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Irish Legislation


You should become familiar with Irish legislation appropriate to your project when engaging with users.

Who

A. Principal Investigator: Understand legislative responsibilities. Become familiar with codes of practice. Inform and advise students on their responsibilities.

B. Lecturer: Understand legislative responsibilities. Become familiar with codes of practice. Inform and advise students on their responsibilities.

C. Student: Adhere to codes of practice and other legislative requirements, as advised by Principal Investigator and Institution.

D. User: Become familiar with legislation that is there to protect you. 

E. Institution: Identify and understand legislative responsibilities. Create codes of practice. Provide appropriate information and training where relevant.

Details

Since every user engagement activity differs in approach and design, the legislative requirements will also likely differ from project to project and from organisation to organisation. It is the responsibility of the individuals and organisations involved to identify their specific legal requirements in each case. 

As a design researcher working or studying in a third level institution you should find out this information from the appropriate person in your organisation. Bear in mind that many third level academic institutions are classified as public bodies, so their requirements under legislation might be stricter than those of private institutions.
Irish legislation that is of potential relevance to user engagement includes:

· Code of Professional Conduct and Ethics for Social Workers bye-law 2011

· National Vetting Bureau (Children and Vulnerable Persons) Act 2012

· European Communities (Clinical Trials on Medicinal Products for Human Use) Regulations 2004

· Equal Status Acts 2000 to 2008 (including the Disability Act 2005)

· Data Protection Acts 1988 and 2003

· Freedom of Information Act 1997 and Freedom of Information (Amendment) Act 2003

· Draft Health Information Bill (to become legislation in 2014)
The table below provides a summary of the issues specifically identified in this list of legislation that should be addressed as good practice, to ensure that user engagement with older people and people with disabilities is conducted in a safe, respectful and effective manner.

	Requirement
	Legislation which most closely covers the requirement

	Design a detailed protocol of the project in advance
	Social Workers bye-law

Clinical Trial Regulations 

Health Information Bill

	Identify all potential ethical issues in the protocol
	Social Workers bye-law 

Clinical Trial Regulations 

Freedom of Information

Health Information Bill

	Apply for ethical approval with a Research Ethics Committee in advance of starting any user engagement recruitment or activities
	Social Workers bye-law 

Clinical Trial Regulations 

	Ensure from all members of the public (“users”) taking part in user engagement are fully informed
	Clinical Trial Regulations 

Freedom of Information

	Obtain consent from all members of the public (“users”) taking part in user engagement
	Social Workers bye-law 

Clinical Trial Regulations 

	Ensure that all members of the public (“users”) taking part in user engagement are fully aware of their entitlements to pull out of the engagement activities at any point and have their personal information destroyed
	Social Workers bye-law 

Freedom of Information



	Ensure anonymity and confidentiality of all personal information
	Social Workers bye-law 

Freedom of Information

	Ensure all personal information and data is stored, used and destroyed in an appropriate manner
	Data Protection Acts

Freedom of Information

	Enable access by a participant to his/her own personal information at any time during the design project
	Freedom of Information

	Adhere to National Vetting Bureau requirements (bear in mind that a student may communicate with an individual who is considered vulnerable, without being aware of it, such as an older person with dementia) 
	National Vetting Bureau Act

	Do not discriminate against any users on the basis of age or disability
	Equal Status Acts

	Provide reasonable accommodations with respect to physical access, access to information and communication
	Equal Status Acts
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Health and Safety


Health and safety issues for the staff, students and users, during all user engagement activities, have to be identified and addressed. 


Who

A. Principal Investigator: Identify any health and safety issues throughout the design project protocol. Refer health and safety questions to the appropriate department in the Institution. Advise student.

B. Lecturer: Identify any health and safety issues throughout the design project protocol. Refer health and safety questions to the appropriate department in the Institution. Advise student.

C. Student: Adhere to codes of practice and other protocols, as advised by Principal Investigator and Institution.

D. User: If you have any particular requirements that you are aware of, with regard to Health and Safety, tell the Principal Investigator, design researchers or students in advance. 

E. Institution: Provide necessary guidance to staff and students. Provide training to staff and students if relevant.

Details

Health and Safety issues have to be considered from the point of view of the host institution, the design researcher (Principle Investigator or Design Student) and the user. 

There may, for example, be potential Health and Safety issues with regard to the tasks that you are asking the user to perform. If, for example, he or she is asked to complete physical tasks, such as walking, lifting, reaching, carrying and so on, you have to consider the physical wellbeing and safety of the user. Please see the section <crossref>Understanding the Specific Needs of Your Users.
There may also be Health and Safety issues with the venue. For example, if the user is a wheelchair user or has mobility issues, the venue that you choose for the user engagement must be completely accessible to his or her needs. This includes the route to the building as well as the building itself. Please see the section <crossref>Understanding the Specific Needs of Your Users.
There may also be potential Health and Safety issues with regard to the nature of the interaction between the people involved. For example, asking a user to complete a questionnaire will have very different Health and Safety concerns to spending a day interacting with a user and asking him or her to complete physical tasks. While a questionnaire might, for example, present risks to a user’s emotional wellbeing, face-to-face user engagement might present risks to physical safety.   

You should seek advice from the appropriate individuals or departments within your Institution. 

The Health and Safety Authority has developed general guidelines in a number of areas, including Education, Healthcare and Transport, which may be helpful depending on your discipline.

Summary Checklist

· Health and Safety of both the designer and the user should be considered at all times

· Health and Safety should be considered from the point of view of the user engagement design, the venue and the nature of interaction between the designer and user. 

· Advice should be sought from the appropriate individuals or departments within the Institution

· See the section on <crossref>Understanding the Specific Needs of Your Users
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Insurance


Regardless of what type of and where user engagement takes place, insurance (of the Institution staff, students, users or the venue) may be required.


Who

A. Principal Investigator: Discuss user engagement activities with the relevant Institution department to find out if additional insurance is required. Advise student where relevant.

B. Lecturer: Discuss user engagement activities with the relevant Institution department to find out if additional insurance is required. Advise student where relevant.

C. Student: Ask if the appropriate insurance is in place before conducting user engagement for a design project. 

D. User: If you have any concerns about the design project, discuss them as soon as possible with the Principal Investigator, design researchers or students. 

E. Institution: The institution should advise staff and students on insurance issues and whether or not additional insurance is required.

Details 

The Institution and the Principal Investigator are responsible for ensuring that all appropriate insurance and indemnity arrangements are in place before any user engagement activities commence. Insurance arrangements might consider provision in proportion to the risk for compensation or treatment in the event of injury, disability or death attributable to participation in the design project and potential legal liability arising from the management, design and conduct of the project. Insurance or indemnity might have to cover both the liabilities of the design researcher and the sponsor (which is important if the design project is funded by an organisation other than the Institution itself).
Insurance issues have to be considered from the point of view of the host institution, the researcher (Principle Investigator or Design Student) and the user. 

There may, for example, be potential issues with regard to the tasks that you are asking the user to perform or with the venue being used for user engagement. There may also be potential issues with regard to the nature of the interaction between the people involved. Also see the section on <crossref>Health and Safety. 

You should seek advice from the appropriate individuals or departments within your Institution. 
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Garda Clearance


Depending on the nature of the design project, staff and students may have to be cleared by the National Vetting Bureau in advance of any user engagement commencing. In particular where staff or students are engaging with potentially vulnerable user groups, such as children, adults with learning disabilities or adults with dementia. 


Who

A. Principal Investigator: The design project protocol should identify if vetting of staff or students is required. Apply for vetting well in advance of user engagement.

B. Lecturer: The design project protocol should identify if vetting of staff or students is required. Apply for vetting well in advance of user engagement.

C. Student: Ask if you need to get Garda clearance in advance of user engagement commencing. 

D. User: If you or your organisation has any concerns about engaging with designers or design students (or arranging engagement between designers and potentially vulnerable end users), discuss Garda vetting as an option in advance of the engagement commencing. 

E. Institution: The institution should advise staff and students on this issue and whether or not vetting is required.

Details

Under new Irish legislation, the National Vetting Bureau will now become responsible for the vetting of people who will be working with children or vulnerable adults (up until now it has been the responsibility of the Garda Central Vetting Unit). You should note that the new legislation is only being brought into effect in 2013, so the system is undergoing a transition period and procedures are being revised. 

Depending on the nature of the design project, you, your staff or students may have to be vetted in advance of any user engagement commencing. This may also depend on the nature of the user engagement, the field of study and the department that is running the project. This is particularly important when you, your staff or students are engaging with potentially vulnerable user groups, such as children, adults with learning disabilities or adults with dementia.


