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Public Consultation on the draft Patient Voice Partner Policy:
Department of Health, Ireland.

Question 1: Are you completing this survey on behalf of an organisation or in a personal
capacity? at most 1 choice(s)
Organisation yes

Personal capacity

Question 2: If completing on behalf of an organisation, what type of organisation (at most 1
choice?
e Health and Social Care Provider
e Health and Social Care Regulator
e Health and Social Care Professional Regulator
Patient Advocacy Provider
Educational Institution
Patient Representative Organisation
Other

Question 2A: If other, please describe 150 character(s) maximum

The national PPI Ignite Network provides leadership for Public Patient Involvement (PPI) in
research in Ireland, driving excellence and inspiring innovation, by embedding a culture of
meaningful involvement of the public and patients in research across Ireland. With seven
Universities at its centre, 10 national partners and over 50 local partner organisations, the
Network’s overarching aim is to build PPI capacity across the research and public and
patient communities.

Funded by the HRB and the IRC, with co-funding from the seven Universities, the Network
develops and delivers PPl education and training, and facilitates shared learning
opportunities. The Network also focuses on bringing about change in research and
institutional cultures, to facilitate the public and patients to be at the centre of research
decision-making. A central online hub of information and resources about PPl and Network
communications activities support and connect researchers and PPl contributors nationally
(www.ppinetwork.ie).

Section 2 Guiding Principles

Chapter 2 outlines the guiding principles for the policy which were informed by extensive
consultation with stakeholders (see list in Ques 2).

www.ppinetwork.ie @PPI_Ignite_Net
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Question 1: Do you agree with the Guiding Principles as set out in Chapter 2?

Strongly agree Agree Disagree Strongly disagree | Don’t know
Y

Question 2: From your own perspective, please rank these principles in order of
importance, with 1 being the most important and 5 being the least important.

e Maximising Patient/Service User Involvement

e Promoting Equality of PVPs through Shared Decision Making

e Supporting Effective Participation

e Transparent Recruitment and Selection for Strategic Committees
e Good Governance and Accountability

ALL ARE IMPORTANT, IT IS NOT RIGHT TO RANK THEM

Section 3: Model for Engagement with Patient Voice Partners

Chapter 3 describes the model for engaging with Patient Voice Partners including a detailed
description of the different roles that PVPs undertake and how each of these contributes to
the work of the health service from one-off participation activities to regular involvement
roles. The chapter explains the support and governance arrangements for the different roles
as well as any associated remuneration.

Table 1 outlines the Categories that PVPs will be stratified into for the purposes of this policy.

Role
e Category 1 Category 2 Category 3
People choose to attend, Patient Patient representatives
respond or comment on representative isa | within committees where
open access engagement | member of regular | patient representatives
opportunities e.g. working group are considered to be
responding to online meetings (policy undertaking a substantive
Nature of surveys/ and service design, and active (participatory,
. . L commissioning not solely advisory) role
activity Patient representative is

reviews, task and with accountability and

finish programmes, ' strategic decision-making

etc.) capacity, or those making
strategic
recommendations around
health service delivery or
reform

invited to attend
workshops/events/focus
groups on a one-off basis

www.ppinetwork.ie @PPI_Ignite_Net
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Level of
Input

Expenses
Category

Time
commitment

Research

(e

fa

Inform the work of the
Department of Health or
the HSE

No financial contribution
from the Department of
Health or the HSE

None specified by the
Department of Health or
the HSE/

Duration of the one-off
activity/event — usually
expected to be one day or
less

PPl \:rworc

Input to the
Department of
Health or the HSE
committees and
working groups

Reasonable out of
pocket expenses*
covered by the
Department of
Health or the HSE

Regular meetings,
duration of tenure
of any committee
should be no more
than 4 years after
which alternative
membership
should be sought
to support a
diversity of views
and membership

@, IRISH RESEARCH COUNCIL
An Chombhairle um Thaighde in Eirinn

Input and shared decision
making in Department of
Health or HSE
committees and priority
programmes, or involved
in making strategic
recommendations around
health service delivery or
reform

Reasonable out of pocket
expenses covered by the
Department of Health or
the HSE

and

Involvement payment (As
set out in Chapter 6 of
the draft policy).

