identify core learning and themes from the workshop.

245 | Analyses

Descriptive statistics were used to describe the flow of HPC
participants through the study, summarise baseline demographics,
baseline scores for the AMC,%° and responses to follow up. SPSS was
used to analyse descriptive statistics, including the numbers and
percentages of HPC participants choosing each response option in
the follow-up feedback questionnaire.

Qualitative data collected in stakeholder workshops, including
notes on the Miro board and field/meeting notes, were analysed
descriptively. We used pragmatic content analysis and sorted the
comments and quotes into categories relating to different aspects of

the implementation.

3 | RESULTS

Across the series of four workshops, a range of personnel attended
(Table 2).

3.1 | REP phase 1: Preconditions: Identifying
barriers, need and drafting implementation package

Workshop 1 was attended by members of the CWG. Members
gained a shared understanding of similarities and differences in terms
of the set-up and training needs for the HPC compared to similar
programmes run by partner organisations. This enabled the imple-
mentation package to be developed and possible gaps in training and
resources identified. After this workshop, a draft of the Implementa-
tion Logic Model was developed. The model was further refined after

each workshop.

3.2 | REP phase 2: Optimising implementation

Members of the CWG met again in workshop 2 to discuss the
proposed Implementation Package and add additional information on
costings, data collection and the terms of a licensing agreement. Key
roles and responsibilities were assigned to specific personnel, these
included advertising, preparation of materials, support calls and
supervision. Specification for the Lead role includes having
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TABLE 2 Role and number of
personnel attending each workshop.

Role

Workshop 1  Workshop 2 Workshop 3 Workshop 4

Delivery partner manager/ 2 3 4 3
coordinator

Lead/Assistant Facilitators 2 2 6 1

Research team/co-investigator 7 6 4 3

Business Development Manager 0 1 0 1
University of Exeter

Parent Carer Forum representative 0O 0 0 2

Commissioner/funder 0 0 0 4

knowledge and understanding of the issues affecting disabled
children, young people and their families and the key challenges that
parent carers face; the ability to work with parents in a sensitive and
empathic way and experience in delivering training or support to
others. Assistant Facilitator role descriptors include knowledge and
understanding of how being a parent carer can impact on personal
health and wellbeing, and experiences or aspirations to improve the
health and wellbeing of other parent carers. Four freelance
facilitators (two Lead Facilitators and two Assistant Facilitators) were
recruited by the delivery partners and they consented to take part in
the research. Facilitator characteristics were collected via the
pretraining baseline questionnaire, which included age, sex, motiva-
tions to be a facilitator, relevant experience and expectations of

delivering the programme.

3.3 | REP phase 2: Pilot testing of the
implementation

3.3.1 | Facilitator recruitment and training

All facilitators approached by the organisations agreed to participate.
Contact trained a ‘reserve’ Lead Facilitator, who also participated in
the CWG. These five facilitators completed the online training to
deliver the programme. Lead Facilitators attended 36 h of online
training, and Assistant Facilitators attended 18 h in total. The training
was delivered in two ‘Blocks’. Each block consisted of 3 days of
training. Block 1 was just for Lead Facilitators, and Block 2 was
attended by all facilitators.

3.4 | HPC programme participant demographics
and feedback

3.4.1 | HPC programme participants' demographics

Twenty parent carers expressed an interest in the programme
(Contact n=10; CDC n=10). Three parent carers did not respond
to further contact after initial enquiries; 17 were formally assessed
for eligibility (Contact=9; CDC=28). One programme participant

(from CDC) was unable to attend the programme at the available
dates or times. All 16 remaining participants consented to participate
in the research and completed baseline questionnaires. Fifteen
participants completed a follow-up questionnaire after the pro-
gramme finished. One programme participant withdrew after the
group had started but remained in the study and was able to
complete the follow-up questionnaire.