The Institution and the Principal Investigator are primarily responsible for finding out if Garda vetting is required in advance of a design project commencing. You should highlight it with your department in advance of a project starting.

Bear in mind that the waiting time for clearance in the past has been up to twelve weeks. This waiting time will be even longer if a form is completed incorrectly. While steps are currently being taken to reduce waiting time, it is crucial that you submit your applications well in advance. 
Summary Checklist

· Find out if staff and/or students have to be vetted by the National Vetting Bureau in advance of any user engagement commencing

· The need to be vetted may depend on the nature of the user engagement, the field of study and the department in which the staff and students reside. 

· Vetting is of particular importance where staff or students are engaging with potentially vulnerable user groups, such as children, adults with learning disabilities or adults with dementia.


· As the waiting time for vetting in the past has been up to twelve weeks, it is crucial that applications are submitted accurately and well in advance. 
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Responsibilities 

Identify who is responsible for what, with respect to ethical and legal issues, in your design project. 

Who

A. Principal Investigator: Discuss with relevant Institution staff. Identify roles and responsibilities. Become familiar with relevant codes of practice, legislation and guidelines in relevant areas. Advise students on their responsibilities.

B. Lecturer: Discuss with relevant Institution staff. Identify roles and responsibilities. Become familiar with relevant codes of practice, legislation and guidelines in relevant areas. Advise students on their responsibilities.

C. Student: Adhere to any codes of practice or guidelines. Uphold good standards of practice when engaging with users during design research.

D. User: Ask who your point of contact will be for the user engagement part of the project.

E. Institution: Ensure all roles and responsibilities are identified, defined and relevant parties are fully informed and trained, if relevant. Develop codes of good practice for particular areas, where relevant. Ensure that all staff members are aware of relevant codes of practice and of their responsibilities in this areas.

Details

Every individual or group involved in a design project is responsible for ensuring that the project is carried out to the highest possible standards and that any codes or guidelines of good practice are adhered to. It helps to assign roles and responsibilities to ensure that no issue is left unaddressed. 

Before roles can be identified and responsibilities assigned, you should have a clear project plan. Once you have this plan in place, you can then develop an exhaustive list of roles and responsibilities. 

The people responsible for particular issues might include the principle investigator, the project leader, the design student, and any other individuals or groups involved in the project. These will likely differ from organisation to organisation and from project to project.

Some institutions might have a dedicated department or staff member with expertise in specific areas, such as Health and Safety. You should identify these departments and staff members when planning the project.  

Institutional policies or codes of good practice must incorporate and reinforce any existing legislation or codes of practice concerning, for example, research involving human subjects or data protection. However where no institutional codes of practice exist and where an institution has no dedicated staff to advise on specific subject areas, it is still the responsibility of the Principal Investigator to ensure that all issues are addressed. 
Please note that each of the sections in this entire set of guidelines can be used as a potential role or issue that requires ownership. Examples of roles or issues that require ownership include but are not limited to:

· Project Manager/Team Leader

· Communication in project (including a point of contact for the users or user organisation)

· Accessibility

· Conflict resolution

· Data management advisor

· Ethical advisor

· Health and Safety advisor

· Garda Clearance

· Insurance
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Design Project Protocol 


The design project protocol or plan should outline exactly what will be done and how the results of user engagement activities will be used. 

Who

A. Principal Investigator: Prepare design project protocol. Advise students on how to prepare design project protocol.

B. Lecturer: Prepare design project protocol. Advise students on how to prepare design project protocol.

C. Student: Follow design project protocol identified by Principal Investigator or, where required, prepare protocol.

D. User: If the participant information provided to you does not sufficiently explain the project and the user engagement process, ask for a more detailed or clearer explanation. 

E. Institution: Provide practical guidance or advice on how to prepare a design or research project protocol. 

Details

A well thought out design project protocol will cover an exhaustive list of topics that have to be considered before, during and after the project. It will include a list of aims and objectives for the project, providing a rationale for the project and how the aims and objectives will be successfully met. 

The principle investigator or department should create a design project protocol template and use it as a standard in all design projects or design courses that involve completing a design project. 

This toolkit only focuses on the elements of a design project that are relevant to user engagement. User engagement areas that the Design Project Protocol should cover include:

· <crossref>Risks and benefits to the user and the wider community 

· <crossref>User Engagement Plan

· <crossref>Data Management Plan

· <crossref>Ethics Protocol (including ethical approval)

· <crossref>User reimbursement or payment 

· <crossref>Following up with the User
Guidance for each of these topics can be found in the sections that follow. 
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Risks and Benefits

Identify the potential risks and benefits of your design project, to the user and the user community. 

Who

A. Principal Investigator: Identify risks and benefits in advance of design project. Advise students on how to identify risks and benefits.

B. Lecturer: Identify risks and benefits in advance of design project. Advise students on how to identify risks and benefits.

C. Student: Familiarise yourself with risks and benefits identified by Principal Investigator or, where required, identify risks and benefits.

D. User: If the participant information provided to you does not sufficiently explain the risks and benefits of the project, ask for a more detailed or clearer explanation.

E. Institution: Provide practical guidance or advice on how to prepare a design or research project protocol, including identifying realistic risks and benefits of the project or research.

Details

Design research should have a positive effect on the lives or activities of the people involved – both researchers and users. It is unethical to put people at risk of harm or even discomfort when neither they nor society can benefit.

It is important to identify the potential risks and benefits of a design project, to both you as a design researcher as well as the user and the user community. There may be risks and benefits through both the design process (by simply taking part in the engagement process) as well as through the outcomes of the design project (the product or service that is developed). 

Risks can be: 

· Physical, for example there may be accessibility or safety issues in the venue where engagement takes place or you might ask a user to perform particular tasks that pose a physical risk.

· Social, for example inaccurate information given to a user during engagement may be inadvertently passed on to other people in the community.

· Financial, for example participation in user engagement might cost a user more than he or she can afford.

· Psychological, for example a user may have a negative or upsetting experience during user engagement.
To begin with, the identified risks and benefits can help you to decide if the design project is in fact worthwhile to pursue at all. For example, if there are no obvious benefits to anyone, or if the risks outweigh the benefits, the project should not be pursued or the approach should be drastically revised. 

The identified risks and benefits should also be used in participant information material, when contacting individuals or organisations about the project, to assist in recruitment of users and when seeking informed consent.

Finally, identified risks can be used to inform protocols in the case that an adverse event occurs. 

Bear in mind that a design project will eventually benefit more people if a diverse range of people participate. 
In some cases a design project may not be of direct benefit to the user community (for example a design project which only intends to bring design ideas to the concept stage). However an indirect benefit may exist, such as educating designers in universal design or user-centred design techniques, potentially influencing their future design activities. 

However, it is extremely important to be honest and realistic. Aspirational goals typically associated with product marketing phases (such as terms like “life-changing”) do not belong in user engagement phases. Potential benefits should not be overstated to users. Any form of coercion, manipulation or undue influence to participate in design research is unethical and potentially harmful.
It is important to estimate the longevity of benefits. Most benefits will be short-term, while others may have the potential to continue into the future (for example, in the development of a new, or in the improvement of an existing, service). Users should be fully informed of this and their expectations should be managed closely so that they are not disappointed if, for example, a service comes to an end unexpectedly. 

Many designs reach only the design concept stage and go no further. In some cases design projects are only carried out as educational activities and there was never any intention to produce a functioning product. It is important for the designer to make this clear to the user and to manage any other expectations they may have. If user’s expectations are not managed in an honest and respectful way, they might end up disappointed and be reluctant to take part again in similar activities.

Summary Checklist

· Design research should have a positive effect on the lives or activities of the people involved – both researchers and users. 

· It is unethical to put people at risk of harm or even discomfort when neither they nor society can benefit.

· Identify the potential risks and benefits of a design project. Risks and benefits might be direct or indirect. Risks might be physical, social, financial or psychological. 

· Risks and benefits can be used to decide on the project direction.

· Risks and benefits should be included as part of the participant information and informed consent processes.

· Identified risks can be used to inform protocols in the case that an adverse event occurs.

· Identified benefits should be honest, realistic and should not coerce the user in any way.  
· It is important to estimate the longevity of benefits.

· The expectations of the user, with regard to benefits, should be managed closely. 
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User Engagement Plan

The design project protocol or project plan should include a User Engagement Plan. There are many different ways in which designers can engage with users during the course of a design project. Most methods will have ethical issues in common, while others may present their own unique ethical issues. These need to be identified and understood. 
Who


A. Principal Investigator: Create a User Engagement Plan. Advise students on how to create their own User Engagement Plan.