Regular meetings. Tenure
should be no more than 4
consecutive years and not
more than 8 years in a 20-
year period. This category
may also include
programmes that require
intensive input for a
short-term programme.

*In line with standard public service travel and subsistence rates.

Question 3: The PVP Categories are easy to understand and applicable to PVP work across

the Health Service.

Strongly agree

Agree

Disagree

Strongly disagree

Don’t know

X

PVPs contribute to the work of a broad range of health and social care services, e.qg.,
maternity, cardiac, cancer, disabilities etc.

www.ppinetwork.ie
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Question 4: Do you think experience of the specific service or health condition that a

committee relates to is a necessary requirement for PVPs to work with that committee?

(e.g., the PVP has personal experience of maternity services in relation to a committee

considering the design or reform of maternity services).

Strongly agree Agree Disagree Strongly disagree | Don’t know
X

Question 5: Are there areas of the health sector that do not require PVPs to have specific
knowledge of services or a specific health condition?

550-character(s) maximum
Yes. There are times/topics where direct experience is not essential, dependent on the
working group focus. There are topics where an objective, independent, public voice,
drawing on overall life and work experience is important. Experience of organisational
change & strategy development in other sectors may be key experiences.

Examples of situations where direct experience is not essential, depending on the focus of
the working group, include:

e Every health service is used for a “first time” by each person. Therefore the public
partners might include people with no experience of the service as well as with
experience to capture the input of those who, often unexpectedly, find
themselves users of a particular service

e |If the focus of a working group is on the uptake of a service (for example, a
national screening service) — in this instance, it is essential to include the public
voice of populations who do not currently avail of the service

e If the focus of a working group includes eg communication (eg the FAST stroke
campaign), then it is essential to have public voice from people with no lived or
family experience of stroke, and from all age groups, genders, communication
abilities, etc as the audience for this communication spans the whole population.

Staff in patient organisations and charities, who may not have direct lived experience, do
however have an in-depth and broad knowledge of specific population and can also bring
a valuable perspective to the table.

We recommend that when establishing each working group, the requirement for specific
lived experience is one of the considerations, in addition to eg age, gender,socioeconomic
status, level of ability to communicate in English etc.

%k Kk

Please note that in response to Question 4 above, we indicated Strongly Disagree because
the purpose of Category 2 of the PVP is not clear. The examples given in Appendix 3 for
Category 2 involvement are in fact examples of Category 1 involvement.

www.ppinetwork.ie @PPI_Ignite_Net
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We query why a working group would involve the public in “regular meetings” if the voice
of members is so undervalued that they are not paid for their time and there is no
evidence that working group members are involved in decision making. This appears a
very tokenistic involvement, a waste of time for everyone (not just public members) and a
waste of the public purse.

It is important that the DoH is not perceived to be recommended a “tick box” involvement
exercise. Therefore we recommend that the DoH defines two categories:
- Category 1 as currently defined
- Category 2, where all group members are considered equal, are equally involved in
decision-making, where appropriate supports (logistical, information and physical)
are provided and where patient or public voices are paid for their time and their
travel expenses.

Chapter 3 of the draft policy also outlines the following benefits of engaging with PVPs:

e Enhance the responsiveness and transparency of health systems.

e Ensures a person-centred focus in health system planning, design and decision-
making.

e Actively involving the public from the outset represents a cultural shift to one of
mutual benefit for the public, patients, and healthcare providers.

Question 6: Do you agree that these are benefits of engaging with PVPs?

Strongly agree | Agree Disagree Strongly disagree | Don’t know
X

Question 7: Are there any other benefits of engaging with PVPs?

550-character(s) maximum

Note that the third benefit listed above (actively involved the public from the outset
represents a cultural shift....) is not a benefit — it is a statement of fact. Although a true
statement, this should not be included in a list of benefits.

