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This Guiding Principles document has been developed to support service providers in the creation and revision of local policies and procedures on Records Management, as required by Schedule 5 of the Health Act 2007 in the Care and Support of Residents in Designated Centres for Persons (Children and Adults) with Disabilities Regulations 2013.
The document was developed by an Expert Advisory Group (EAG) whose membership included disabled people and professionals from the disability sector in Ireland. An international literature review was completed, and national focus groups were conducted with disabled people to find out what is important to them when managing their records.
The EAG for this project was convened by the National Disability Quality Improvement Team (HSE Access and Integration), on behalf of the National Guiding Principles Steering Group. Meetings took place on a monthly basis.
The document is intended to complement and enhance the work being done by service providers to ensure compliance and promote best practices that reflect the will and preference of disabled people when managing their records.
[bookmark: _Toc201048987]Themes
 Six core themes were identified:
1.	Security and Access
2.	Accessibility
3.	Co-Design
4.	Shared Understanding
5.	Education and Support for the Person
6.	Education and Support for Staff Teams
[bookmark: _Toc201048988]Impact Assessment Tool
The Impact Assessment Tool can support service providers to measure the impact of developing and implementing their policies and procedures on Records Management. It looks at the process from four perspectives: stakeholders, internal processes, learning and growth, and finance. Service providers can use the tool to identify and record actions required under each area, to support local policy implementation.
[bookmark: _Toc201048989]Audit Tool
The Audit Tool can be used by service providers during the creation and revision of local policies and procedures on Records Management. The questions in the tool will identify the areas that should be included in local policies and procedures and include an important question about the meaningful involvement of people using the service in the creation and revision of policies and procedures.
[bookmark: _Toc201048990]AGREE Tool Literature Verification
AGREE stands for Appraisal of Guidelines for REsearch and Evaluation.
This purpose of this tool is to provide assurance that the Guiding Principles were developed in a comprehensive manner and that the literature was validated against an accredited process. The tool includes a summary of the engagement with disabled people during the development of the Principles.
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1	Security and Access
	1.1	The organisation should ensure:
· The person knows where their records are kept.
· The person knows that their records are stored safely and securely.
· The person knows that they have the right to request access to their records at any time (see section 4.3).
· The person is aware of the organisation’s records retention schedule, including timeframes for destruction of records.
1.2  	The person can decide:
· Who can access their records.
· Who can access their records regularly without having to ask for consent each time (e.g. regular staff members, keyworkers).
· Who should ask for explicit consent to access their records each time (e.g. external visitors, inspectors).
· To change their mind about who can access their records.
· To say “No” to someone who asks to access their records.
1.3	The organisation should:
· Have documented retention schedules.
· Use appropriate technical methods for destruction of records.

2	Accessibility
2.1	The organisation should ensure that:
· People are fully aware of their records, i.e. that they exist, why they exist, what they contain, where they are kept, that they are safe, and that they can be accessed at any time.
· Records are made available in a format that is accessible to the person (Disability Act 2005, Freedom of Information Act 2014,  Equal Status Act, GDPR Article 12).

3	Co-Design / Co-Production
3.1	 The person:
· Has the right to be informed, consulted with and actively involved in the creation of records about them.
· They can decide how much they want to be involved, and this may change sometimes.
· The person should be consulted with and actively involved in the creation or updating of the Records Management policy where they live, because the policy is about their records. This can be through their representative organisation(s).
· The person is the expert in relation to their own information and should be satisfied about the accuracy of the information being recorded about them.
· The person has the right to membership, involvement and support from disabled persons representative organisations (UNCRPD).

4	Shared Understanding of Records Management
4.1	The person should understand:
· That records must be kept about them.
· Why those records are kept.
· What those records contain.
4.2 The organisation should:
· Know they have a legal obligation to maintain records about people in the service (Regulation 21, Schedule 3 and 4)
· Have an understanding of those obligations, while maintaining data minimisation (only necessary and relevant information is recorded) and sharing on a "need to know" basis.
4.3	Both the person and the organisation should understand that:
· All requests are subject to review under relevant legislation (e.g. Freedom of Information, GDPR and Data Protection).
· Under Freedom of Information legislation, exemptions exist in relation to the release of certain categories of information.
· Under Data Protection guidance, the right of access is not an absolute right, and restrictions on the right of access exist (Data Protection Act 2018, S.60), but should be proportionate and for the shortest time necessary (Data Protection Act 2018 (Access Modification) Regulations 2022).
· Any exemptions or restrictions should be documented by the organisation and explained to the person in a format that they understand.