B. Lecturer: Create a User Engagement Plan. Advise students on how to create their own User Engagement Plan.

C. Student: Follow User Engagement Plan identified by Principal Investigator or, where required, prepare a plan.

D. User: If the participant information provided to you does not sufficiently explain the user engagement process to you, ask for a more detailed or clearer explanation.

E. Institution: Provide practical guidance or advice on how to prepare a design or research project protocol, including how to prepare a user engagement plan.
Details

When planning user engagement for any design project, a simple way to start is to answer the questions Who? What? When? Where? Why? How? and How Many?

· Who do you intend to engage with (including a description of how recruitment will take place)? 

· What type of engagement do you plan to carry out (surveys, interviews, focus groups, user testing, etc.)? 

· When will engagement take place during the design project (will it take place at the beginning, middle or end of the project; will it take place more than once or over an extended period of time)?

· Where will the user engagement take place (in the Institution; in the user’s home; are appropriate facilities available for the type of engagement you have planned)?

· Why have you selected this particular user group or profile of user (bear in mind that user organisations receive many requests for research participants, some user groups may feel over researched and some user organisations will prioritise research that will be of most potential benefit to the people they represent, such as Government funded research)?

· How do you intend to use the user data that you collect (this will help you to design the user engagement approach as a whole)? 

· How many users do you intend to recruit and why?

The plan may be short or long, depending on the nature of the design project.

The User Engagement Plan can be treated as a living document throughout the project. It may be worthwhile to incorporate a <template>User Engagement Reporting Form. This can act as a record of lessons learned during the user engagement process to inform future projects and to educate other design researchers.

The User Engagement Plan should also include a timeline for key actions, including communication actions (points during a design project where contact with the user is required). Typical contact points would include initial contact (user recruitment stage), arranging time and place for engagement (planning stage), user engagement itself (user engagement stage), payment follow-up, thank you note, feedback to user at end of project (user follow up stage).  

In situations where a user engagement protocol is likely to be used again, it would be worthwhile to ask the user for their feedback on the user engagement experience, following the engagement process, in order to optimise future protocols. A <template>User Engagement Feedback Form could be used for this.

Summary Checklist

· When planning user engagement for any design project, a simple way to start is to answer the questions Who? What? When? Where? Why? How? and How Many?

· Create a <template>User Engagement Reporting Form

· Create a timeline as part of the User Engagement Plan

· Consider asking the user for feedback on their experience once user engagement is complete (see the <template>User Engagement Feedback Form)
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Data Management Plan

There are many different ways in which user data can be collected, recorded and stored. The next step is to create a Data Management Plan. 

Who

A. Principal Investigator: Create a data management plan. Advise students on how to create their own data management plan.

B. Lecturer: Create a data management plan. Advise students on how to create their own data management plan.

C. Student: Follow data management plan identified by Principal Investigator or, where required, prepare a plan.

D. User: If the participant information provided to you does not sufficiently explain what data will be collected and how it will be used, ask for a more detailed or clearer explanation.

E. Institution: Provide practical guidance or advice on how to prepare a design or research project protocol, including how to prepare a data management plan.

Details

Since many designers are not trained in research methods, they may be unaware of the importance of maintaining high standards with regard to user data management. Whether a small amount of user data is collected through a short interview with one individual, or a large amount is collected through a complex project involving hundreds of users, all personal data that is collected about members of the public should be treated with respect and confidentiality, without exception. 

Learning good practice in data management at this early stage of your design career in relatively simple design projects will prepare you for managing larger and more complex sets of user data in design projects at a later stage.

The first step to ensuring that good practice is achieved is to create a Data Management Plan. This plan can be very short or very long, depending on the nature of the project. At the very least it should answer the following questions:

· How do you plan to collect user data (e.g. what research methods will you use, such as interviews, focus groups or user observation)? 

· How do you plan to record user data (e.g. hand written notes, digital notes, audio recordings, video recordings, photographs)?

· How do you plan to anonymise user data (e.g. user coding system)?

· How do you plan to store user data (e.g. how will hard copies of data and electronic data be stored, how will hard copy data be transferred to an electronic format, how will the user coding system be stored to maintain anonymity)?

· What will happen to user data once the project is finished?

The Data Management Plan does not just apply to the design research data collected during the user engagement phase of the project. Rather it should cover every single piece of personal and other data collected about or from a user – from first receiving their contact details at the user recruitment stage, through the user engagement process, and right through to collecting final information from them about payment or reimbursement. All data should be treated with the same level of confidentiality and privacy.

The Irish Data Protection Commissioner has published ‘The Data Protection Rules’ regarding the collection, storage and usage of personal information on individuals, as follows:

1. Obtain and process the information fairly

2. Keep it only for one or more specified and lawful purposes

3. Process it only in ways compatible with the purposes for which it was given to you initially

4. Keep it safe and secure 

5. Keep it accurate and up-to-date 

6. Ensure that it is adequate, relevant and not excessive 

7. Retain it no longer than is necessary for the specified purpose or purposes

8. Give a copy of his/her personal data to any individual, on request

Please see section on <crossref>Confidentiality and Privacy for guidance on recording and storing data securely.

Summary Checklist

· Create a Data Management Plan

· The Data Management Plan should cover every single piece of personal and other data collected about or from a user

· All user data should be treated with the same level of confidentiality and privacy

· Become familiar with the Irish Data Protection Commissioner’s ‘The Data Protection Rules’ 
· See section on <crossref>Confidentiality and Privacy for guidance on recording and storing data securely.
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Ethics Protocol

This should consist of a detailed outline of the ethical issues for a design project and the practical steps that should be followed to address them.

Who

A. Principal Investigator: Prepare ethics protocol. Advise students on how to prepare their own ethics protocol.

B. Lecturer: Prepare ethics protocol. Advise students on how to prepare their own ethics protocol.

C. Student: Follow ethics protocol identified by Principal Investigator or, where required, prepare a protocol.

D. User: If the participant information provided to you does not sufficiently explain ethical issues to you, ask for a more detailed or clearer explanation.

E. Institution: Prepare a code of practice for design research ethics. Raise awareness among design departments of ethics issues that should be addressed in design projects. Provide practical guidance or advice on how to prepare an ethics protocol and to obtain informed consent.

Details

When planning any design project that involves user engagement, you should prepare an Ethics Protocol. This should consist of an outline of the potential ethical issues for the project and a brief description of the practical steps that will be followed to address them.

An Ethics Protocol is important not just because it helps design researchers to identify and address potential ethics issues in advance, but because it can also act as a record of unexpected ethics issues (actual issues) as the project progresses. This living document can then be used to inform future projects and avoid future potential ethical issues before they even arise.

Some of the other guideline sections that follow provide further detail on preparing a <crossref>User Engagement Plan, preparing a <crossref>Data Management Plan, getting <crossref>Informed Consent, and so on. Some examples of information that should be included in the ethics protocol include:

· How users will be recruited in an ethical manner

· How the design project and user engagement details are to be explained to the users

· How informed consent is to be obtained

· How users are to be treated during the user engagement process (ensuring welfare and dignity, addressing basic needs as well as specific accessibility requirements)

· How users’ personal information is to be kept private and confidential

· What mechanisms are in place to report findings to the users

· What mechanisms are in place to maximize any benefit to users (and their community) of design research findings

· What safeguards are in place to minimize any potential harm to users

· What mechanisms are in place to respond to any adverse events

Summary Checklist

· When planning any design project that involves user engagement, you should prepare an Ethics Protocol.

· The Ethics Protocol should help design researchers to identify and address potential ethics issues, as well as act as a record of actual ethics issues as the project progresses.
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Ethical Approval 


Identify where ethical approval needs to be sought, for example your institution may require you to apply for Research Ethics Committee approval, or you may need the ethical approval of an organisation with which you wish to engage, such as a disability organisation.


Who

A. Principal Investigator: Identify the ethical approval requirements for the project. Identify an appropriate Research Ethics Committee (internal or external). Apply for ethical approval. Advise students on how to apply for ethical approval.

B. Lecturer: Identify the ethical approval requirements for the project. Identify an appropriate Research Ethics Committee (internal or external). Apply for ethical approval. Advise students on how to apply for ethical approval. 

C. Student: Follow ethical approval instructions identified by Principal Investigator or, where required, apply for ethical approval.

D. User: If the participant information provided to you does not sufficiently explain ethical issues to you (including whether or not ethical approval was sought and successfully approved), ask for a more detailed or clearer explanation.