Programme participants had a mean (SD) age of 44.1 (3.9) years,
15/16 (94%) were female, 6/16 (38%) were Asian/Asian British, 6/16
(38%) were White and 4/16 (25%) were Black/African/Caribbean/
Black British. Sixty-three percent (10/16) of participants were
married, or in a civil partnership, 11/16 (69%) were unemployed
and 10/16 (63%) had two or more Advanced-Level qualifications
(recognised for entrance to higher education) or above. Nineteen
percent (3/16) of participants lived in a postcode ranked in the most
deprived quintile based on the index of Multiple Deprivation 2019.3*
The total mean score for participant's index child on the AMC was 53,
with a range of 37. Participants' demographic characteristics at
baseline are summarised in Supporting Information Materials:
Table S1. Figure 2 illustrates the study design and the flow of
participants.

3.4.2 | HPC programme participants' feedback

Fifteen participants who completed the end-of-programme question-
naire reported hearing about the study via Parent Carer Forums
(n=5), social media/word of mouth (n=6) or via delivery organisa-
tions (n=3). All reported that the initial pre-meeting with the
facilitator was helpful in making them feel comfortable to attend.
Most participants, 14/15 (93%), were happy to access an online
group, were satisfied with how the programme was delivered and
reported that they found it useful in helping them to improve their
health and wellbeing. Sixty percent (9/15) of participants stated that
they would not have been able to attend an in-person group. All
respondents stated that they would recommend this programme and
felt included and part of the group.

Ninety-three percent (14/15) of participants did not experience
any issues with their internet connection during the programme.

Eighty-seven percent (13/15) of participants felt that the date and
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FIGURE 2 Study design and flow of HPC participants. CDC, Council for Disabled Children; HPC, Healthy Parent Carers.
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times of the sessions were fine, and 11/15 (73%) felt that the length
of the sessions was about right. Ninety-three percent (14/15) of
participants said that they were able to, and confident in accessing
the online platforms used in the groups (Zoom™, JamBoard™).

Ninety-three percent (14/15) stated that they had missed a
group session, with 7/16 (44%) specifically reporting that they
attended 10/12 sessions in total. All participants reported
attending at least one session. The most commonly reported
reasons for missing sessions were due to work commitments
(n=3), illness/medical appointments (n =4) and caring responsi-
bilities (n = 5).

3.5 | Workshops 3: Delivery partners' experiences
of implementing HPC

During workshop 3, key considerations for implementation were
identified. These included coordination and administrative roles to
support implementation activities and the acknowledgement of the
time commitment required by staff from delivery organisations.
Furthermore, online delivery was perceived to enhance accessibility
by reaching more people more expediently and inexpensively.
Specific topics raised in this workshop included: (i) key aspects of
successful implementation, (i) the specific resources the research
team utilised to achieve this, (iii) what, if any, equivalents the delivery
partners had to achieve this or (iv) if there were any potential barriers
or different ways to deliver within different contexts.

Clear roles within the delivery organisations were also identified
around the different tasks involved in implementation; these
included: strategic management, to support the integration within
the organisation, identify staff and costs to support the delivery of
the programme; Project Management, to identify facilitators and
coordinate programme set up and recruitment; Supervisors, who
have knowledge of the programme but also are skilled in supporting
with risk and the emotional wellbeing of the facilitators where
required; Administration, to support with posting and printing
resources, setting up Eventbrite and calendar invites for programme
participants to attend groups; Trainers, who are skilled facilitators,
with in-depth knowledge of the programme; Lead Facilitators, who
are experienced, with the required level of skills to support parent
carers and Assistant Facilitators, with some knowledge and under-
standing of how being a parent carer can impact on personal health
and wellbeing. Four categories related to roles and tasks were
identified: Coordination of the Programme; Knowledge of the
Programme; Governance and Strategic Direction (Box 1).

