
 

Respite Provision Privacy Notice 

Introduction 
James Hopkins Trust ("the Charity") is a charity providing nursing-led respite care for 
life-limited and life-threatened young children in Gloucestershire, our registered charity 
number is 1183110. We are committed to protecting the privacy and security of 
personal data belonging to children and their families.  

What is the purpose of this document? 
This privacy notice explains how we collect, use, and safeguard personal data in 
connection with the services we provide, in accordance with data protection legislation. 

James Hopkins Trust is a “data controller” of your personal data. This means that we are 
responsible for deciding how we hold and use personal information about you. We are 
required under data protection legislation to notify you of the information contained in 
this privacy notice.  

This notice applies to current and former children and their families. 

We may update this notice at any time. 

Data protection principles 
We will comply with data protection law. This requires that the personal information we 
hold about you must be: 

1. Used lawfully, fairly and in a transparent way. 
2. Collected only for valid purposes that we have clearly explained to you and not 

used in any way that is incompatible with those purposes. 
3. Relevant to the purposes we have told you about and limited only to those 

purposes. 
4. Accurate and kept up to date. 
5. Kept only as long as necessary for the purposes we have told you about. 
6. Kept securely. 

The categories of personal information that we process include: 
Personal data, or personal information, means any information about an individual from 
which that person can be identified. It does not include data where the identity has 
been removed (anonymous data). 

We will collect, store, and use the following categories of personal information about 
you: 

• personal information (such as name, date of birth and address) 
• protected characteristics (such as gender, ethnicity) 
• family member information (such as details of who provides care and the 

support needs of the family) 
• photos, video and other media (if you consent to for this to be used) 



We may also collect, store and use the following “special categories” of more sensitive 
personal information: 

• health information (such as clinical notes from care provided, referral & 
assessment information, details of disability) 

• Ethnicity data 

Where is the data obtained from: 
We receive information about your child from you, your family and from other people 
involved in their care (e.g. your GP, hospital doctors and nurses, social workers etc.). We 
use this information to keep records about their respite (“Records”). 

Although there is often not a legal obligation to provide information to us, in most cases 
the information is very important to provide appropriate care. If you have any concerns 
about sharing any information, please speak to a member staff who will be very happy 
to discuss the situation with you in confidence. 

We process this information in order to: 
• Assess if a child is suitable to receive care, to assess and plan appropriate care 

provision 
• ensure that family and other care provider support needs are met 
• To deliver on-going care provision, and to engage appropriate external medical 

care services as required 
• To meet our legal obligations about record keeping and evidencing the quality of 

care provision, including incident management, investigation and mandatory 
audits from bodies like the CQC 

• To communicate with the families and support networks of children receiving 
care, including invitations to events and support services 

Who has access to my data?  
Your personal information can be accessed by or may be disclosed  on a need-to-know 
basis to: 

• Charity team members 
• System administrators and system maintenance teams e.g.  Finance, 

Technology, HR, Systems, Reporting teams 
• Other employees (where there is a legitimate reason for sharing this data in 

accordance with our policies and procedures) 

The Lawful basis for processing the personal data 
We will only use your personal information when the law allows us to. Most commonly, 
we will use your personal information in the following circumstances: 

• The routine processing of data is in order to arrange or deliver the respite 
agreement and provide respite provision. 



• Where this data is classed as “special category” data (mainly health information) 
this is processed under the specific legal basis of providing health or social care 
services 

• Where we are required by law or similar regulation to keep, process or share 
specific records, this provides the legal basis for that processing 

• Where processing is not required as part of co-ordinating and delivering the care 
services, this is done with consent which you will be asked for at the relevant 
time 

Sharing with health and care provision professionals 
Members of James Hopkins Trust nursing team providing the respite for your child may 
share relevant information from their Records, with each other.  

Often it is necessary to share relevant information from your Child’s Records with health 
or social care professionals in other services who are directly involved in their care. 
Such professionals may include GPs, hospital teams, ambulance staff or social care 
services. 

In these circumstances, we only share relevant information from their Records for care 
provision purposes and if these people have a genuine need for it, or if we are under a 
legal obligation to do so. If you give us specific instructions not to share their Records in 
this way, we will respect this to the extent we are not prohibited from doing so by any 
legal obligation, although this may affect your child’s care. If it affects care, we will let 
you know. 