5	Education and Support for the Person
5.1	The person:
· Should be empowered with training and education that develops the skills and knowledge needed to have meaningful engagement about their records.
· Should receive appropriate training and education to support them with the transition from paper-based records to digital records, if such a transition is occurring with their records.

6	Education and Support for Staff Teams
6.1	The organisation should ensure that their staff teams:
· Receive training and education to develop the skills and knowledge to create and maintain useable records about the people they support.
· Are familiar with the five “Characteristics of a Record”, as outlined in Section 4 of the HSE Records Retention Policy 2023, i.e. Authenticity, Reliability, Integrity, Useability and Originality.
· Create and maintain records that can be made available in a form that is accessible to the person.
· Create and maintain records that are compliant with national policies and standards, and national and European regulations or legislation.
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Useful Resources
· HSE National Records Retention Policy
· FAQs on HSE National Records Retention Policy
· Health Information and Quality Authority (HIQA) National Standards for Information Management in Health and Social Care 2024
· National Archives, National Centre for Research and Remembrance, Digitisation Guidance 2024
· ISO 15489-1 International Standard, Information and Documentation – Records Management
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The purpose of an impact assessment is to “assist leaders to fully understand the extent and complicity of the change” and will ensure that an integrated approach to managing the change is adopted (McAuliffe et al., 2006). The Balanced Score Card provides a structure for measuring impact (Kaplan & Norton, 1993) across four perspectives:
1	Stakeholder
2	Internal Processes
3	Learning and Growth
4	Finance
A balanced approach must be taken with each area, noting also how each area interacts with the others. For example, training for staff identified under Learning and Growth, may have an impact in the Finance section.
There are a series of questions/points for each of the four areas of the Balanced Score Card that should be considered by service providers implementing the Principles. There is an actions section to record what needs to happen under each of the four areas to support the implementation of the Principles.
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Area 1 – Stakeholders
This looks at how the Principles will impact on all stakeholders.
[Prompt] Here we need to identify each of the stakeholders impacted by the implementation of the Principles, and for each stakeholder, identify the following:
1	How much they are impacted (high, medium or low).
2	How much influence they have on implementation (high, medium or low).
3	Does the organisation have a plan to engage with and inform this stakeholder about the implementation of the Principles?
Examples of possible stakeholders are the disabled person, staff members, family members, management teams, HSE teams etc.
List of actions required in relation to Stakeholders:
1	…
2	…
3	…






Area 2 – Internal Processes
This looks at the stability and operations of the service, i.e. systems, structures or processes that need to be introduced or changed to implement the Principles.
[Prompt] Here we need to decide the questions that a service needs to ask itself about its systems, structures or processes. Sample headings and questions below.
Operational
1	Do current practices need to change?
2	Does the governance structure support implementation?
3	Do all teams know how to access information, training and support about implementing the Principles?
Regulatory / Legislative
1	What will the impact be on HIQA compliance levels?
2	Will it have an impact on compliance with legislation (GDPR, ADM etc.)
3	Are there any risks associated with implementation?
List of actions required in relation to Internal Processes:
1	…
2	…
3	…


Area 3 – Learning and Growth
This looks at training and education required for teams to be able to implement the Principles. What skills and knowledge do they need? This also looks at data that needs to be captured about how the policy is implemented, how many teams have been trained and human resource implications of implementation.
[Prompt] Here we need to decide the questions that a service needs to ask itself about learning and growth in the context of implementing the Principles. Sample headings and questions below.

Training and Education
1	Is training and education required? If yes, who will provide it?
2	How many teams will need training? Is it mandatory?
3	Are there costs involved if staff attend training, e.g. backfill?