As a result of this workshop, the Implementation Logic Model

and Implementation Package were further refined.
3.5.1 | Coordination of the programme
Stakeholders discussed the specific tasks required to implement the

programme, these included choosing dates, creating an advert,

contacting participants and printing resources. It became clear that

BOX 1: Specific tasks, knowledge and skills required
for delivery, identified by participants in workshop 3

Tasks/roles

- Coordinating admin tasks/streamline admin processes
- Choosing dates

- Design recruitment plan

- Design advert/marketing

- Arrange supervision

- Supporting the facilitators

- In-depth understanding of the programme
- Set up and monitor Eventbrite™

- Contacting parent-carers who sign up

- Send out Zoom™ links

- Emailing resources to facilitators

- Printing/getting quotes for printing

- Arranging support calls
Knowledge of programme

- ldentifying appropriate facilitators—with necessary skills
and competencies

- Knowing what the facilitator needs
Governance (safeguarding, GDPR, quality assurance)

- Quality assurance of delivery and training

- Ensure the knowledge of the programme is and stays ‘in
house’

- Memorandum of Understanding—adding detail to the
manualised template relevant to Delivery partner organi-
sations (facilitator: organisation; funder: organisation)

- Managing consent/GDPR considerations/GDPR consider-
ations and control

- Monitor/communicate safeguarding/safeguarding training—
need shared understanding of this—piece of work to agree
on this

- Monitoring and evaluating—reporting and collation

- Insurance and DBS up to date

- Considering intellectual property, not for profit sharing
but maintaining quality

- Accountable for safeguarding policies

- Trademark/Certificate of facilitation/recognise delivery

programme)
Strategic direction (funding, staffing negotiation)

- Determine if fundable/secure funding to support delivery/
negotiate with funder/monitor if self-sustainable

- Make decisions about how much money to spend

- Create staff capacity

- Negotiate payments/agree on rates for facilitators

- Prioritising and opportunity/cost planning: Situate within
strategic aims (and is it fundable/deliverable)

- Strategic planning

WILEY—"
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there was a need to distinguish between coordination and
administration tasks. One delivery partner coordinator stated that
they recognised the importance of having specific administrative
support to successfully deliver the programme: ‘Admin is a separate
role and is essential for the successful delivery of HPC'.

It was apparent that providing the organisations with the manuals
and introduction to the programme through the initial workshops and
premeeting was insufficient to manage concerns and expectations around
the implementation of the programme, independent of the study team.
One workshop participant stated that, ‘There was a lot of anxiety from
the facilitators about the newness of the programme and the
coordinators felt unsure about their roles and what was required’.
Delivery partner staff also reported that they did not always feel able to
make autonomous decisions, and noted the importance of ‘feeling

empowered to make decisions around budgets, paperwork, date, etc'.

3.5.2 | Knowledge of the programme

Delivery partner staff noted that in-depth knowledge was required to
ensure successful implementation. For example, one manager
commented that it was important to be able to ‘Identify appropriate
facilitators with the necessary skills and competencies’, which
required a level of knowledge about the programme to find the

appropriate people.

3.5.3 | Governance

The importance of maintaining fidelity to the model and quality
assurance was discussed by delivery partner staff, who expressed
that it needed to be, ‘ensured that the knowledge of the programme

»

stays “in house™. Participants also noted the need for governance
processes to be clear; for example, one member of the delivery
partner organisation noted that organisationally there needed to be a

consideration around the ‘quality assurance of delivery and training'.

3.5.4 | Strategic direction

The cost of delivering the programme on an ongoing basis and how it
aligned to the strategic aims of their organisation was discussed by
senior management, who explained the need to ‘prioritise the
opportunity and cost [of running the programme] and how to situate
it within its strategic aims’.

Consideration was given to the longer-term sustainability of the
programme, with a senior manager commenting, that ‘[they needed
to continue] monitoring whether the programme is self-sustaining’.
They also noted that they needed to ensure the programme was
sustainable from a resource and cost perspective: ‘{we need to]
secure funding to support delivery and ensure it's over and above the

minimum needed’.

