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Purpose of this report 

To outline the progress made by the GP Data for Planning and Research Programme 

against the ministerial commitments (issued in July 2021) and ratify the designs and 

forward approach with key external stakeholders to fully meet these commitments. As 

noted in the ministerial letter, these commitments have to be met before data collection 

can begin. 

This report will specifically cover the commitments relating to the Opt-out elements of the 

programme (as confirmed with the Check & Challenge Advisory Group on 24th November 

2021). 

 

Expected outcomes of this report 

The expected outcomes from the dissemination and review of this report with 

key stakeholder groups are: 

• Check & Challenge members are provided with an overview of all 

progress made to date in relation to the  ministerial commitments 

related to opt-out 

• Check & Challenge members ratify that the designs and forward 

approach defined will meet the ministerial commitments, and when they 

are delivered as defined (alongside all other key commitments), then 

approval will be provided to begin the data collection 

• Key stakeholder groups named in the letter provide formal confirmation 

of above ratification (BMA, RCGP, NDG) 

 

Report publication and transparency 

Following ratification with Check & Challenge members, the report will be finalised and 
published on the NHS Digital website alongside the relevant meeting minutes noting member 
ratification and documents noting formal confirmation from the three key stakeholder groups.  
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Opt-outs 

Ministerial Commitment(s)  
The commitment wording below has been transposed directly from the letter signed by Jo 
Churchill MP and issued on 19th July 2021. 

Key Ministerial Commitments (required prior to data collection commencing): 

• The ability to delete data if patients choose to opt-out of sharing their GP data with 
NHS Digital, even if this is after their data has been uploaded 

• The backlog of opt-outs has been fully cleared 

Further opt-out ministerial letter wording: 

• The plan to retire Type 1 opt-outs will be deferred for at least 12 months 

• We are in the process of working with colleagues across general practice to develop a 
way of simplifying and centralising the opt-out process in order to remove this burden 
on practices 

• Patients will be able to change their opt-out status at any time 

Programme Interpretation: 

• Data will be deleted if / when patients opt out, therefore no opt-out deadline is 
required for data collection 

• The backlog of NDOPs and Type 1 requests, specifically those within the NHS 
Contact Centre and General Practices that built up prior to July 2021, is considered to 
be cleared 

• A service will be designed by NHS Digital to reduce the burden on General Practices 
of processing type 1 opt-outs and allow patients to opt-out/in efficiently 

• Opt-in/out journeys should be equally efficient, accessible, and simple to progress 

Delivery approach 

The delivery approach to meeting the opt-out commitments has been split into three distinct 
areas. These are: 

• Backlog clearance: Proactive management of the clearance of the NDOP backlog (in 
partnership with the NHS Live Services team) and monitoring of opt-out metrics to 
allow time for GPs to clear Type 1 backlog 

• Retrospective deletion: Design and implement the technical functionality to 
automatically register when a patient has changed their opt out and to delete their 
data from the main GPDPR database 

• Type 1 Digital Service: Design a centralised digital self-service platform, informed by 
public user research and stakeholder feedback, to reduce burden on GPs from Type 1 
opt-outs 
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Progress against delivery approach 
The table below details the outputs and success measures for each delivery area, and the 
progress made to date against each one. 

 

Deliverable Outputs and success measure(s) Progress to date 

Backlog 
clearance  

Provide proof to stakeholders that all 
opt-out requests between 12 May 
2021 and 1 Sep 2021, applied 
through the NHS Digital contact 
centre, have been actioned and 
cleared 

Provide evidence that sufficient 
processes are in place to manage 
future demand through Contact 
Centre, including spikes 

Provide time for GPs to clear any 
Type 1 backlog raised directly at 
practices by reducing the likelihood 
of spikes driven from programme 
activity and monitoring NDOP levels 
for any spikes caused by external 
factors 

NDOP backlog confirmed as 
closed and crisis team disbanded 
in September 2021 

GPs provided with one year to 
close off any remaining Type 1 
backlog 

NDOP levels monitored to confirm 
no further spike occurred between 
September 2021 and September 
2022 

Check & Challenge members 
formally notified in September 
2022 that programme has met 
backlog commitment 

Report produced to provided 
required detail to key stakeholder 
groups regarding commitment 
being met. Will be shared with 
Check & Challenge for initial 
review in Mar 2023 and publish on 
NHS Digital website following 
sign-off from all key groups 

Retrospective 
Deletion  

Design and deliver a means by 
which data will be deleted from the 
TRE when a patient applies a Type 
1 opt-out, even if that data has been 
collected prior to the opt-out being 
submitted. 

Technical design agreed which 
will remove all new Type 1 opt-
outs from Domain 0, subsequently 
deleting the patient record from 
each onward domain 

Records will not be deleted from 
stores where the patient data has 
already been used in research 
resulting in publication (for audit 
and replication purposes) 

Approach for capturing newly 
registered Type 1s requires daily, 
identifiable, feed of Type 1 opt-
outs separate from the main GP 
data collection 

Build and implementation of 
solution will start once GPDPR 
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delivery approach and timelines 
are established 

Type 1 Digital 
Service 

Understand the concept of any 
‘burden’ the current Type 1 service 
causes practices, as well as the 
needs and expectations of the public 
in applying a Type 1 opt out. Design 
an appropriate solution that 
addresses practice burden and 
public requirements. 

