[Your full name]
[NHS number / DOB]
[Address]
[Email / phone]
[Date]
To: [Service / Trust / Practice Manager / Medical Records Department]
[Organisation name + address]
Re: Request for clarification and record integrity regarding autism diagnosis and associated formulation
Dear [Title + Name / Team],
I am writing about information I have been given that my health record is being amended in a way that removes or replaces aspects of my previous clinical assessment outcome.
On [date], I received an autism assessment outcome from [service/clinician]. In the written report/letter, my profile and support needs included reference to a demand-avoidant profile (sometimes described as PDA / extreme demand avoidance) as part of my autism presentation.
I have since been informed by [service/clinician] on [date] that [describe what you were told: e.g., “PDA is being removed from my record” / “my autism diagnosis is being changed/replaced with…”].
I am requesting the following, in writing:
1. Confirmation of what changes are being made
Please specify precisely:
· Which record entries are being amended (including any diagnosis/problem list codes and any narrative text).
· The date the change will occur / has occurred.
· The name, role, and service of the professional authorising the change.
2. Clinical basis and process
Please confirm:
· Whether the professional proposing the change has reviewed my full original autism assessment report dated [date].
· Whether this change is based on a new comprehensive assessment, and if so, what assessment was performed and by whom.
3. Record integrity and auditability
I understand NHS guidance expects amendments to health records to be made transparently, with a clear indication of who made the change, when, and why, rather than erasing prior entries.
Please confirm how this will be ensured in my record.
4. If there is a difference of clinical opinion
If the issue is that a later clinician holds a different formulation, I request that:
· My original diagnosis/report remains part of my health record, and
· Any differing opinion is recorded as an additional entry or addendum, clearly attributed and dated, rather than deleting earlier clinical conclusions.
The ICO notes that where an initial diagnosis existed and later findings differ, it may be appropriate that records include both the initial diagnosis and later findings as part of an accurate account of care.
5. Access to records
Please provide me with copies of:
· My original autism assessment report and associated correspondence held by your service, and
· My current problem list/diagnostic codes as held in your system (or confirm how I can access these).
Finally, I want to be clear that the demand-avoidant formulation within my autism profile has been important for my understanding, self-management, and mental wellbeing. Removing it without transparent clinical reasoning and due process risks harm and may undermine appropriate adjustments and support.
Please acknowledge receipt of this letter and respond within your usual information governance/records timeframe. If needed, I am willing to discuss this with an appropriate clinician and/or your Patient Advice and Liaison Service (PALS).
Yours sincerely,
[Your name]
[Preferred contact details]