3.6 | Workshop 4: Sustainability strategies for a
wider rollout

Workshop 4 presented an opportunity for a wider group of
stakeholders to express views around the sustainability, hopes and
barriers of delivering the programme now and in the future. It was
attended by 14 participants, including three members of the
research team, one commissioner, the Head of Service for Disabled
Children, two members of an independent nonprofit organisation,
two Parent Carer Forum chairs, the Business Development
Manager from the University of Exeter, and the Director of
Participation of Contact, and the Principal Officer of the CDC (see
Table 2).

During the workshop participants discussed how impactful the
programme could be for parent carers. One facilitator discussed the
transformational effects it had on parents. The commissioner
perceived the potential impact of the programme in potentially
reaching and benefiting a larger number of parent carers. Discussions
also took place around the potential economic advantages of
delivering the programme online, including the potential for less
overheads such as the hiring of a venue, time and payments for
travelling.

However, challenges were noted specifically around how to
maintain quality assurance, while increasing the number of courses
delivered. A senior member of one organisation discussed their
enthusiasm to deliver the programme but was concerned about
not losing the quality when delivering on a much larger scale. A key
point raised during the workshop was the recognition of the time
commitment for parent carers to be trained and to deliver the
programme on an ongoing basis. Workshop members shared
opinions on the potential challenges of identifying parent carers
with enough time and commitment available to deliver the
programme.

Figure 3 is the final version of the HPC Implementation Logic
Model that was developed iteratively over the course of the
study. We found that the components associated with the
successful implementation of the programme include ensuring
that partner organisations felt empowered to deliver the
programme by equipping them with the necessary skills, knowl-
edge and expertise to enable delivery. The Implementation Logic
Model indicates how organisational buy-in, funding and assess-
ment of existing provision and local needs are required to be in
place before delivery partner organisations sign up to implement
delivering HPC programme as well as access to the right skills mix
of staff and level of expertise within their team. A shared
understanding of the complementary roles, including strategic
management, coordination and administration supported suc-
cessful delivery. Practical considerations, such as the preparation
of materials, access to appropriate recruitment mechanisms, such
as Eventbrite™ and a mailing list of parent carers, or social media
links with parent carers proved to be effective recruitment

strategies.
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Logic model: Successful Implementation of the Healthy Parent Carer Programme, to ensure organisationsand facilitatorsfeel

Pre-conditions ’

\ J

( Implementation
components

‘ Practical & emotional support for facilitators

supported, empowered, and have the skills and knowledge to sustainably deliverthe programme

Leadership buy-in, funding sourced for facilitator training and delivery, local needs assessed, assessed ability to recruit diverse
participants, reviewed fit between HPC and existing local provision (e.g. similar programmes or programmes with competing resource
needs or for same or overlapping population)

Organisational capability

to deliver HPC Evaluate & Refine

Delivery materials prepared, support for facilitators,

Implementation

Recruit new facilitators, plan and run training
rksh ini ials, liaise with

Evaluation of implementation

facrllltarmr;,’pmdde o:pies of manuals ft'

recruit participants, check online set-up, secondary
contact for participants

v 4

activities

Update training

’ Update implementation manual ‘

-

Enablers of
Implementation
outcomes

Facilitators feel they are
supported

Facilitators feel empowered and feel equipped to
deliver programme

Facilitators have knowledge and skills needed to
deliver workshops sustainably

Facilitators are ready to deliver workshops; lead and co-facilitator understand their complementary roles and work in ways that best
support each other and the delivery; parent carers are signed up to take part

HPC WORKSHOP DELIVERY

Understanding

Delivery partners gain new business activity opportunities consistent with Third Sector organisations objectives,

‘ Facilitators gain experience, skills and confidence through delivery and reflection, connection to facilitator network. “ mechanisms Ofde“very

experience and reputation for delivering Healthy Parent Carers.