Human Resources
1	Do job descriptions need to be updated?
2	Do we need to consult with registration bodies, unions etc?
3	Are new posts needed to implement the Principles?
List of actions required in relation to Learning and Growth:
1	…
2	…
3	…


Area 4 – Finance
This looks at the financial cost of implementation of the Principles and whether finances need to be looked at before implementation of the Principles.
[Prompt] Here we need to decide the questions that a service needs to ask itself about the financial implications of implementing the Principles. Sample questions below.
1	Is there a cost associated with implementing these Principles?
2	If yes, in what areas e.g. equipment, training, software, infrastructure?
3	Where will the costs sit, e.g. locally, regionally, nationally?
4	If funding is needed, where will it come from?
List of actions required in relation to Finance:
1	…
2	…
3	…
References:
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Organisations/Local Policy Audit Tool
For each prompt, answer yes or no and if action is required:

· Does the policy outline the storage, security and access of records for the person?
· Does the policy outline the right of the person to access their records?
· Does the policy outline retention schedules and methods for destruction of records?
· Does the policy ensure the accessibility of records for the person including the formatting that is accessible?
· Does the policy outline the co-production of records with the person?
· Does the policy outline the obligation of the organisation to maintain records under relevant legislation?
· Does the policy include education and support for the person in relation to understanding and meaningful engagement with their records?
· Does the policy include education and support for staff to ensure they create and maintain useable records?
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[Prompt] The purpose of the AGREE Tool is to assess the process used to develop these Guiding Principles. This is done under a number of domains.
Domain 1. Scope and Purpose is concerned with the overall aim of the Guiding Principle, specific questions asked, and the target population.
Domain 2. Stakeholder Involvement focuses on the extent to which the Guiding Principles were developed by the appropriate stakeholders and represents the views of its intended users.
Domain 3. Rigour of Development relates to the process used to gather and synthesise the evidence, make recommendations, and seek external review of the Guiding Principles.
Domain 4. Clarity of Presentation deals with the language, structure, and format of the Guiding Principle.
Domain 1. Scope and Purpose
1.1 The purpose of the guiding principles is: 
a. To define best practice in relation to the creation of, access to, retention of, maintenance of and destruction of records (referred to as Records Management)
b. To provide an opportunity to develop/review the local policy on Records Management to ensure it is in line with best practice 
1.2 The scope of the guiding principles is:
1.2.1 Describe the population to whom the Guiding Principles will apply
This guiding principle will apply to all:
· Staff
· Volunteers
· Students on placement
Involved in supporting adults with a primary diagnosis of an intellectual disability in HSE provided and HSE funded day and residential services. This includes adults with a dual diagnosis of intellectual disability and another diagnosis (e.g. physical disability/sensory disability, autism, mental health diagnosis etc.)
1.2.2 Outside the scope of the guiding principles
The guiding principles does not apply to services:
· Supporting children with an intellectual disability 
· Supporting adults with physical or sensory disabilities who do not have a primary diagnosis of intellectual disability
· Supporting autistic adults who do not have a primary diagnosis of intellectual disability
1.3 Objectives 
Report the overall objectives of the guiding principles:
· to provide guiding principles that can be used to support the development of records management PPPGs where they do not exist
· to provide a benchmarking tool for services where records management PPPGs do exist to allow the existing policy to be reviewed to bring them in line with best practice
1.4 Outcomes: 
The outcomes of the implementation of the Records Management guiding principles are: 
· Improved understanding of records management process for person and staff
· Increased accessibility/co-production of records for person
· Increased implementation of human rights based approach to records management process that is in line with the UNCRPD
1.5 Questions
For more qualitative research results, SPIDER (Sample, Phenomenon of Interest, Design, Evaluation, Research type) search strategy was used.
1. What is a healthcare record? 
S: Disabled people, staff, vulnerable persons, intellectual disabilities, people with disabilities  
PI: health record, reports, notes, emails, systems 
D: questionnaire, survey, interview, focus group, case study, observational, comparative studies 
E: experiences 
R: qualitative or mixed methods 
 
2. What are good practices in record management? 
S: Disabled people, staff, vulnerable persons, intellectual disabilities, people with disabilities  
PI: data retention, data minimisation, GDPR, archive, history, legislation, data protection, systems management 
D: questionnaire, survey, interview, focus group, case study, observational, comparative studies 
E: experiences 
R: qualitative or mixed methods 
 