Other benefits

If involvement of the public represents a genuine involvement where the appropriate
supports are provided to enable the public voice to be heard and listened to, and a
meaningful involvement in decision-making, then, there is potential for other benefits
including:

e Makes services more relevant e.g., child centred. Services are tailored to the
needs of the people they are designed to serve

e Ensures that the metrics (KPIs) used to determine the success of the health system
reflect what matters to people using the system, as well as to the clinicians, the
administrators, the DoH and the Department of Finance

www.ppinetwork.ie @PPI_Ignite_Net
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e Enhances trust in the health system

e Offers potential that service users will be more engaged with the service as a
result resulting in better relationships and better outcomes

e Better coordination across the various services as the input from
public/patients/carers to planning means that each service will reflect the
multitude of services relevant to a person’s needs — service users are ideally
positioned to understand intersectionality from their lived experience

Section 4: Guidance for Health & Social Care Organisations on the Recruitment & Selection
of PVPs

Chapter 4 of the draft policy relates to guidance for health and social care organisations on
the recruitment and selection of PVPs.

Section 4.3.3 sets out the information to be covered in the PVP job specification and
candidate information pack, including:

e Terms of reference for the group/committee

e Role of a patient representative

o Expectations for their participation

e Meeting times, frequency and duration

e Time commitment beyond meeting times

o What are the expected outcomes of their involvement

e Details of the training and support to be provided

e Expectations for communication among team members between meetings
e Reimbursement of expenses

Question 8: Is there anything else that should be communicated to PVPs in the job
specification?

550 character(s) maximum

The policy is very clear that those bringing the public voice and voice of lived experience
to working groups are not DoH employees is (cf Section 1.2 Scope in draft policy).

Therefore it is inaccurate and misleading use the language of employment. We urge
reflection on the use of the language of employment throughout the policy and urge the
use of the language of partnership and of consistent terminology that supports the values
and principles of involvement, particularly around support for diverse voices. For
example, consider “a skills match meeting” rather than “an interview” as part of the
process “finding” or “identifying” the individual(s) to join a working group.

We recommend education and training is provided to all relevant DoH staff, in including
any HR staff involved in finding suitable public partners, to communicate why the chosen
terminology is being used. This staff education is an essential part of the culture shift
mentioned in Section 3.2 (Benefits of PVP).

www.ppinetwork.ie @PPI_Ignite_Net
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Creating a level playing field, removing power dynamics, and adapting the way in which
working groups/committees conduct their business is central to the ethos of meaningful
involvement. Staff training should focus strongly on why this is important, on the
additional time and work required to build relationships and provide appropriate
supports, and how to adapt their ways of working to maximise the involvement of all
working group members.

The draft policy does not consistently convey a deep understanding of these issues
currently exists within the DoH, which will undermine stakeholder credibility in the policy.

Best practice on involvement recommends that those involved help to develop the terms
of reference for a group. We recommend that the terms of reference are considered draft
terms of reference until the working group is established and convenes and that all
working group members have the opportunity to contribute to finalising the terms of
reference. Public members may have particular requirements that would need to be
included in the terms of reference and all the other items listed in Section 4.3.3. Consider
also the need to identify for each individual the physical, logistical and information
support needs and to meet these needs.

We strongly recommend the development and resourcing of distress protocols, to
support any requirements that may arise as an individual contributes to working groups,
linked either to trauma invoked due to sharing of their lived experience or any other
problems that may arise.

To identify suitable working group members, we recommend:
- Use of a combination of open calls and targeted advertising, designed to reach
specific populations whose voice is required at the table
- Use of a variety of media and channels to express an interest in an opportunity,
including video, art forms, written and audio submissions to facilitate the
involvement of people with diverse communication needs when appropriate

Table 2 sets out the competencies that Category 3 PVPs may require when working on
committees and working groups with a strategic focus.