E. Institution: Responsible for establishing a Research Ethics Committee where relevant or identifying an appropriate external Research Ethics Committee. Responsible for preparing codes of practice in ethics, to inform staff and students. Responsible for providing appropriate training, where relevant.

Details

If you are running a design project that involves engaging directly with users, you may have to obtain Ethical Approval in advance of the project starting. 

The rules and requirements for ethical approval will likely be different depending on the Institution or Department involved. For example, design projects that are run by, or in collaboration with, Departments of Medicine or Social Sciences will likely already have protocols in place for obtaining ethical approval internally. While Departments of Engineering, Computer Science or Product Design are less likely to. This does not mean that ethical approval for projects run by these departments should not be sought. 

Ethical approval is typically sought from a Research Ethics Committee. As of 2005 there were approximately 50 Research Ethics Committees in hospitals, universities and research institutions in Ireland considering applications from researchers or pharmaceutical companies. The majority are attached to hospitals or health boards. A smaller number are attached to higher education institutions with the remainder representing a variety of Organisations such as GPs, nurses, the Irish Prison Service and the Irish Travellers Ethics Committee. 

If your organisation does not have an appropriate Research Ethics Committee you should identify an appropriate external committee. 

Some design projects will automatically require external ethical approval. For example, design projects that involve developing products or technologies that are to be used in healthcare service provision and are classified as ‘Medical Devices’ may require approval from the Irish Medicines Board if the product is intended for market.

Some end user organisations will have their own ethical approval procedures in place. When you are intending to engage with a particular end user organisation, it is therefore recommended that you contact them as soon as possible to find out their own internal protocols for putting researchers in touch with their members or service users. 

The source of funding for the design project will also influence ethical procedures. For example certain funding bodies require that ethical approval be sought for any research that is funded through their organisation. 

The Principal Investigator should identify the ethical approval requirements for any given design project and advise researchers and students accordingly. 

Summary Checklist

· If you are running a design project that involves engaging directly with users, find out if you need to obtain Ethical Approval in advance of the project starting

· Find out the ethical approval procedures for your own institution and/or department, including whether or not a Research Ethics Committee is available to provide ethical approval.

· Some design projects might require external ethical approval (from, for example, the Irish Medicines Board). 

· If you are engaging with an end user organisation, check if they have their own internal ethical approval procedures. 

· If your project is funded by an external organisation, check if the funding requires you to comply with the funding body’s own ethical approval requirements.
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Reimbursement or Payment 


It is necessary to decide for every design project what method of payment or reimbursement of users, if any, will be offered for their participation in user engagement. 

Who

A. Principal Investigator: The project budget should include a provision for user reimbursement or payment. Make necessary preparations for payment. Advise student as to what information is required from the user prior to payment.

B. Lecturer: The project budget should include a provision for user reimbursement or payment. Make necessary preparations for payment. Advise student as to what information is required from the user prior to payment.

C. Student: Make necessary preparations in advance of user engagement for payment. Collect relevant information from the user for payment.

D. User: Provide relevant information for payment or reimbursement. Keep receipts if required. Sign proof of payment. Follow up with the point of contact if payment or reimbursement is not received. 

E. Institution: Provide guidance to Principal Investigator with regard to payment or reimbursement of users. Prepare finance department for this type of payment or reimbursement.  

Details

In some design projects, users are compensated for their time with payment. In others, compensation may be in the form of a voucher, a gift or being entered into a raffle for a prize. Some projects may provide reimbursement of costs. While in other cases, a user’s contribution is completely voluntary. 

For design research that involves collecting completely anonymous data, where even the researcher cannot identify the user (for example, through an anonymous online survey), reimbursement or payment cannot be offered without revealing the identity of the user to the researcher. 

A decision must be made in advance of the project as to what method of payment or reimbursement of users, if any, will be offered. The decision is usually at the discretion of the project team, and payment or reimbursement will depend on the level of engagement planned, the degree of commitment required from the user and the project budget. 

At the very least, users should typically not be left out of pocket. For example, reimbursement might cover transportation, food, accommodation or parking expenses. Bear in mind that some users may require an additional person (such as a personal assistant, an interpreter or a friend or family member) to accompany them and the expenses should cover both people.

Whatever method of reimbursement or payment is chosen, a user’s contribution should be acknowledged in a respectful way and it should be proportionate to the time and effort involved. Any plans for reimbursement or payment should be clearly indicated to the user in advance of the project and clear instructions provided where necessary (for example, where reimbursement of expenses is offered, users should be clearly instructed to keep receipts for any expenses incurred if required). 

The subject of reimbursement or payment in user engagement is controversial. On the one hand when a member of the public gives time and effort to a project, it seems only right that he or she should receive some sort of compensation, as both a thank you and an acknowledgement of the value of their contribution. Without the enthusiasm and sacrifice of users, user engagement cannot take place. 

On the other hand, however, design researchers must be careful that reimbursement or payment is not a form of coercion or undue inducement. Reimbursement or payment should not induce participants to consent to participate in the project against their better judgement or because they need the money. It should not bias the design research in any way (leading users to give overly positive or falsely positive information). Finally, it should not lead participants to take excessive risks. 

Coercion is further discussed in the section on <crossref>Informed Consent.

Proof of payment, such as a signature, should be collected from the user. In the event that the user is unable to read (for example, due to a vision impairment or a literacy difficulty) the proof of payment form should be provided in an alternative format or read out in full by the design researcher. 

If someone has difficulty signing their name, there are a number of ways in which you can assist them. Don’t be afraid to ask them first.

For a user who is unable to write (for example, due to a learning disability, a physical disability, a vision impairment, or literacy difficulty), one option is to ask him or her to send an email or SMS message to you with confirmation that they received the reimbursement or payment. 

If you are taking an audio or video recording during user engagement, you could collect an audio or video recording of the user giving his or her informed consent. 

For a user with a vision impairment who is able and happy to write, some suggested methods for collecting a signature follow:

· Place your finger on the place where the person needs to sign and ask them to put their finger on the same spot. Hand over the pen. Person will then sign. 

· Hold the pen in place and describe where it is, for example, “I am holding the pen in position for your signature. It is directly in front of your right hand”. Once the person takes the pen you can let it go. 

· The person may ask you to guide their finger or hand to where they need to sign. First make contact by gently touching their finger or right hand then guide it to the position. 

· If an NCBI signature guide is available, place it in position and describe its location. For example “I have placed the signature guide in position and it is directly in front of your right hand”.
Please see the section on <crossref>Understanding the specific needs of your users for guidance on creating forms. 

Proof of payment and any other payment details (such as bank details or personal information provided about financial circumstances) should be treated in the same manner as all other user data in the project. Please see the sections on creating a <crossref>Data Management Plan and on <crossref>Confidentiality and Privacy. 

If a person other than the Principle Investigator is responsible for reimbursement or payment (for example, the finance department of a university), it is important that any payment or reimbursement that was promised is followed up on.

Summary Checklist

· A decision should be made at the start of a design project as to what form of payment or reimbursement, if any, will be offered to users.

· Users should never be left out of pocket. 

· For design research that involves collecting completely anonymous data, note that it may not be possible for reimbursement or payment to be offered without revealing the identity of the user to the researcher. 

· Any plans for reimbursement or payment should be clearly indicated to the user in advance of the project and instructions provided where necessary.

· Design researchers must be careful that reimbursement or payment is not a form of coercion or undue inducement.

· Proof of payment, such as a signature or an alternative option accessible to the user, should be collected from the user.

· Proof of payment and any other personal details should be treated in the same manner as all other user data with respect to data protection, confidentiality and privacy.

· Where payment or reimbursement is the responsibility of someone other than the Principal Investigator, it should be followed up on by the Principal Investigator after the project is completed.
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Understanding the Specific Needs of Your Users

What you need to have in place in order to address the needs of your users during the engagement process. 

Who

A. Principal Investigator: Responsible for identifying user needs and how to address them. Advise student on addressing user needs.

B. Lecturer: Responsible for identifying user needs and how to address them. Advise student on addressing user needs.

C. Student: Follow guidance of Principal Investigator. Educate yourself on diverse and extreme user needs.

D. User: Inform the researchers as to your own particular requirements for every aspect of the user engagement. If relevant, educate the design team about accessibility. 

E. Institution: Responsible for educating staff, more generally, on issues relating to the needs of older people and people with disabilities. Information on, for example, accessible venues on campus and codes of practice on how to communicate and how to prepare information in an accessible format should be available and widely publicised. 