# Update deliv‘ery manual ‘

FIGURE 3 HPC Implementation Logic Model. HPC, Healthy Parent Carers.

4 | DISCUSSION

Using the initial phases of the REP framework, we engaged a wide range
of stakeholders to explore the implementation of the HPC programme
by a delivery partner organisation in the community rather than being
managed by researchers. This is consistent with existing research, which
shows following an evidence-based formation such as REP is an easy
and accessible framework which can help to support the identification
of barriers and address implementation strategies‘32 The two partner
organisations involved in this study were able to recruit facilitators,
participants and deliver the programme online to parent carers within
different geographical regions and with participants from a wider range
of ethnic backgrounds than in our earlier studies.?” Although the sample
is small and thus the results are preliminary, feedback from staff,
facilitators and participants was positive.

The study provides a further contextual understanding of the
programme's implementation in different settings, taking a range of
diverse perspectives, motivations and drivers into account. It provides key
considerations for implementation at different levels, such as the
importance of coordination and administration roles to support imple-
mentation activities effectively, and acknowledgement of the time
commitments involved for delivery partner organisation personnel and
facilitators, particularly when considering parent carers' responsibilities to
ensure the future-proofing of the programme and its implementation. It
also highlights important governance considerations, including ensuring
quality assurance to ensure fidelity when delivery is scaled up. The results
also indicate the need for staff to be knowledgeable about the

programme and its delivery when implementing it for the first time,
potentially beyond a manualised format.

This study not only identified barriers and facilitators to implementa-
tion but also used that information to develop an implementation package
that addresses these issues. Similar studies show that identifying and
documenting effective strategies can help to improve uptake®® and
increase the chances that the intervention is sustainable, scalable and
adaptable to local service provision. It also highlights any specific local
resources which may need to be priortised, and further provides a
foundation from which the effectiveness of a scalable version of the
programme can be tested.3*%°

The HPC programme was originally designed to be delivered in
person. COVID-19 presented both challenges but also a serendipi-
tous opportunity to develop an online delivery version of the
programme. Every aspect of the study was adapted to be delivered
online, including facilitator training, workshops, meetings, recruit-
ment, consent meetings and data collection. This provided invaluable
learning around how to deliver the programme online and thus has
changed our strategies around implementation moving forward.

An online format appears both an acceptable and practicable form
of delivery. Online delivery provides a valuable alternative to in-person
delivery and potentially increases the programme's accessibility. For
example, 7/16 participants, (44%) specifically reported that they had
attended 10/12 sessions, compared to 57% of participants in our
previous feasibility study, who attended 8/12 sessions. Furthermore, all
participants in the current study reported attending at least one session,
compared to the previous feasibility study, where 34% did not attend
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any sessions.?” Participants reported missing sessions for similar
reasons, with the only addition of distance to travel being a reason
for nonattendance in the in-person feasibility study. These results could
indicate that an online delivery format may be beneficial to parent carers
to help increase their ability to attend sessions more easily. Never-
theless, we were mindful of potential safeguarding issues as the world
moved online in the pandemic and took account of published
recommendations on digital safeguarding principles.® The online format
also increases the sustainability and scalability of the programme by
reducing the costs involved in face-to-face delivery, such as travel and
venue hire, and may provide access to parent carers in remote areas or
who cannot get to an in-person group on a regular basis. However,
further research will compare face-to-face and online delivery in terms
of acceptability, engagement, and effectiveness. We are also considering
how personal and contextual factors might influence engagement with
the HPC programme and how we can ensure acceptability and equity,
especially as online interventions may worsen inequality.®”

In line with the findings from our previous study, participants
reported that taking part in the programme helped to improve their
health and wellbeing, and felt included and part of the group, suggesting
that the specific strategies we adopted enabled the online groups to build
positive connections.®® We believe that completing the programme
modification work in collaboration with our Family Faculty public
involvement group and giving attention to the group processes in the

training and delivery manuals were key to maintaining these benefits.