Competency Description of Competency

Ability to contribute to the Committee’s analysis of complex
information and data, identification of key issues and development
Analysisand | of evidence-based solutions to complex problems.
Decision Making
Ability to contribute to the Committee’s evaluation of potentially
conflicting information and opinions and ultimately producing
timely, objective and informed decisions in a transparent manner.

www.ppinetwork.ie @PPI_Ignite_Net
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Interpersonal
and . . .
N Excellent interpersonal skills and communication.
Communication
Skills

An understanding of and commitment to the principles of public
service and an ability to demonstrate confidentiality, impartiality and
objectivity.

Commitment to
Serve the Public

Ability to work collaboratively with a wide range of stakeholders

4 T ki
camworking including other patients and healthcare staff and management.

5 Leadershi Ability to use their personal experience constructively. Desire to
P participate and contribute to meaningful change.
Question 9: Do you agree with the competencies for Category 3 PVPs as set out in Table 2?

Strongly agree | Agree Disagree Strongly disagree | Don’t know
X

Question 9: Are there any additional competencies that PVPs may require?
(550 characters)

We are agree that competencies 3 (Commitment to serve the public), 4 (teamworking)
and 5 (Leadership) are important competencies.

We urge caution on defining Analysis and Decision Making as is currently defined. It is
important to create an environment where diverse voices can contribute rather than
always expecting diverse voices to adapt to the normal DoH working environment,
including information loads and methods of communication.

We also urge caution on defining competency 2 “Excellent communication and
interpersonal skills” as an essential competency. In some situations, depending on the
topic of the working group, it is essential to have people with lived experience of
communication challenges and alternative interpersonal skills. Skills such as active
listening and values such as respect should be discussed at induction training for all group
members and rules of engagement agreed. We note with disappointment that the
number of marks (50) assigned to lived experience in the template marking scheme is less
than these competencies — if lived experience is deemed an important requirement, then
it should rated 100 marks or more. We encourage clearer definition of the type of
reference that would be sought, again urging that this requirement is not considered
through the employment lens.

The personal attributes identified are essential and very important. Perhaps these should
be emphasised more than the competencies. We also propose a focus on exploring the
motivation for wanting to be involved, when identifying the most suitable people to join a
working group.

www.ppinetwork.ie @PPI_Ignite_Net
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We disagree (for reasons noted above) with the statement at the end of Page 19 “that
organisations should consider lived experience of engaging with health services as one of

the essential criteria for the job specification ...”.

Chapter 4 describes the relevant competencies that PVPs may require to work on
committees. A balance needs to be struck between the requirement for PVPs to have the
relevant competencies as well as lived experience to carry out the role. On the one hand,
competencies such as leadership and analysis of problems are important to ensure PVPs
have the skills to work on groups at a strategic level in the health sector. On the other hand,
lived experience of interacting with the health services is important because PVPs will draw
on this experience to contribute to the work of the group.

* Question 10: Which of the following do you think is most important for Category 3 PVPs
working on committees and working groups with a strategic focus? (tick one only)

Lived experience of using or working with health and social care services

Competencies outlined in Table 2.

Don't know

**As stated elsehwhere, lived experience is not always required and we do not agree with all
the competencies outlined. Therefore we do not chose one here — unfortunately, the online
survey required an answer so we ticked “don’t know” (not true).

It is important to have a transparent recruitment process for Category 3 PVPs. Complaints,
appeals and feedback mechanisms are recommended to increase the transparency of the
process, and this is set out in Chapter 4 of the policy.

Question 11: Are there any other steps that health and social care organisations could
take to improve the transparency of this process?

550 character(s) maximum
DoH

There is a perception — correct or otherwise — of a lack of transparency in the origins and
development of this policy. This public consultation has been a welcome step. The DoH
now has the opportunity to build on this and to generate a ground swell of support from
key stakeholders for an updated policy. This will then help every health and social care
organisation who embark on this journey.