Technical design of online opt-out 
service agreed, enabling a patient 
to register their Type 1 opt-out via 
the NHS App or NHS.uk (in 
addition to the existing process of 
registering via a paper form via 
their GP practice) 

Technical design published on our 
website 

Solution uses GP Connect 
capability to push digital 
registration back into the GP 
System Supplier  

Build and implementation of 
solution will start once GPDPR 
delivery approach and timelines 
are established 

 

Considerations 

The table below summarises the key risks and considerations affecting the completion of the 
opt-out delivery approaches and gaining formal sign-off that all associated ministerial 
commitments have been met to allow data collection to commence. 

Risks and Considerations Mitigations 

There is a known challenge that the current  
Type 1 and National Data Opt-outs (NDOP) 
are too confusing for patients and public to 
understand. Our public research shows a 
lack of understanding of opt outs and the 
NHS Data Strategy has committed to 
reducing this confusion. 

This creates a risk that, although the 
infrastructure designed will meet the 
ministerial commitments, any major policy 
changes in this area may render our 
solutions obsolete or no longer fit-for-
purpose. 

Undertake further qualitative research to 
better understand where the confusion 
exists and workshop solutions with patients 
and the public as part of the Engagement 
Phase of the communications strategy. 

Provide the outputs of the research to the 
NHS Data Policy team in order to 
incorporate into future policy and action as it 
relates to patient opt-outs and the Data 
Strategy. 

Maintain alignment with Policy on their 
approach to meeting the Data Strategy 
commitments and ensure the solution 
implementation plans fully reflect their 
approach to ensure we provide a future-
proofed solution as well as one that meets 
our individual ministerial commitments. 

If required, escalate challenges and priority 
conflicts to ministers for guidance on how to 
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proceed, whilst maximising transparency of 
our actions with our stakeholder groups. 

There is a risk that the GP community 
perceives the proposed opt-out service 
solution has not sufficiently reduced burden 
on GP Practices and therefore the 
commitments in the ministerial letter 

Continue to engage with the Check & 
Challenge group and build on the user 
research already conducted to alleviate GP 
community concerns regarding the level of 
burden reduction  

There is a risk of a further opt-out spike 
driven by factors outside of programme 
control that will increase the burden on GPs 
ahead of implementing the digital service or 
conducting the comms campaign. 

Although the infrastructure designed will 
meet the ministerial commitments, any 
major policy changes in this area may 
render our solutions obsolete or no longer 
fit-for-purpose, which is why the solution 
has not been implemented before the 
review of opt outs. 

Current mitigations put in place following the 
NDOP spike should be robust enough to 
address any new central spike, however  it 
should be noted that Type 1s will remain 
outside of programme control until a central 
service is implemented 

Programme to maintain ongoing 
discussions with GP profession to manage 
the impact of this risk, whilst reviewing plans 
for accelerating the implementation of the 
digital service alongside our engagement 
with data policy. 

It is worth noting that although the cause of 
any opt-out spike could come from any 
source, the most likely non-GPDPR 
programme cause would be through 
communications or actions by other areas of 
NHS England which could impact public 
views on data. As such, we are working 
closely together, to deliver an integrated 
approach to engagement and 
communications wherever appropriate and 
possible, and to consider sequencing and 
major delivery milestones as part of this 
process. 

There is a risk that stakeholder groups may 
not accept the technical approach for 
retrospective deletion and push for deletion 
from historical studies rather than central 
database 

Programme to clearly communicate 
rationale for current solution in an easy to 
understand and simple manner, with 
particular focus on the limits of data deletion 
for fully anonymised data or where existing 
legislative and policy provisions protect the 
use of data for research already underway 
or completed, even where informed consent 
has been removed. 

To this effect, the programme will review it’s 
public-facing documentation and build a 
standard and clear description around what 
retrospective deletion means in practice for 
data (i.e. a patient opting out would mean 
that their data would be deleted from the 
central database to ensure it can’t be used 
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again in future unless they subsequently 
withdraw their opt-out) 

We are actively incorporating feedback into 
our approach, design, and communication 
documents and we are committed to 
continuing to seek feedback and ongoing 
support from Check & Challenge members 
as representatives from key stakeholder 
groups to mitigate wider challenge 

We will seek input, if required, from 
research community to add weight to 
requirement to only delete data for use from 
future studies, due to need to protect 
auditability and repeatability of any research 
conducted and because, in most cases the 
data was not identifiable so can’t be 
identified to remove it. We will also engage 
with the research community to ask them to 
help us to transparently share this message 
as we communicate about this commitment 

There is no specified time period included in 
the ministerial letter regarding the deferral to 
retire Type 1 opt-outs by at least 12 months. 