4.1 | Strengths and limitations

The strength of this research was that it followed systematically the REP
framework, which provided an iterative, collaborative process with
extensive stakeholder engagement to revise implementation and delivery
strategies and processes in real-world contexts.?’

The current study has some limitations. The small number of delivery
partners and participants involved is not necessarily representative of all
potential delivery partners and eligible participants. In addition, research
staff were more involved than initially intended. However, this is
consistent with other studies during phases 1 and 2 of the REP
framework >’ Further work to incrementally hand over responsibilities for
training and delivery to delivery partner organisations is needed. In
addition, future research across a larger number of and more diverse
organisations, for example, local authorities and smaller delivery partner
organisations, would allow us to continue to refine the implementation

model for scalable rollout both nationally and internationally.

4.2 | Implications and optimal implementation
strategies

There is a growing field of parent-carer-focused interventions that either
aim to teach parents about their child's condition, offer practical parental
support, including advice and self-care for their child's needs or self-
empowerment to interact with professionals.**** However, none of

these interventions specifically target the health and wellbeing of all
parent carers. The HPC Programme was designed specifically in response
to this need and gap in current provision.

Online recruitment seemed to work well and therefore similar
strategies could be employed in the future to advertise and recruit to the
programme. Other strategies that could be considered in future
implementation included the use of Eventbrite™ and a template poster,
which can be adapted by organisations. Specific consideration may be
required in terms of the information provided in the advert, and the
screening information collected via Eventbrite™, as this could help to
ensure that people are adequately informed about the commitments
involved and the aims and objectives of the programme. This may help to
ensure higher retention rates. Advertising through online Parent Carer
Forums provided a quick and effective means of recruitment; therefore,
this method should be considered again when running future
programmes. However, consideration should also be given around how
to ensure parent carers who are not connected to these forums can be
reached.

Despite organisations and facilitators having access to detailed
manuals to support implementation, there was a lot of intrinsic
knowledge required to run the programme. Facilitators and implementa-
tion staff preferred a dual approach, where information was provided
both verbally, through in-person meetings and through reading the
manuals. Other comparable, REP-based studies, similarly suggest that
implementation with an independent, experienced facilitator, alongside
standalone manuals could be a useful model to help community-based
organisations feel more confident to deliver, while they build up
knowledge and further confidence to deliver the programme indepen-
dently.%? Offering this approach potentially creates a more efficient
implementation strategy and optimises early engagement, while allowing
closer monitoring of the quality and fidelity of the programme. We will
explore this as an option in the future evaluation of the programme.
However, this does have an associated cost implication. The costs are
likely to reduce over time, as materials and knowledge within
organisations can be built upon and reused.

Evaluating the costs and benefits of running the programme is an
important consideration in terms of its long-term sustainability. Within
the current study, two trainers, with equal responsibility, co-delivered
the training. However, since the programmes rollout, in the spring of
2022, this model changed to Lead and Assistant Trainers being
employed with different remuneration rates. This is to optimise the
likely affordability of the programme, as well as acknowledge the
importance of modelling the different Lead and Assistant Facilitator
roles. This model also creates training and employment opportunities for

parent carers and may be more sustainable.?”

5 | CONCLUSION

Building on our earlier findings, which established satisfaction with
the in-person programme and programme and workshop participant
reports of improved health and wellbeing, the current study
demonstrated that it was feasible for trained staff from two different
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Delivery partner organisations to implement a programme developed
by a research team.?”%8 This research suggests that delivering the
programme online is a feasible and acceptable mode of delivery and
potentially creates more accessibility and reach and may reduce
costs. This study enabled the creation of a promising Implementation
Package and logic model. Further evaluation with organisations from
a wider range of contexts and sectors is now needed within an

implementation, or hybrid implementation-effectiveness trial.
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