3. What is a human rights based approach to record management? 
S: Disabled people, staff, vulnerable persons, intellectual disabilities, people with disabilities 
PI: human rights, privacy, data protection, surveillance, medical model, social model, education, data sharing 
D: questionnaire, survey, interview, focus group, case study, observational, comparative studies 
E: experiences 
R: qualitative or mixed methods 


Domain 2: Stakeholder Involvement
2.1 Group Membership
Report all individuals who were involved in the development process. This may include members of the steering group, the research team involved in selecting and reviewing/rating the evidence and individuals involved in formulating the final recommendations. 
The working group is comprised of:
· Ronan Halpenny [chair from 2024 – July 2025], Social Care Project Lead, HSE Disabilities QI
· Nicole Lam [chair from July 2025 – Aug 2025], Guidance and Research Lead, HSE Disabilities QI
· Karen O’Sullivan, Clerical Support, HSE Disabilities QI
· Seamus McGrory, Service User 
· Michelle Quigley, Clinical Nurse Manager 2, HSE Disabilities Sligo Leitrim
· Tara Kelly, CNM3 Quality Risk & Service User Safety, HSE
· Margaret Conway, Project Officer, HSE
· Robbie Sinnott, Co-ordinator, Voice of Vision Impairment
· Aine Forde, Compliance & Governance Manager, Aurora
· Sheila O’Flynn, Data Protection & FOI Officer, Cope Foundation
· Margaret Meegan, Nursing Practice Development Coordinator, SJOG
· Alison King, Adult Services Secretary, CRC
· Deborah Gleeson, Data Protection & Freedom of Information Officer, Muiriosa
· Eileen Shiels, Day Opportunities Coordinator, HSE 
· Marie Grimes McGrath, Data Protection Records Manager, Avista.
· Gina Magliocco, Head of Risk & Regulation BOCSI
· Nuala Cusack, CNM 3, HSE Disabilities Cavan Monaghan
· Beryl Gilmore, Data Protection and FOI Officer, Cheshire Ireland
· Stephanie Cloonan, Data Protection & Compliance Officer, Enable Ireland
· Lisa Ryan, Records Management Officer, RehabCare
· Caroline McGarrity, Social Care Leader, ChildVision
2.2 Target population preferences and views
Report how the views and preferences of the target population were sought/considered and what the resulting outcomes were
Four focus groups were conducted in total, one took place online and the remaining three were in person.  
Some of the prompt questions used included:
1. Do you know what’s in your files? 
2. How do you feel about what’s in your files? 
3. Do you see staff writing notes in your files?  
4. What do you think they’re writing about? 
5. Have you had any issues or concerns about your files? 
6. Do you know where your files are stored? How are your files kept safe?  
7. Can you access your files?  
8. Who else can see your files? 

The core themes of the focus groups can be summarised as such:
1	Understanding of records 
a. Most people had a level of understanding of what their personal records were (referred to as file, folder, profile or personal centred plan depending on organisation) and recalled what was kept in their records: photo of self, health information, assessments, etc. The records were generally paper based. A few individuals in 2 groups mentioned digital files. 
b. There was a good understanding of why records were kept, with individuals saying that they know it is to keep them safe. Individuals understood it as part of their relationship with staff and service, and co-ordination of supports. 
2	Location and security of records 
a. All individuals knew where their records were kept – usually paper-based files were kept in a locked room or cabinet. Some individuals had records on them (typically PCPs, medical records or medical passports), or on their iPad. Others knew it was an online system but had their own copy at home. One person stated that their records were kept safely in a cabinet in a staff office but that the doors are open in the service, possibly alluding to security concerns. 
3	Participation in record keeping 
a. Most individuals understood the rationale behind staff taking notes in front of them about them. One individual in particular raised concerns about negative notes recorded in their files and others being able to view it, suggesting some level of support needed to improve understanding of record taking not as punitive or disapproving. 
b. On the other hand, individuals noted how it was important for their goals, wishes, medical information to be recorded and to be readily available for themselves and other staff. Most people were given a copy or informed of the notes made about them after a meeting and were satisfied by this process. One group knew their right to include their notes but did not have time to write it down and was happy to review staff notes. Direct input into records were low across all groups. 
 