To revise this draft policy, we recommend strong consultation and close working with
other stakeholders currently in this space (eg the PPI Ignite Network, umbrella patient
organisations such as HRCI and IPPOSI, individuals who are already working in this
capacity, unpaid, with public sector organisations, individuals working in this capacity with
research organisations and industry, patient advocacy groups etc).

www.ppinetwork.ie @PPI_Ignite_Net
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Membership of the assessment panel:

If Human Resources personnel are on the assessment panel, we recommend that they
should receive training and ongoing mentoring to enable them to understand the role of a
person with lived experience and the difference between this role and that of a DoH
employee. People in this role are not employees of the DoH (cf Section 1.2 Scope).

We strongly recommend that a person with experience of bringing their lived experience
to governance entities is included on the assessment board. This experience may have
been gained working with staff in the DoH, or elsewhere, eg from the third-level
education sector or sitting, for example, on a patient council in a hospital.

Chapter 6 of the policy outlines the supports and training relevant for PVPs working with
health and social care organisations.

Question 12: Do you agree with the induction, training and supports proposed to help
PVPs integrate into the groups they work with?

Strongly agree | Agree Disagree Strongly disagree | Don’t know
Y

Question 13: Are there any other supports that would be helpful for PVPs?

550 character(s) maximum
We welcome the supports currently identified. We welcome the proposal to set up an
online hub for sharing information but emphasise:
i) the importance of making information materials available in different formats,
including videos and easy-read documents
ii) the importance of taking a personalised approach to clarifying the specific
support and information needs of each person involved and their preferred
format/medium to receive such support and information
iii) the importance of providing individualised technical support, where relevant,
to access information stored online and to access any online meetings

iv) the importance of regularly checking in with individuals involved to identify
additional supports or information that may be required
V) some helpful information (guides, toolkits, case studies, signposts to PPI

events, training and shared learning opportunities) is already available in many
places, www.ppinetwork.ie is a good starting point, signposting other places
also

The role of the Lead Person is absolutely key in this regard. The draft policy does not
make sufficient references to the importance of nor the responsibilities of this person and

www.ppinetwork.ie @PPI_Ignite_Net
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better clarity on the overlap between the role of the Chairperson and the Lead Person
would be helpful.

Meaningful inclusion of the patient voice will ultimately depend on the human
relationship between the Lead Person, (and to a lesser extent, the Chairperson), and the
person selected for the working group. Human relationships take time to develop and the
DoH staff member must have the appropriate people skills, be adequately trained, a
sufficient amount of time allocated to the staff member to allow them to discharge this
key duty to a sufficiently high standard.

We also recommend a strong focus on providing training and support to all working group
members so that they understand their role in supporting the meaningful involvement of
PPl Contributors. We agree with the idea of a mentorship (proposed pg 26), connecting
public /patients appointed to different working groups to share learnings and challenges.

Under this policy a payment will be offered to Category 3 PVPs to remunerate them for their
time given up and increase the diversity of the pool of PVPs working with health and social
care services.

Question 14: Are there any other ways to increase the diversity of the pool of PVPs?

550 character(s) maximum

We note with disappointment there is no question specifically around renumeration and
therefore include feedback on renumeration under Section 8 below.

We commend the inclusion on a question around increasing the diversity of those
involved. It is essential that processes of finding, supporting and involving people ensure
that those whose voices are critical to a specific topic are enabled to be involved. Key to
this is to ensure that the pool is not limited to those who can financially afford to be
involved.

To ensure that this policy meets the diversity goals for the DOH, we recommend that the
DoH engages further with diverse and marginalised groups and with individuals with
expertise in bringing and facilitating diverse voices in other initiatives to embed across the
policy a much stronger focus on creating an enabling environment to find and support
diverse voices.

We commend the DoH on Section 7.11, which contains a number of very strong and valid
considerations, and section on Supports and Mentorship in Chapter 6, but would like to
see more evidence of these sections informing the policy across the board. Consideration
could be given to:

- Drafting a Equity, Inclusion and Diversity (EDI) strategy with the DoH

- Embedding consideration of EDI issues in staff training

- Considering the specific involvement needs of groups such as children & their

parents/guardians, including managing consent for involvement

www.ppinetwork.ie @PPI_Ignite_Net
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- Addressing, as a priority, issues related to social welfare benefit recipients (see
Section 8 below)

- Embedding an understanding of EDI considerations in DoH staff training, including
the Approval Committee members

- Ensuring that the Approval Committee members review each application to
establish a “Category 3” working group through an EDI lense

- Consideration in particular of people from socio-economically deprived groups,
and potentially other groups, who are not specifically identified in the Equality
Action 2010.