Details

There are many ways in which you can make the engagement experience as effective and positive as possible. Most of the recommendations simply involve being respectful and using common sense. The comfort, wellbeing and dignity of the user should always be at the forefront of your mind. 

If you have done your user research from the beginning, you should have some idea of what you need to have in place in order to address the needs of your users during the engagement process. There are many user requirements that are common to almost every user, regardless of their physical, cognitive or sensory capabilities. However many users will also have specific requirements. Most user requirements are very simple to address, provided you are aware of them in advance. 

The best way to find out if someone has specific requirements is to simply ask them in advance. Bear in mind you will have to provide the users with complete and clear details of the user engagement plan in order for them to be able to accurately tell you their requirements.

No two people are the same and no two people have the same ability. Two people of the same age might have very different requirements to each other when it comes to engagement. Likewise, two people with a seemingly similar disability might have completely different requirements. Any given person can have specific requirements in relation to one or more of the following factors:

· Physical

· Dexterity

· Manipulation

· Movement

· Strength

· Stamina

· Voice

· Breathing

· Sensory

· Seeing

· Hearing

· Touch

· Balance

· Sensitivity to flashing lights

· Cognitive

· Intellect

· Memory

· Language

· Literacy

In the <crossref>User Engagement Plan you will have provided a description of what will happen during the engagement process. The design of any user engagement process, including the venue, the activities you are asking the user to perform and the methods of communication you will use before, during and after the process, should consider user diversity for all of the above physical, sensory and cognitive factors. 

By following these three steps you will help to ensure that user engagement goes as smoothly as possible for your diverse group of users:
Step 1: Ensure basic user needs are met

Depending on the type of engagement and the duration of engagement, the following issues should be addressed:  

· Ease of getting to the user engagement venue (parking, public transport)

· Availability of food and drink

· Availability, proximity and accessibility of accessible restroom facilities

· Timing and duration of rest breaks

In cases where a task is specifically designed to make the user feel uncomfortable, or where discomfort is a strong possibility (for example, calculating the longest possible duration of a task before a user gets fatigued) it is important that this is made clear during the <crossref>informed consent process and that users are not made to feel pressured into feeling discomfort.
Step 2: Ensure physical and mobility needs are addressed

Users will vary greatly in their physical and mobility needs. The list of physical, sensory and cognitive factors listed above may all play a part in this variation. 

The venue and the activities that you are asking users to perform should be comfortable and as accessible as possible to each user’s individual requirements. 

Some people are very sensitive to the environmental conditions. The following factors should be checked with the user at the time of engagement and, if possible, altered to suit their needs. 

· The temperature of the venue or room in which user engagement will take place should be comfortable.

· The venue or room should be quiet with minimal background noise, unless the background noise is part of the user engagement experience (such as testing the use of a product in a noisy environment).  

· The lighting in the venue or room should be sufficiently bright so that users can clearly see what they are being asked to do, but not so bright that it can cause glare. Again, this is unless specific lighting levels are part of the user engagement experience.  

Users may have specific mobility requirements. For example they may use a wheelchair, crutches, a walking frame or walking stick. They might need more time to get from one place to another or might not be able to travel for long distances. Bear this in mind when choosing the venue location and the journey both to and within the building. 

Some users will require a step-free route from public transport (or parking) to the user engagement venue and to the restroom facilities. Other will simply require the route to be as short as possible. This should be checked in advance.  

Clear directions should be provided to the user in advance of user engagement if they are making their own way to the venue. Directions should provide sufficient detail to allow the user to make his or her way independently from either the public transport terminal or car parking facilities. 

The National Disability Authority’s accessible venue checklist is provided here:

· Approach to the Building

· Footpath surfaces and gradients approaching the building should:

· have smooth surfaces

· be well lit

· be free of obstructions such as bollards

· have dished kerbs

· be flat or gently sloping

· Is there a level or ramped entrance?

· Are there parking bays near to the building entrance designated for people with disabilities?

· Is there a drop-off point near building entrance?

· Can a wheelchair user negotiate the route from the car park to the building with ease?

· Are there clear directional signs towards entrance?

· Interior

· Is there clear signage within the building?

· Is there easy access to facilities such as meeting rooms, restaurants etc?

· Are corridors generously sized and well lit, preferably without changes in level?

· Do floors have non-slip finishes and/or short-pile carpet?

· Are all spaces roomy enough for everybody to use and move around in comfortably and free from obstruction?

· Is there a good level of lighting?

· Are escape routes usable by people with disabilities?

· Are circulation spaces, waiting areas, stairs and ramps free from obstruction?

· Are there visual and tactile warnings at the tops and bottoms of flights of steps and ramps?

· Is seating provided at strategic points?

· Are there auditory and visual fire alarms?

· Are doorways readily identifiable, with doors which are easy to open and adequate in size?

· Are switches and controls placed in locations which are accessible to all and are easy to operate?

· Can people with mobility disabilities access any stage areas?

· Communication

· Are signs legible by both sight and touch where appropriate?

· Are public telephones at a height suitable for all users?

· Do telephones have volume control?

· Is there a hearing loop available in meeting rooms for people who use hearing aids? 

· Lifts

· Is there adequate space for independent access and use by a wheelchair user?

· Is there audible signals to let a person know the lift doors are opening/closing and that the lift has arrived at a particular floor?

· Toilets

· Are toilets sited near the rooms being used for the consultation?

· Is there a toilet which can accommodate both wheelchair user and assistant if necessary?

· Is there sufficient room, free from obstructions, to allow a wheelchair user to transfer onto the toilet?

· Are washbasins, toilet paper holders and hand driers within easy reach and at appropriate height?

· Are floors slip-resistant?

· Are taps, doors and locks lever-operated?

· Are there grab rails in appropriate positions?

· Staff Training and Awareness

· Are staff aware of how best to facilitate disabled users of the building?
Step 3: Ensure communication needs are addressed

Communication can take many forms, including written, spoken and electronic. For all of these, the two key issues that need to be addressed are: 

· The accessibility of the content (how understandable the information itself or the message you are trying to get across is)

· The accessibility of the format in which that content is communicated

While some very specific solutions might be required to overcome particular communication barriers (for example a person with a hearing impairment might need a sign language interpreter, a person with a learning disability may need an Easy-to-Read version of a document, or a person with a vision impairment might need an audio or electronic version of text or presentations) most of the guidance provided below will be of benefit to all users, regardless of age or disability. 

The National Disability Authority’s Centre for Excellence in Universal Design has prepared guidelines that cover written, spoken and electronic communication. These guidelines have been summarised below. 

When preparing Written Text:

· Be personal (use ‘I’, ‘you’ and ‘we’) and use active verbs

· Use plain English

· Keep sentences short; 15 to 20 words in each sentence

· Avoid technical words, unfamiliar abbreviations or acronyms; also avoid French and Latin expressions

· Be consistent with terms throughout your document

· Proofread your document to ensure correct spelling and punctuation
When writing dates, numbers and percentages

· Write dates in dd mm yyyy (date month year)

· Write the numbers one to nine in words and use digits for the number 10 and upwards

· Write percentages with digits and the percentage sign (for example, 60%)

· Write addresses the way they would appear on an envelope

· If a local phone number contains more than five digits, divide the digits into groups of two or three and leave a space between them

When preparing a document, such as a <crossref>Participant Information Leaflet or an <crossref>Informed Consent form:

Fonts and Paragraphs

· Use at least 12 point font size and a clear, easy to read font

· Use bold or bigger size font to make important points stand out 

· Avoid using features such as underlining, italics and BLOCK CAPITALS to emphasise information

· Use left aligned text only, do not justify text

· Avoid splitting a word between two lines

· Limit each paragraph to one idea

Formatting and Layout

· Use clear formatting to make information easy to find. For example, use headings, sub-headings and a table of contents.

· Use a consistent layout for recurring features (such as page numbers and headings)


· Make good use of white space to make your message stands out

· Use clear spacing:

· Text should be a minimum of single spaced

· White space should separate paragraphs

· There should be a wide, clear space separating text columns

Colours, images, graphs and visuals

· Use images, visuals and graphs that are relevant to the text

· Images should not break text flow

· Do not convey information just through images

· Ensure good contrast between text and background colour

Paper and Binding

· Use good quality, uncoated or matt paper

· Avoid shadowing by using heavier paper (over 90 gram)

· Bind documents so they can be opened out flat

When creating forms (such as questionnaires or <crossref>Informed Consent forms):

· The form should have a clear title. It should also identify who it is for and what its purpose is at the start of the form.