4	Privacy and access 
a. Some individuals did need further prompting when asked about the security of their records and demonstrated uncertainty about who had access to their records. Increased education in this aspect is warranted. 
b. Unanimously, all individuals did not want strangers to view their records and had different levels of comfort with who could view and access their records. Some worried that other service users could view their records. One individual interestingly did not want agency staff to be able to view records, only permanent staff should have complete access and for agency staff it should be on a need to know basis. 
c. Generally understood that they should have access to their file at any time and knew that they could ask staff to view records. However, this was not the case for one individual who was in a nursing home. This person did not have access to their own records and felt like it was completely different to others in the group who were not in a nursing home.  
5	Improving and enhancing records	 
a. Some individuals expressed interest in digitisation of their records to make it more accessible to individuals and increase independence. 
b. Individuals were very concerned about explicit consent and limiting access to sensitive information being viewed by unauthorised persons. There is a need to improve consistent involvement of individuals to ensure their concerns are addressed.  
c. Education and training for staff and individuals regarding privacy and record keeping could alleviate concerns for all parties. 
3.1 Search Methods
Report details the strategy used to search for evidence:
A review of Gray Literature was conducted including existing policies on Record Management in Disability services in Ireland.
A literature search was conducted by the HSE librarian including a full SPIDER search of CINAHL, MEDLINE, EBSCO DISCOVERY.
3.2 Evidence selection criteria 
Report the criteria used to select (i.e. include and exclude) the evidence. Provide rationale, where appropriate:
The HSE librarian Gethin White found 14 relevant articles. Nicole Lam excluded articles focusing on general eHealth/Telehealth if they were not relevant to record management. Included articles on electronic health records where relevant to one of the three SPIDER questions:
1. What is a healthcare record?
2. What are good practices in record management?
3. What is a human rights-based approach to record management?
Based on the exclusion criteria, 5 of the 14 articles were deemed relevant.
3.3 Strengths and limitations of the evidence
Describe the strengths and limitations of the evidence. Consider from the perspective of the individual studies and the body of evidence aggregated across all the studies. Tools exist that can facilitate the reporting of this concept. GRADE is a commonly used tool with further information available through this link: http://ktdrr.org/products/update/v1n5/dijkers_grade_ktupdatev1n5.pdf
Key questions to answer: 
3.3.1 Are the results valid?
The literature search did not identify any systematic review or meta analysis in relation to records management especially with a human-rights based approach. Large scale studies were not identified. It was difficult to analysis the validity of smaller scale studies as they pertained to clinical settings or digital records and their efficacy in overall population health. However, the validity of the search is not measured by finding large scale quantitative research studies as our experience in the area of disabilities research has shown that it is an under-researched area and that the majority of our focus is on experiences. Hence, qualitative research is more applicable to the validity of our conceptual understanding of the subject matter at hand.
In terms of answering the three research questions, the focus of the results were based in clinical settings and did not provide insight into community or home settings. Choice and human rights based approaches were not mentioned. 
Good practices more generally in record management was discussed in some detail, especially in relation to digitalization and information sharing. However, the information on good practices in community settings is incomplete. There is reference made to the importance of ensuring information about the person should be in formats that are accessible to the disabled person, and the need to support disabled people to understand their records in an increasingly digital age.
3.3.2 Are the results applicable to the population group?
The evidence relates specifically to adults with disabilities, the results of the search were narrowed to people with disabilities.
3.4 Formulation of recommendations 
3.4.1 What are the recommendations?
The guiding principles, which are attached in this document
3.4.2 Describe the methods used to formulate the recommendations and how final decisions were reached. Specify any areas of disagreement and methods used to resolve them:
Recommendations in the form of principles were drafted by the members of the working group taking into account the themes from the focus group and the themes arising from the literature review. 
Once the working group agreed on the guiding principles, the document was sent back to the focus groups to ensure their comments were reflected in the principles. 
3.5 Considerations of benefits and harms
Report the benefits, side effects and risks that were considered when formulating the recommendations (may not be required). NA
3.6 External review
Report the methodology used to conduct external review:
The guiding principles will be reviewed by the participants of the focus groups and the Independent Human Rights & Ethics Review group
3.7 Competing interests
Confirmation that the full group has completed a Declaration of Interest Form: Yes
Any other information to bring to the attention of the working group? None at this time
Signed: Nicole Lam  (lead of working group)
Date: 28/10/25
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