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Dear

Regquest Under Freedom of Information Act 2000

Thank you for requesting information under the Freedom of Information Act 2000, please see response
below

FOI Request: Transthyretin Amyloidosis (ATTR) Information, May-26

1. How many new patients have been diagnosed with wild type Transthyretin Amyloid Cardiomyopathy
(ATTR-CM) in your Trust in the last 4 months?

2. How many new patients have been diagnosed with hereditary Transthyretin Amyloid
Polyneuropathy (ATTR-PN) in your Trust in the last 4 months?

- We are unable to run reports by diagnosis

3. What is the total number of patients with wild type Transthyretin Amyloid Cardiomyopathy (ATTR-
CM) being treated in your Trust?

4. What is the total number of patients with hereditary Transthyretin Amyloid Polyneuropathy (ATTR-
PN) being treated in your Trust?

- We are unable to run reports on what treatment a patient receives.

5. Of the newly diagnosed wild type ATTR-CM patients, how many were initiated with the following
treatments

Vutrisiran

Tafamidis 61mg

Acoramidis

Enrolled in a clinical study

6. Of the newly diagnosed ATTR-PN patients, how many were initiated with the following treatments
Vutrisiran

Eplontersen

Enrolled in a clinical study

- The data held by Pharmacy is not linked to indication therefore we cannot answer questions
about treatments of specific conditions.

7. What is your Trust’s protocol for confirming diagnosis of ATTR patients? Is diagnosis confirmed
by your Trust or the National Amyloidosis Centre (NAC)? - Diagnosis is confirmed at the Trust

8. Of the diagnosed patients, how many had their diagnosis made/confirmed
In your Trust

By the National Amyloidosis Centre (NAC) London or Midlands

- See response to questions 1 and 2
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9. How many patients have been confirmed for treatment initiation either
Virtually

In person

- See response to questions 3 and 4.

If you are dissatisfied with our response, you have the right to appeal in line with guidance from the
Information Commissioner. In the first instance you may contact the Information Governance Manager
of the Trust.

Information Governance Manager
Trust Headquarters

Russell’'s Hall Hospital

Dudley

West Midlands

DY1 2HQ

Email: dgft.dpo@nhs.net

Should you disagree with the contents of our response to your appeal, you have the right to appeal to
the Information Commissioners Office at.

Information Commissioners Office
Wycliffe House

Water Lane

Wilmslow

Cheshire

SK9 5AF

Tel: 0303 123 1113
WWww.ico.org.uk

If you require further clarification, please do not hesitate to contact us.

Yours sincerely

Freedom of Information Team
The Dudley Group NHS Foundation Trust
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