Section 7: Implementation, Monitoring and Review

Chapter 8 of the daft policy outlines the plan for implementation, monitoring and review of
the policy.

The implementation of the policy will be monitored by the PVP Approval Committee through
the following mechanisms:

Requesting annual reports from organisations on the number of approved Category 3
committees under their remit, the number of individual Category 3 PVPs under their
remit, and on their implementation of the PVP policy.

e On an ongoing basis, annual reports should contain feedback from a sample of
Category 3 PVPs and Committee Chairs on the implementation of the policy.

It is intended that after the policy has been in place 12 months a detailed
consultation with Category 3 PVPs and Committee Chairs (or working group chairs
etc as appropriate) will be undertaken to assess the progress of the implementation
of the policy.

e The Department will review the Patient Voice Partner Policy periodically, the first

review to take place no longer than 3 years from date of commencement of this

policy.

Question 15: Do you think the mechanisms outlined for monitoring the implementation of
the policy will help to embed the policy within the public health and social care sector?

Strongly agree | Agree Disagree Strongly disagree | Don’t know
X

A communications programme will be rolled out to create awareness of the policy once it
is published.

Question 16: What information needs to be included in the Communication Programme to
create awareness of this policy?

550 character(s) maximum

www.ppinetwork.ie @PPI_Ignite_Net
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As mentioned in Question 11 above, we believe that the DoH now has the opportunity to
to generate a ground swell of support from key stakeholders for a re-iteration of this
policy, by working with them on this process. With that support, a Communications Plan
will be significantly more effective and reach a much broader audience, generating a wide
pool from which suitable people can be found to contribute to important working groups.

These groups alone would enable the DoH’s message to reach broad audiences of
interested publics.

Question 17: Are there any other ways to enhance the implementation of this policy?

550 character(s) maximum
The policy is a good start but we think it requires significant redrafting. We propose DoH
builds key relationships now. Learn from the extensive national expertise in this area in
the research community, charities & patient organisations, in other HSCOs including Tusla
Child and Family & HSE R&D, and among the general public, including patients who are
active already in shaping services. Continue to use these relationships to communicate
about the policy, to advertise opportunities as they arise, to reflect & revise the policy.

RE question 18: the appendices have the potential to be helpful but require review and
revision for credibility (eg see comments elsewhere re examples of Category 2, marking
template etc)

Question 18: The appendices and templates are helpful and will assist with the
implementation of the policy.

Strongly agree | Agree Disagree Strongly disagree | Don’t know

Question 19: Are there any other resources or templates that would assist organisations
with the implementation of the policy?

550 character(s) maximum
Very helpful resources are available, developed in Ireland for use in Ireland by the
research community and by public & patients & patient organisations. We draw your
attention in particular to the PPl Ignite Network Values and Principles. We recommend
that these principles, co-design and co-developed in Ireland by PPI contributors and
researchers, for use in Ireland, become central to and under pin the revised policy (see
https://ppinetwork.ie/resource/ppi-ignite-network-values-and-principles-framework/ )

www.ppinetwork.ie @PPI_Ignite_Net
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It is important to have clear and transparent mechanisms for embedding these principles

in the DoH work, to build on learning at each stage and make provision for ongoing

revision of this policy.

