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About the National Care Experience Programme

The National Care Experience Programme seeks to improve the quality of health and
social care services in Ireland by asking people about their experiences of care and
acting on their feedback. The National Care Experience Programme is a joint initiative
by the Health Information and Quality Authority (HIQA), the Health Service Executive
(HSE) and the Department of Health.

The National Care Experience Programme has a suite of surveys that capture the
experiences of people using our services. The Programme implements the National
Inpatient Experience Survey, National Maternity Experience Survey, National Maternity
Bereavement Experience Survey, National Nursing Home Experience Survey, National
End of Life Survey, National Mental Health Experience Survey and the National Cancer
Care Experience Survey.

The surveys aim to learn from people’s feedback about the care received in health and
social care services to find out what is working well, and what needs to be improved.

A National Care Experience Programme Survey Hub is available to provide support,
guidance, information and resources to assist providers to develop, conduct and
analyse their own surveys, and act upon the findings.

Find out more at www.yourexperience.ie.
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1. Purpose of the policy

The purpose of this document is to outline how the National Care Experience
Programme manages data subject access requests that are submitted by individuals
(data subjects) to the National Care Experience Programme. A data subject access
request enables a data subject to gain access to any personal information held about
them by the National Care Experience Programme.

The policy covers the collection of all personal information gathered by the National
Care Experience Programme. It promotes the right of data subjects to submit a data
subject access request in order to obtain a copy of information held about them, in
electronic or hard copy format, by the data controller.

It also outlines the procedure to be followed by data subjects when submitting a data
subject access request for data collected by the National Care Experience Programme.

Please refer to Appendix 1 for a step-by-step procedure on how to submit a data
subject access request.

2. Policy Statement

HIQA, in its capacity as data controller for all data processed by the National Care
Experience Programme, must meet its obligation to provide a data subject with a copy
of their personal information upon request.

3. Scope of this document

This policy outlines how the National Care Experience Programme will meet its legal
obligations upon receipt of a data subject access request. The scope covers all
personal data that is collected for the purpose of administering surveys and in
addition, responses to surveys, where feasible. For a complete list of information
collected by the National Care Experience Programme, please see our Statement of
Information Practices at www.yourexperience.ie.
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Article 15 of the General Data Protection Regulation (EU) 2016/679 (GDPR) gives data
subjects the right to access their personal data. A person has the right to obtain
confirmation from the National Care Experience Programme that their data is being
processed, and to be provided with certain information about how it is processed. A
person is also entitled to request and obtain a copy of the data being processed by
the National Care Experience Programme.

If requested, the National Care Experience Programme must provide a response and
a copy of the data sought within one month of receipt of the request. No fee
applies unless the workload is exceptional.

4. Responsibility

The Director of the National Care Experience Programme in HIQA has overall
responsibility for ensuring the implementation of this policy.

All data subject access requests should be addressed to the Data Protection Officer in
HIQA who will ensure that appropriate action is taken. A list of contact details can be
found in section 14 of this document.

5. Data controller and data processor roles and responsibilities

HIQA acts in the capacity of data controller for all of the data that it processes as part
of the National Care Experience Programme. HIQA has contracted a data processor,
Ipsos Limited, who will administer the distribution and receipt of surveys on its behalf.

6. Legal context

HIQA, as a data controller, has a remit under Article 8 (1) (g) of the Health Act 2007
‘to operate such other schemes aimed at ensuring safety and quality in the provision
of the services as the Authority considers appropriate’. Survey responses are used to
inform quality improvements in healthcare, ensuring quality and safety in the provision
of services.
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Participation in National Care Experience Programme surveys is voluntary. Eligible
participants are informed by service providers that they will be invited to take part in a
survey. Eligible participants who do not want to participate can opt out of the survey
by telephone, by email, online at www.yourexperience.ie or by returning a blank
questionnaire in the post.

The National Care Experience Programme has developed a comprehensive information
governance framework to ensure that the privacy rights of all participants are upheld.
The National Care Experience Programme complies with data protection laws,
including the GDPR, the Data Protection Act 2018 and the Data Sharing and
Governance Act 2019. Under Article 6 (1) (e) of the GDPR and Section 38 of the Data
Protection Act 2018 personal data can be processed where necessary for the
performance of a task carried out in the public interest. Article 9 (2) (i) of the GDPR
and Section 53 of the Data Protection Act 2018 permit the processing of healthcare
data, which is “special category data”, in the public interest, which includes ensuring
high standards of quality and safety in healthcare.