· Provide clear instructions at the start

· Place ‘official use only’ sections near the end of the form

· Group similar questions under useful headings

· Use informative headings and clear numbering

· Avoid unnecessary or repeated questions

· Make sure users have enough space for providing handwritten answers

· Where possible, use boxes rather than lines for answers

· Make sure ‘tick boxes’ are clearly linked to the answer and that the borders and answer lines are solid and at least one point wide

· Clearly identify mandatory fields that must be answered

When communicating face-to-face, by telephone or by video:

Verbal Communication

· Use plain English

· Speak clearly and slowly; Keep your message simple

· Speak directly to the user

· Don’t finish the user’s sentences

· Make sure the user understands what you’ve said

· Be aware of the importance of your non-verbal communication

Non-Verbal Communication

· Use a friendly smile and welcoming voice

· Be patient

· Listen to the user

· Face the user when speaking

· Do not put your hands in front of your mouth while speaking

· Do not sit or stand with the light behind you

· Keep background noise to a minimum

· Find a way of communicating that works for your user

· Consider the distance you are standing from your user

· If you offer assistance, wait until you receive permission

· Be aware of non-verbal communication when on video calls

Finally, for Electronic Communication:

Communicating by Email

· Choose a font colour that will provide good contrast

· Choose a suitable email format. Best practice is to provide an option to choose between plain text and HTML.

· Provide alternative (Alt) text for images and graphics

· All attachments should be accessible

· Use a clear and descriptive subject line on your email

· Use clear and descriptive file names for any attachments

· Inform the user if a document is attached

When preparing an electronic document

· Give the document a structure using heading styles

· Use pre-set bullet points, numbering and tables

· Provide a table of contents for long documents (over 10 pages)

· Provide Alt text to convey the same content as images

· Fill out the document properties, providing the author and contact details for further information

· Save or export your document to PDF. Do not print-to-PDF.

· Turn on accessibility features

· Check the accessibility of your document

· For long documents allow the user to download sections or chapters of the document
More detailed guidance on all of these subjects can be found on the NDA’s Centre for Excellence in Universal Design website www.universaldesign.ie. 

Summary Checklist

· Conduct background reading on user needs as early as possible so you have some understanding of addressing the needs of your users 

· Consider user needs from a physical, sensory and cognitive perspective

· The best way to find out if a user has specific requirements is to simply ask them in advance

· Provide the users with complete and clear details of the user engagement plan in order for them to be able to accurately tell you their requirements

· Follow universal design guidelines to ensure basic user needs, physical and mobility needs and communication needs are met
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Confidentiality and Privacy

Protocols should be put in place to ensure that data protection is ensured. Data protection legislation must be clearly understood. 
Who


A. Principal Investigator: Responsible for becoming familiar with best practice in collecting, storing and analysing user data. Advise student on user data issues.

B. Lecturer: Responsible for becoming familiar with best practice in collecting, storing and analysing user data. Advise student on user data issues.

C. Student: Follow guidance of Principal Investigator. Learn methods of maximising confidentiality and privacy when working with data.

D. User: Only provide personal data that you are comfortable to provide. Do not give any more information than is required for the project. Make sure you understand why specific data is being collected. If you are uncomfortable with any aspect of the data collection, tell the researcher. It is your right to pull out of a project at any time and have all your personal data destroyed.   

E. Institution: Develop protocols on data management and protection. Responsible for educating staff on ethical and legal issues when collecting and storing data on people, including data protection and freedom of information.
Details

As mentioned in the <crossref>Data Management Plan section, confidentiality and privacy does not just apply to the design research data collected during the user engagement phase of the project. Rather it should cover every single piece of personal and other data collected about or from a user – from first receiving their contact details at the user recruitment stage, through the user engagement process, and right through to collecting final information from them about payment or reimbursement. All data at every stage of the design project should be treated with the same level of confidentiality and privacy.
Regardless of whether or not confidentiality has been promised to users in the participant information and informed consent stages of the design project, the anonymity and privacy of those who participate in design research should always be respected. 

Any colleague or student who is given access to user data must be made aware of their obligations in this respect.

A guarantee of confidentiality must be honoured. You should take appropriate measures to store user data in a secure manner, in accordance with the provisions of the Data Protection Act. These may include removing identifiers and using pseudonyms, coding or other technical means for breaking the link between data and identifiable individuals. 

Any identifying information (such as names and contact details) should be stored separately from other personal information collected as part of the design research (such as interview transcripts, questionnaire responses). All user data should be stored securely, for example, at the very least in a locked filing cabinet (hand written or printed data) and a password protected computer or portable storage device (electronic data). 

Take extreme care when delivering or transferring any confidential data over computer networks. 

Do not publish or release data in a form that could lead to identification of users, except in cases where the user has given full permission to be identified. In situations where a user has given permission to be identified, be careful that this does not unintentionally lead to the identification of other users who wish to remain anonymous.

Collect and store data in such a way that individual datasets (all of the data that is specific to one user) can be identified easily. This means that data specific to one user can be removed or deleted at any stage in the design process if that is what the user requests. It also means that in cases where there is a change in how the data will be used, the individuals to which that data belongs can be easily identified and ongoing informed consent obtained. 

In some cases, you might have to decide whether it is proper or even appropriate to record certain kinds of sensitive information. For example, if during the course of user engagement private information which is unrelated to the design project is shared between the user and the design researcher, the information should not be recorded in hand written notes or electronically. 

When considering sharing data with colleagues, a balance has to be set between maximising data protection and getting the most out of valuable data. If data is so securely protected that design researchers do not share data and as a result similar or identical user engagement has to be repeated in future research, this can be a waste of time and resources for both the design researchers and the user community. As long as security is maximised and the terms of <crossref>Informed Consent are still adhered to (and ongoing informed consent is sought if relevant) it should be explored if recollection of identical or similar data can be avoided and existing datasets used for secondary analysis.

Where it is possible to share user data, use the data appropriately, with proper regard for issues relating to consent, confidentiality and in accordance with any relevant data security guidelines, including guidance on encryption and data management, and other relevant conditions.

Summary Checklist

· All data at every stage of the design project should be treated with the same level of confidentiality and privacy
· Any colleague or student who is given access to user data must be made aware of their obligations in upholding confidentiality and privacy

· A guarantee of confidentiality must be honoured
· Appropriate measures should be taken to store user data in a secure manner, in accordance with the provisions of the Data Protection Act

· Any identifying information (such as names and contact details) should be stored separately from other personal information collected as part of the design research

· All user data should be stored securely

· Extreme care is required when delivering or transferring any confidential data over computer networks

· Data should not be published or released in a form that could lead to the identification of users, unless permission has been granted

· Data should be collected and stored in such a way so that individual datasets (all of the data that is specific to one user) can be identified easily
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Participant Information 

It is important to provide information to users in advance of, or at the beginning of, the user engagement process. This is a useful way to make Informed Consent truly informed. 
Who

A. Principal Investigator: Prepare clear concise participant information. Prepare participant information in a format accessible to each user you will be engaging with. Advise students on how to prepare participant information.

B. Lecturer: Prepare clear concise participant information. Prepare participant information in a format accessible to each user you will be engaging with. Advise students on how to prepare participant information.

C. Student: Prepare participant information in a format accessible to each user you will be engaging with. Become familiar with communicating participant information verbally. If required, prepare participant information.

D. User: Inform the researchers as to your preferred format for information. If the participant information provided to you does not sufficiently explain every aspect of the design project and the user engagement, ask for a more detailed or clearer explanation.

E. Institution: Provide practical guidance or advice on how to prepare information in accessible formats.
Details

It is extremely important to provide clear and understandable information to users about a project. Participant information can be used in the user recruitment stages, in advance of, or at the very beginning of the user engagement process. When used at the beginning of the engagement process, it is a useful way to make <crossref>Informed Consent truly informed. The Participant Information section may be used as the introduction to the Informed Consent form. However if this is done, a second copy of the Participant Information section should be provided to the user to bring home with him or her. 

Once the information has been conveyed to the user they should have a complete and accurate understanding of:

· The implications of the design project (including goals, benefits and risks)

· Their freedom to choose to participate in the project or not

· Their freedom to withdraw from participation in the project at any time

When preparing written information or preparing notes for information that will be communicated verbally, ensure they are as clear and understandable as possible. Please see the section on <crossref>Understanding the specific needs of your users for guidelines on producing written communication (including documents and forms) and face-to-face communication. 

A Participant Information section should include the following information:

· Name of Project

· Name of Designers/Researchers

· Name of Organization

· Name of Sponsor/Funder

· Participant Name or Participant Code (Please see the section on <crossref>Confidentiality and Privacy).