Check out www.ppinetwork.ie for resources & signposts to other resource repositories,
including:
- an EDI strategy and PPI case studies
- Guides, toolkits, video recordings, developed by the Universities and the national
organisations involved in the Network
- Signposts to PPl events, training and shared learning opportunities — open to staff
at DoH and all HSCOs
- Links to the PPl web sites and YouTube channels of some of the seven Universities
in the Network (see About Us - Lead Sites) with a myriad of resources

We recommend that the DoH releases a revised policy as "Draft for consultation and use"
for a 6 month trial period, creating awareness, building support, seeking feedback and
learning from the trial to revise the policy. This will enhance trust and credibility,
demonstrating a willingness to learn and revise. We also believe that in the absence of a
similar document from other government departments, some of whom are already
working in partnership with public or patient representatives, the DoH policy may become
the de facto policy, adapted by others. This emphasises the importance of producing the
best possible policy, with provision for ongoing review and revision.

Section 8: Additional Information
Do you have any further comments on any aspect of the policy?

1500 character(s) maximum

The PPI Ignite Network welcomes this draft policy as an important step forward in
recognising the importance of involving and valuing the public and patient perspective in
shaping the health service. We commend department staff on progress to date and now
urge the Department of Health (DoH) to draw on and learn from the extensive national
expertise in this area in the research community, charities and patient organisations,
within other statutory agencies including Tusla Child and Family & HSE R&D, and among
the general public, including patients.

The key points of feedback from the PPI Ignite Network are as follows:

1) Use PPI (public and patient involvement) terminology currently adopted and in
widespread use in Ireland. Do not introduce new terminology (PVP).

2) Define the legislative and policy context underpinning the development of this
policy — develop a PPI policy if it does not exist.

www.ppinetwork.ie @PPI_Ignite_Net
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3) Redefine the proposed categories of contribution, as outlined in Table 1,
Chapter 3

4) Ensure that there is significant and ongoing training of DoH staff who will interact
with and sit on working groups with PPI contributors.

5) Resolve barriers to the involvement of recipients of all social welfare benefits
Through direct discussion and engagement with your colleagues in the Dept of
Social Welfare, resolve all issues. You need these voices, you are best positioned
to work with Dept of Social Welfare - please take responsibility for resolving this
important issue.

6) Section 1.2 Scope, makes it clear that PPI Contributors are not considered
employees of the DoH. Revise the policy to replace the language of employment
with the language of partnership.

7) Engage with diverse and marginalised groups and with individuals with expertise
in bringing and facilitating diverse voices in other initiatives to embed across the
policy a much stronger focus on creating an enabling environment to find and
support diverse voices.

8) Expand on the level and nature of support required to enable all members to
contribute effectively to a working group.

9) Be consistent in the reach of this policy, extending to health and social care and
including involvement for DoH research purposes

We expand on each of these points here:

1) Use terminology currently adopted and in widespread use in Ireland.
The term Patient Voice Partner is not used in Ireland, adds unnecessary confusion
to an area already overloaded with terminology and undermines credibility in the
good work of the DoH. We recommend the use of PPI (public and patient
involvement) terminology, for example, PPI contributor or public contributor, as
the term patient not always relevant e.g., in social care services, and define PPl in
the glossary.

Use consistent terminology throughout — eg involvement, not engagement, use
health and social care consistently.

2) What is the legislative context underpinning the development of this policy?
No legislative context is provided, please include.

3) Redefine the proposed categories of contribution, as outlined in Table 1,
Chapter 3

The purpose of Category 2 of the PVP is not clear. The examples given in Appendix
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4)

5)

3 for Category 2 involvement are examples of Category 1 involvement. Category 2
as defined in Table 1 appears a very tokenistic involvement: is a working group
thus constituted good use of the public purse?

It is essential that the DoH is not perceived to be recommended a “tick box”
involvement exercise. Therefore we recommend that the DoH defines two
categories:

- Category 1 as currently defined
- Category 2, where all group members are:
* considered equal
* are involved equally in decision-making
* where appropriate supports are provided
* where PPI contributors are paid for their time and their travel expenses

Ensure that there is significant and ongoing training of DoH staff who will
interact with and sit on working groups with PPI contributors

The training should focus on the values and principles of involvement, and how to
translate these into action planning for and during every encounter with PPI
contributors. The PPI Ignite Network can provide advice on and help with planning
and delivery of this training and encourage department staff, particularly those
involved in progressing this draft, to avail of the many shared-learning
opportunities provided by the Network.