Sharing with other people 
There are times when information is shared with other people. These are: 

• Non-care staff may be involved in exercises such as Internal audits, responding 
to complaints, incidents or quality checks 

• Funding Commissioners, as relevant, depending on respite provision 
• The CQC and other regulatory or oversight bodies who may ask to review 

relevant information from these Records and/or seek feedback from you about 
the service we provide 

• Police, social services or similar bodies where there is a legitimate legal basis for 
that request from external party or where it is judged to be the appropriate action 
by James Hopkins Trust 

If you do not want us to share relevant information from your child’s Records with these 
organisations or you do not want to provide feedback, they will respect your wishes 
where it is possible to carry out their checks without looking at relevant information 
from Records and/or containing you for feedback. 

Occasionally we are required by law to share Records and may therefore be prevented 
from respecting your wishes not to share these Records. This includes when: 



• Our regulator, the CQC, is carrying out an audit 
• We find an infectious disease (e.g. meningitis or measles) which may put others 

in danger 
• A formal court order has been made 
• Other organisations like the police or social services need it to prevent serious 

crime or where there is a child at risk of abuse or neglect 

International transfers 
All data is processed within the United Kingdom or the EEA. As part of disaster recovery 
plans for some IT services it is possible that data may be transferred to a different 
geographic region temporarily as part of the recovery procedures. 

Storage, retention and erasure 
Data is primarily stored in accordance with our Document Management and Retention 
and Information Security, Retention and Disposal Policy and are managed within secure 
handling and disposal procedures. There will also be ad-hoc information that appears in 
electronic communications mediums such as secure email. 

In a health setting there are specific requirements for the minimum retention periods of 
records. These can be quite detailed and we work to the guidance provided in the 
Health Records Management Code of Practice 2021 (Records Management Code of 
Practice – NHS Transformation Directorate (england.nhs.uk)) 

Your data protection rights 
Under data protection law, you have rights including: 

• Request access to your personal information (commonly known as a “data 
subject access request”). This enables you to receive a copy of the personal 
information we hold about you and to check that we are lawfully processing it 

• Your right to rectification – You have the right to ask us to rectify personal 
information you think is inaccurate. You also have the right to ask us to complete 
information you think is incomplete 

• Your right to erasure – You have the right to ask us to erase your personal 
information in certain circumstances 

• Your right to restriction of processing – You have the right to ask us to restrict the 
processing of your personal information in certain circumstances 

• Your right to object to processing – You have the right to object to the processing 
of your personal information in certain circumstances 

• Your right to data portability – You have the right to ask that we transfer the 
personal information you gave us to another organisation, or to you, in certain 
circumstances 

In most circumstances you are not required to pay any charge for exercising your rights. 
If you make a request, we should respond without delay and within one month of receipt 

https://transform.england.nhs.uk/information-governance/guidance/records-management-code/
https://transform.england.nhs.uk/information-governance/guidance/records-management-code/


of the request. If the request is complex or you make multiple requested, we may extend 
this time limit by a further two months. If you would like to exercise any of these rights, 
please contact us using the details in making contact below. 

Your responsibility to inform us of changes 
It is important that the personal information we hold about you is accurate and current. 
Please keep us informed if your personal information changes during your relationship 
with us. 

Changes to this privacy notice 
We reserve the right to update this privacy notice at any time, and we will provide you 
with a new privacy notice when we make any substantial updates. We may also notify 
you in other ways from time to time about the processing of your personal information. 

Making contact 
If you would like to exercise any of your rights laid out in this notice, please contact the 
Data Controller by email to Data@jameshopkinstrust.org.uk  
Alternatively you are able to contact our Caldicott Guardian by email to 
Feedback@jameshopkinstrust.org.uk 
If you wish to contact the Data Controller or Caldicott Guardian by telephone number 
please use 01452 612216 

Making a complaint 
If you have any concerns about our use of your personal information, you can make a 
complaint to us, please contact our Data Controller using the details provided above. 

You can also complain to the ICO if you are unhappy with how we have used your data. 
The ICO’s address: Information Commissioner’s Office, Wycliffe House, Water Lane, 
Wilmslow, Cheshire, SK9 5AF 
 
Telephone: 0303 123 11113  
Website: https://ico.org.uk/make-a-complaint/ 
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