· Introduce the interviewer and the project.

· Purpose of the design project: Describe the project in plain English. 

· Engagement or Interview Procedure: Explain exactly what you will be asking the user to do today. 

· Participant Selection: Explain why this person has been selected as a participant.

· Voluntary Participation: Explain that participation is voluntary and that the user may drop out of the project at any time and may request to have his or her data deleted.

· Risks and Benefits: Describe the risks and benefits of the project (Please see the section on <crossref>Risks and Benefits).
· Contact Details: Provide contact details in case the user wants to get in touch after the project. 

Again, remember that you will need to keep the signed <crossref>Informed Consent form so you should provide a copy of the participant information, including your contact details, which the user can take home.    

Summary Checklist

· Participant Information should be prepared so that it provides clear and understandable information to users about a project in a format accessible to his or her needs

· The Participant Information section may be used as the introduction to the Informed Consent form

· Ensure that you have provided a copy of the Participant Information section, in a format accessible to him or her, to bring home

· See the section on <crossref>Understanding the specific needs of your users for guidelines on producing written communication and face-to-face communication
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Informed Consent

Once a user has a complete and accurate understanding of the design project and user engagement process, he or she can make an informed decision to take part. 

Who

A. Principal Investigator: Prepare relevant participant information and design project protocol that should be followed. Advise student on informed consent. Identify where a change from the original plan has occurred that requires ongoing informed consent. Revise participant information and update the design project protocol to be followed. Advise student on changes to informed consent.

B. Lecturer: Prepare relevant participant information and design project protocol that should be followed. Advise student on informed consent. Identify where a change from the original plan has occurred that requires ongoing informed consent. Revise participant information and update the design project protocol to be followed. Advise student on changes to informed consent.

C. Student: Collect informed consent from user. Responsible for own conduct, ensuring that a user is not influenced, manipulated or coerced into participating. Collect ongoing informed consent from user if required. 

D. User: Inform the researchers as to your preferred format for information. If the participant information provided to you does not sufficiently explain every aspect of the design project and the user engagement, ask for a more detailed or clearer explanation.

E. Institution: Prepare a code of practice on ethics in research involving people. Provide practical guidance or advice on how to prepare information in accessible formats.
Details

Informed Consent should be collected from the user before user engagement starts. In order to collect informed consent, you must first provide sufficient information to the user about the project, so that he or she has a complete and accurate understanding of:

· The implications of the design project (including goals, benefits and risks)

· Their freedom to choose to participate in the project or not

· Their freedom to withdraw from participation in the project at any time

Informed consent is therefore completely reliant on the accuracy and understandability of the <crossref>participant information provided.
At this point you should ask the user to confirm whether or not he or she agrees to participate. An informed consent form, signed by the user, will ensure that there is a record of informed consent. 

If you intend to photograph or video the user engagement at any stage, this must be included in the participant information and informed consent information. You should also include how you intend to use the photographs or video footage. You must receive the full permission of the user if you wish to publish any photograph or video footage. Where anonymity is promised, bear in mind that photographs or videos (which could potentially reveal the identity of the user) cannot be used in any reports or material relating to that design project.

Informed consent typically happens at the start of the engagement process, however if something changes during the course of a design process, that affects how the user data will be used or that differs from what the user was originally told, informed consent must be sought again. This is called ongoing informed consent. 
In some cases, specifically with vulnerable users (such as children, people with a learning disability or people with dementia) it is not possible to get informed consent or it is difficult to know for certain if consent was fully informed. In this situation it is necessary to get the consent of a parent or legal guardian, called proxy consent. In addition to proxy consent, however, the user must still be asked if he or she wishes to proceed with the user engagement. This is referred to as assent, where the user does not fully understand the subject or the implications of the design project, but is clearly happy to continue with the user engagement.

Finally, there are a number of factors that can influence the likelihood of a user giving consent, which are important to highlight so that they can be avoided: 

· If you are recruiting a user that you already know personally, such as a family member or friend, be aware that the person may feel obliged to consent to take part in the design research, where they might otherwise not consent. 

· In a situation where a user has already been involved in a design project or with the design research group in question, a more familiar relationship may have developed over time between the user and design team or institution. Be aware that this might influence the user’s decision to give consent in future user engagement activities. 

· In cases where the user has some prior professional connection to an individual or organisation involved in the design project, such as a disability organisation, or a healthcare or other service provider, the user might feel that if he or she does not give consent that he or she will lose access to the service or disappoint the disability organisation or service provider.

· In design projects where some form of reimbursement or payment is given, the user may feel obliged to give consent or to give overly or falsely positive information. 

The validity of the design research and user data is dependent upon the accuracy and honesty of information provided by the user. If a user feels obliged to consent or feels coerced into the engagement, the data will be compromised. The situations listed above should therefore be avoided in so far as is possible. 
As mentioned before, the comfort, wellbeing and dignity of the user should always be at the forefront of your mind. 

Summary Checklist

· Informed Consent should be collected from the user before user engagement starts

· Informed Consent is completely reliant on the accuracy and understandability of the <crossref>participant information provided
· The comfort, wellbeing and dignity of the user should always be at the forefront of your mind

· An informed consent form should be signed by the user as a record of informed consent

· If you intend to photograph or video the user engagement at any stage, this must be included in the participant information and informed consent information 

· You must receive the full permission of the user if you wish to publish any photograph or video footage 

· Where anonymity is promised, photographs or videos (which could potentially reveal the identity of the user) cannot be used in any reports or material relating to that design project

· If something changes during the course of a design process, that affects how the user data will be used or that differs from what the user was originally told, informed consent must be sought again (ongoing informed consent)
· In cases where it is not possible to get informed consent, consent must be sought from a parent or legal guardian (proxy consent)

· In addition to proxy consent, the user must also be asked if he or she wishes to proceed with the user engagement (assent)

· Situations that positively influence the likelihood of a user giving consent should be avoided
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Use of Data

Any data that is collected from users must be used in a respectful and honest manner and should match exactly what the user agreed to in the Informed Consent stage.

Who

A. Principal Investigator: Responsible for becoming familiar with best practice in collecting, storing and analysing user data. Ensure data that is reported is completely anonymous. Include user feedback as part of the design project protocol. The extent of the role of the user in any user engagement activity should be identified in advance in the design project protocol, informed consent and (if the role changes) in the ongoing informed consent. Follow up with users in later stages of the project and/or after the project. Advise student on all of the above.

B. Lecturer: Responsible for becoming familiar with best practice in collecting, storing and analysing user data. Ensure data that is reported is completely anonymous. Include user feedback as part of the design project protocol. The extent of the role of the user in any user engagement activity should be identified in advance in the design project protocol, informed consent and (if the role changes) in the ongoing informed consent. Follow up with users in later stages of the project and/or after the project. Advise student on all of the above.

C. Student: Follow guidance of Principal Investigator. Keep track of user data. If user feedback is the student’s responsibility, discuss with the Principal Investigator as to how and when feedback of the project findings should be given. Give feedback to the user.

D. User: If the participant information provided to you does not sufficiently explain every aspect of the design project and the user engagement, including how your data will be used, ask for a more detailed or clearer explanation.

E. Institution: Responsible for having policies and procedures in place to educate and guide staff on issues relating Confidentiality and Privacy. Responsible for having Intellectual Property and Technology Transfer policies in place and to have procedures for protecting the outputs of design research hosted by them. 
Details

The use of user data from any design research or user engagement activities should match exactly what was included in the <crossref>participant information and what the user agreed to in the <crossref>Informed Consent stage. If the use of data changes in any way during or after the design project, ongoing informed consent should be sought if required. 

Analysis and reporting of user data should at all times adhere to the guidelines on <crossref>Confidentiality and Privacy. You should be extremely careful not to inadvertently reveal the identity of users in, for example, acknowledgements, images, videos, case studies or any other parts of the reporting or dissemination material. 
You have a responsibility to use and interpret user data in an accurate way. User data should not be misinterpreted, altered or used to mislead.

If during the course of the design project you become aware of information about a user that is of concern, the information should be treated with absolute confidentiality, you should refer to the <crossref>Ethics Protocol for guidance on how to address the issue or, if the issue is not covered by the ethics protocol, you should seek the advice of a supervisor.

Publication is a part of the design research process. Often research findings are published through a number of different channels (such as project reports, peer reviewed journals, books and articles). It is important that <crossref>Confidentiality and Privacy are maintained through all channels.