The original assumption was that the 
deferral period was from September 2021 
(the planned collection date at the time of 
letter issuance), but this has yet to be 
revisited given the programme has been 
focussing on establishing the plans, 
principles and designs regarding the 
technical elements of the ministerial 
commitments. 

The programme will need to align with Data 
Policy and Ministers to build a clear 
understanding around the forward approach 
for reviewing Type 1 opt-outs and any 
timelines associated with this. 

There is an ongoing need for clear and 
transparent alignment between the GPDPR 
programme and Data Policy in relation to 
the commitments in regards to opt-outs 
made in the ministerial letter and the 
associated deliverables 

The data policy teams position remains 
consistent with the data strategy 
commitment that; we will work with the 
public, the expert advisory group, the 
National Data Guardian (NDG) and other 
stakeholders to ensure that we have a 
simple opt-out system in place that provides 
clarity and choice, giving patients 
confidence, and ensuring data continues to 
support the functioning of the health and 
care system.  

The programme will look to maintain 
alignment with Data Policy and agree a 
clear deliverable outlining the policy position 
and forward roadmap for alignment with key 
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stakeholders in parallel with creation of the 
required IG & legal documentation and 
GPDPR comms campaign. 

 

Conclusions / summary  
The programme team is confident that the work undertaken to date in addressing the opt-out 
backlog from May 2021 is sufficient to meet the commitment made within the ministerial 
letter. A comprehensive report has been prepared and will be shared with Check & 
Challenge members for review, feedback, and formal acceptance that this commitment has 
been met. Following formal acceptance, the full report will be published online. 

The technical design for retrospective deletion (as presented and discussed with Check & 
Challenge members) provides the most appropriate solution to ensuring that patients 
recording a new opt-out preference are removed from the data set and are not included in 
any future planning & research, whilst maintaining the integrity of an historic or ongoing 
planning or research. The design work is fully complete and will be implemented once 
timelines for GPDPR are confirmed. 

The service design for the Type 1 Digital Service (as presented and discussed with Check & 
Challenge members and other stakeholders) provides a potential self-service approach for 
patients to actively view and record their Type 1 opt-out preferences in real time. The 
solution has been devised in alignment with the current NDOP solution, to provide 
consistency of user experience, and has been influenced by user research conducted with 
patients and general public. When paired with the existing non-digital routes for patients to 
register a Type 1 opt-out (such as directly with their GP ither verbally or via paper form), this 
solution will ensure a fully accessible set of options for patients to exert their preference as to 
how their data is used and accessed. The design work is now complete, and build can be 
progressed when timelines for GPDPR are confirmed.  

The GPDPR Programme asks Check & Challenge members to confirm this document 
provides an accurate overview of the discussions and progress to date towards meeting the 
ministerial commitments, and that the completed designs for retrospective deletion and the 
Type 1 digital service will meet their respective ministerial commitments if delivered as 
designed. 
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Annex 1 
The following information has been provided to Check & Challenge members in support of 
this paper.  

Supporting Document 1: Process to agree GPDPR deliverables 

Purpose 

To propose a process which supports the programme, the Check and Challenge group and 
the stakeholders named in the letter to GPs in July 2021  (BMA, RCGP and NDG) to agree 
the deliverables which will ensure clarity on what will constitute meeting the commitments set 
out in that letter. 

Background 

When the GP Data for Planning and Research programme was paused in summer 2021, a 
set of commitments were made and meeting those commitments, agreed by the 
stakeholders named in the letter was a pre-requisite for the extraction of data to commence. 

The programme has committed to working transparently and has been holding regular 
conversations with stakeholders since the reset was announced. Through those 
conversations we have come to a point where we now have a set of proposals for delivery  
and we want to crystallise this and be able to share it more widely, by developing written 
proposals for the Check and Challenge group and others to scrutinise and to agree. This is 
to ensure that there is clarity on what will be delivered to meet each commitment before 
delivery commences. 

The documents won’t seek to outline everything that we will deliver as a programme, only 
those elements which are outlined in the ministerial commitment and in many cases, we may 
go over and above those commitments in due course. 

The proposed process 

• Each workstream develops a short document describing how we have interpreted the 

commitments in the letter, what we will deliver to meet the commitments 

• Each deliverable will be paired with associated metrics to measure successful delivery 

• The documents will also show salient risks, mitigations, and considerations, outlining  

where further thinking and engagement has refined an approach or when one 

approach was chosen over another 

• These documents will be shared with the Check and Challenge group for discussion, 

refinement and to seek agreement 

• Once agreed, we will write formally to the British Medical Association, National Data 

Guardian, and Royal College of General practitioners to outline the delivery 

commitments and to ask them to formally endorse them 

• Subject to discussion and agreement, we propose to publish the letter and the 

proposals  on our website 

  



Opt-out commitments update                  Final – Approved for publication 

  

 

Copyright © 2023 NHS Digital 10 

Supporting Document 2: Programme Objectives and Approach 
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Supporting Document 3: Retrospective Deletion Supporting Information 
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Supporting Document 4: Type 1 Digital Service Design Supporting 
Information 
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