The National Care Experience Programme complies with the Data Sharing and
Governance Act 2019, where it applies to the sharing of information between public
bodies for the purposes of conducting the surveys. Section 13 (2) (a) (ii) (V), (VI) and
(VII) provide a legal basis to process data collected by the National Care Experience
Programme for the purposes of service administration and supervision and facilitating
the improvement of a service and evaluating a service.

The National Care Experience Programme is conducted in the public interest; the
partner organisations of the programme have committed to using the results to inform
quality improvements across the healthcare system, from policy to planning and
service delivery. The collection of personal data is necessary to conduct National Care
Experience Programme surveys, which capture feedback on the experience of people
using services.

Data collected by the National Care Experience Programme may be used for
secondary analysis. A formal request can be made to gain access to anonymised
survey responses, in line with the National Care Experience Programme Data Access
Request Policy. The request must demonstrate that the secondary analysis of the data
is in the public interest.

Page 6 of 12


http://www.yourexperience.ie/

K\“Natimal Care
Experience

Programme

Data Subject Access Request Policy
There is a contract and a Data Processing Agreement in place between HIQA and the

data processor to define the arrangements for the secure processing of all data
processed by the National Care Experience Programme, to include sharing, storage,
handling and destruction.

7. Timeframe for request submission and response

An individual can make a formal request to know if the National Care Experience
Programme holds information on them. This request must be processed without delay.
If the National Care Experience Programme does hold data or information on an
individual, they as a data subject, can request a copy of the data.

To make a request under Article 15 of the GDPR and gain access to personal data held
by the National Care Experience Programme, please contact us by phoning (021) 240
9300 and ask to speak to the Data Protection Officer (DPO), by emailing dpo@hiqga.ie
or by writing to:

Data Protection Officer

Health Information and Quality Authority
Unit 1301

City Gate

Mahon

Cork

T12 Y2XT.

Requests for a copy of personal data are processed within one month upon receipt of
proof of identification and other supporting documentation.
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Please note that all participant contact details are deleted at the end of a
survey cycle. For example, if a survey runs for the month of May, all
administrative data, including participants’ names and contact details, will
be deleted by 31 July. This means that requests must be received by 1 July
to allow a minimum of one month to process the request.

8. Right to complain

If HIQA fails to comply with a valid data subject access request, or if the data subject
is dissatisfied with the response to a request, they may lodge a formal complaint with
the Data Protection Commission. The Data Protection Commission may then
investigate the complaint.

For more information, please see the Data Protection Commission’s website at
www.dataprotection.ie.

9. Training and awareness

Relevant employees of HIQA and the data processor receive regular training on this
policy.

10. Review

This policy will be reviewed every three years. The policy will also be updated as
necessary to reflect any legislative changes or other relevant programme
requirements.

11. Legislation

This policy is informed by the:
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= National Standards for Information Management in Health and Social Care

(2024)
Data Sharing and Governance Act 2019
Data Protection Acts 1988 - 2018
General Data Protection Regulation (EU) 2016/679 (GDPR)
Health Act 2007 (as amended)

12. Revision history

Number Effective date Reason for update
1.0 1 August 2019 Original document release
2.0 6 August 2021 Review in advance of

National Inpatient
Experience Survey

3.0 16 February 2022 Periodic review

4.0 10 March 2025 Periodic review
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Appendix 1

Procedure for submitting a data subject access request

1. Making an access request

All data subject access requests must be submitted to the Data Protection Officer in
HIQA, by email, post or telephone.

= You will need to provide us with your name and address as well as a copy of a
form of identification.

= Please be as specific as possible about the information you wish to access;
include any additional details which may help to locate the information you are
seeking, such as the hospital or healthcare facility you attended, date of
admission, date of discharge, and so on.

= If a third party (for example, a family member) is submitting a data subject
access request on behalf of a data subject, written authorisation and proof of
identification is required from the data subject in order for the data controller
to disclose any personal data to the relevant third party.

2. Identification

The data controller is entitled to request evidence of identity from the individual in
order to check that the request is valid and to ensure the information is not disclosed
to the wrong person. This is to safeguard the privacy of the data subject.

Acceptable forms of identification include a copy of a passport or driving licence. All
copies of identification documents that accompany your requests will be securely
destroyed once your identity has been verified.

Submitting the request

If you would like to submit a request or if you have a query on how to make a data

subject access request, please contact us by phoning (021) 240 9300 and ask to
speak to the DPO, by emailing dpo@higa.ie or by writing to:
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Data Protection Officer

Health Information and Quality Authority
Unit 1301

City Gate

Mahon

Cork

T12 Y2XT.
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