We recommend the DoH draws on existing national expertise to develop and
deliver training and to progress this policy.

Resolve causes of barriers to the involvement of recipients of social welfare
benefits

The health system is for everyone. But the barriers to involvement in DoH working
groups impacting people on social welfare benefits means that the people who
have the most contact with the health system are excluded from participating in
important initiatives such as this.

Issues arising vary depending on the specific benefit in question. Some recipients
are not allowed to undertake any activity that could be considered “work” and
many recipients who are not allowed receive payment for any activity, however
small. Anxiety over potential impact on social welfare benefits is currently a major
barrier for involvement and does not support the inclusion of diverse and
marginalised voices in the process.

Before finalising this policy, we ask you to work with your colleagues in the
Department of Social Welfare to ensure that a person in receipt of any social
welfare benefits can be an active contributor to DoH working groups, without
any impact on their social welfare benefits. By doing this the DoH is putting into
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practice government policy of “inter-departmental and cross-agency policy
initiatives, greater coordination and collaboration” as a key enabler to address

national policy priorities (Impact2030 Research and Innovation Strategy)

We propose that the DoH negotiate a special category with Dept of Social Welfare
to allow those on long-term disability and family carers be permitted to share their
experience of living with their disability or illness with the national and
international government departments, universities (for research and education
purposes) and other relevant agencies, without impacting their benefits. Any
money earned should be taxed through normal processes.

To ensure credibility among the public and patient community in the bona fides of
the DoH as you try to formalise the patient voice initiative, we believe that it is
essential to address barriers from within other government departments that
may impact the involvement of social welfare recipients in this important work
in your department. The responsibility to identify and resolve these barriers
should not be left with social welfare benefit recipients, as outlined in this draft
policy or to organisations external to the Civil Service, such as the PPl Ignite
Network or patient organisations.

6) The PPI Contributors are not considered employees of the DoH. Review the
entire draft policy to replace language related to employment.

Given the Scope section of the policy, it is inaccurate and misleading use the
language of employment. We urge reflection on the use of the language of
employment throughout the policy. We recommend the use the language of
partnership, and use of consistent terminology that supports the values and
principles of involvement, particularly around support for diverse voices.

As mentioned in 3) above, training and education of DoH staff before the unit
embarks on a process of involvement is strongly recommended.

7) Revise the process proposed to identify potential working group members to
ensure the inclusion of diverse voices

The policy will be strengthened by demonstrating an increased awareness of what
is required to achieve diversity appropriate to each working group.

To help reshape this part of the policy, we recommend consultation with groups
such as the PPI Ignite Network, the National Disability Authority, IHREC, Tusla
National Research Office, HSE Research& Development Office, the Migrant Health
Alliance, Pavee Point, Inclusion Health and many others who have a focus on
inclusion of minorities.

We point you to the process used to develop the PPI Ignite Network Public
Advisory Board (see call documents in the News section of our web site) as an
example of using a combination of an open call and targeted approaches to
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specific communities to achieve the desired diversity identified for our Public
Advisory Board. Consult also with other organisations who have experience with
equally useful processes to identify a small number of diverse individuals from a
potentially large group of interested people.

8) Rethink and clarify the level support required to enable those selected to
contribute effectively to a working group.

We welcome the proposal to set up an online hub for sharing information but
emphasise the need to make information available in different formats, the need
to take a personalised approach to identifying and meeting support needs, and the
need to constantly review the supports being provided.

9) Make it clear that the policy covers health and social care services and PPl in
research
Include a definition of social care in the glossary and be consistent in references to
the health and social care services. Make it clear that the health services also
include primary healthcare. Include PPl in research within the DoH in the scope
section of the policy.

Please note:
We agree broadly with the guiding principles outlined in Chapter 2, all are important in

PPI work, therefore we did want to not rank the principles but the online survey forced
us to do so.
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