Design researchers have a duty to ensure that intellectual property (IP) arising from their work is properly safeguarded. This requires keeping thorough and accurate records of the steps leading to their discovery. An IP Agreement should be prepared and signed in advance of user engagement commencing, if necessary. IP Agreement forms should be prepared in a format accessible to the user. See the section on <crossref>Understanding the specific needs of your users for guidelines on producing written communication. 
Summary Checklist

· The use of user data from any design research or user engagement activities should match exactly what was included in the <crossref>Participant Information

· The use of user data from any design research or user engagement activities should match exactly what the user agreed to in the <crossref>Informed Consent stage

· If the use of data changes in any way during or after the design project, ongoing informed consent should be sought

· Analysis and reporting of user data should at all times adhere to the guidelines on <crossref>Confidentiality and Privacy

· Design researchers should use and interpret user data in an accurate way

· If required, an IP Agreement (in a format accessible to the user) should be prepared and signed in advance of user engagement commencing
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Following up with the User

Once user engagement has come to an end, it may be valuable to keep the user or end user organisation informed about the project outcomes, or for them to contribute to or comment on the findings. 

Who

A. Principal Investigator: Include user feedback as part of the design project protocol. The extent of the role of the user in any user engagement activity should be identified in advance in the design project protocol, informed consent and (if the role changes) in the ongoing informed consent. Follow up with users in later stages of the project and/or after the project. Advise student on all of the above.

B. Lecturer: Include user feedback as part of the design project protocol. The extent of the role of the user in any user engagement activity should be identified in advance in the design project protocol, informed consent and (if the role changes) in the ongoing informed consent. Follow up with users in later stages of the project and/or after the project. Advise student on all of the above.

C. Student: Follow guidance of Principal Investigator. If user feedback is the student’s responsibility, discuss with the Principal Investigator as to how and when feedback of the project findings should be given. Give feedback to the user.

D. User: If the participant information provided to you does not sufficiently explain every aspect of the design project and the user engagement, including how your data will be used, ask for a more detailed or clearer explanation.

E. Institution: Advise on any relevant institutional policy or codes of practice with regard to ongoing researcher-user professional relationships, such as IP Agreements, co-authorship, peer review processes and so on. 
Details

There are a number of different reasons why you might follow up with a user after the user engagement stage of the project has ended. The <crossref>User Engagement Plan or the  <crossref>Informed Consent stage may have included a section on following up with the user.
The first, and in some cases the only, follow up might be a simple thank you note once the project has ended including information on how the user’s contribution made a difference to the project. This note can also be accompanied by reimbursement or payment, if relevant.

By agreeing to take part in user engagement in the first place, a user has already expressed some degree of interest in the subject area. The user engagement experience can be a rewarding one and, in some cases where the level of user involvement is high, can even be a memorable experience. Users might therefore be interested to hear about final findings or future developments. 
Many users do not understand the value of their participation in user engagement. It may be appropriate to provide some form of recognition or acknowledgement. This may range from including a user in the acknowledgements to naming him or her as a co-author on a publication (if they made a significant contribution to the creative process). 

Bear in mind that the nature of any acknowledgement or recognition will be limited by the level of anonymity promised in the <crossref>Informed Consent stage. Please see the section on <crossref>Confidentiality and Privacy.

Depending on the level and nature of the user engagement, it may be appropriate to include users or user organisations in the peer review stage in the <crossref>User Engagement Plan. In particular where research is at the level of being of significant potential benefit to the user community, it is recommended that users themselves, or experts from within user organisations, can contribute to the interpretation and reporting of the research, if appropriate.  
In situations where a user engagement protocol is likely to be used again, it might be worthwhile to ask the user for their feedback on the user engagement experience, following the engagement process, in order to optimise future protocols. A <template>User Engagement Feedback Form could be used for this. 

Remember that any form of follow up with a user should be in a format accessible to him or her. See the section on <crossref>Understanding the specific needs of your users. 
Summary Checklist

· Send a thank you note to each user following the end of user engagement

· Users might be interested to hear about final findings or future developments in design projects

· Consider providing some form of recognition or acknowledgement to the user in publications (in cases where anonymity is not required)

· Consider including users or user organisations in the peer review stage

· Where research is at the level of being of significant potential benefit to the user community, users themselves, or experts from within user organisations, can contribute to the interpretation and reporting of the research, if appropriate.  

· Consider asking the user for their feedback on the user engagement experience, following the engagement process (<template>User Engagement Feedback Form) 

· Any form of follow up with a user should be in a format accessible to him or her
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Templates

[WORK IN PROGRESS]

User communication spreadsheet

User engagement reporting form (internal, lessons learned)

Checklist for things you need to record and things you need to do

User Engagement Feedback Form

The User Engagement Plan should also include a timeline for key actions, including communication actions (points during a design project where contact with the user is required). Typical contact points would include initial contact (user recruitment stage), arranging time and place for engagement (planning stage), user engagement itself (user engagement stage), payment follow-up, thank you note, feedback to user at end of project (user follow up stage).  

Participant Information Sample Template

Name of Project: <insert name>

Name of Organization: <insert name>

<Design Researcher Name>


<Design Researcher Photo>

<Organisation/Institution>

<Contact Address>

<Contact Telephone Number>

<Contact Email Address>

Introduction 

My name is <insert design researcher name> and I work for <insert name of organisation>. I am doing research on <insert brief title or single sentence description>.

Purpose of the research 

<Provide a brief and clear description of the research written in plain English>

Explaining the Interview Procedure 

Example:

If you decide to take part in this research project, you will be asked to answer a series of questions. I will write down the answers that you provide. The research will take approximately <insert number of hours/minutes> in total.  

This interview has three parts: 

· I will start by asking some of your personal details

· Then I will ask you a series of questions about products that you currently use

· Finally, I will ask you to carry out particular tasks with some products that I have brought along. I will observe you carrying out these tasks and will ask you to tell me how well you think particular features work.

If you would prefer not to carry out a particular task or to answer a particular question, you can skip the task or question. If you are not comfortable, you are free to end the interview at any stage. 

Only the project team will have access to the information collected during the interview. This information will be kept entirely confidential, will not be passed on to anyone outside of the project team. It cannot be linked back to you in any way by any 3rd party. 

Participant Selection 

Example:

You are invited to take part in this research because we are interested the experiences of people aged 65 years and older when using products. We hope this research will highlight the need to consult people of all ages when designing products. 

Voluntary Participation 

Example:

Your participation in this research is entirely voluntary. It is your choice whether or not to participate. You may change your mind later and stop participating, even if you agreed earlier.  

Confidentiality 

Example:

Your personal details and your interview responses will be treated with complete confidentiality and privacy. Any information that is made public about the project or its results will maintain complete anonymity. We may use quotes taken directly from your responses in our project report, however these quotes will be anonymous and will be reported in such a way that they cannot be linked back to you. 

Risks and Benefits 

Example:

We have not been able to identify any potential risks to you for this particular project, but if you are uncomfortable at any stage during the interview please let me know. If you want to pull out of the research at any stage, you are perfectly entitled to do so. 

This research study will provide you with the potential opportunity to contribute to future design of products. The project hopes to encourage the design of more accessible and usable products, and your contribution will assist us in achieving this. 

Payment

Example:

You will be offered a one off payment of <insert amount in euro> in the form of a cheque as a thank you for your contribution to this research.

Who to Contact

If you wish to ask questions or would like any further information after the interview, you may contact me at: 

<Name of contact person>

<Direct telephone number of contact person>

<Email address of contact person>

Informed Consent Form Sample Template

Statement by the participant

Example:

I have been invited to participate in the <insert name> project about my experiences when using products. I have read the participant information, or it has been read to me. I have had the opportunity to ask questions about it and any questions I have been asked have been answered to my satisfaction. I consent voluntarily to be a participant in this study.

Example of optional details:

I consent to allow photographs to be taken of me for the purposes of the analysis of this research.

I consent to allow myself to be filmed for the purposes of the analysis of this research.

Print Name of Participant

Signature of Participant

Date 

Statement by the researcher/person taking consent

Example:

I have accurately read out the information sheet to the participant, and to the best of my ability explained the research procedure. 

I confirm that the participant was given an opportunity to ask questions about the study, and all the questions asked by the participant have been answered accurately and to the best of my ability. I confirm that the participant has not been coerced into giving consent, and the consent has been given freely and voluntarily. 

Print Name of Researcher


Signature of Researcher

Date 

Confirmation of Receipt of Payment Sample Template

Example: 

This is to confirm that I received a payment of <insert amount in euro> for my participation in the <insert project name> project run by <insert organisation name>. 

Print Name of Participant

Signature of Participant

Date 
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