Consultant letter – version 1-26.10.09


[image: image1.png]5 Chatlenging genetic disorders

CeD ......



The National Chronic Granulomatous Disease Registry
[image: image2.png]UNIVERSITY OF
NEWCASTLE




[image: image3.png]Great Ormond Street m
Hospital for Children

NHS Trust



 




A collaborative study

Dear Doctor
National Chronic Granulomatous Disease Registry – Psychological impact and cost effectiveness of CGD treatment

Following the successful development of the National CGD registry in 2000 we are embarking on a second round of data collection. We are also planning on further developing areas that were not looked in to last time. As someone involved in the care of patients we would be grateful for your help.

Results from the previous study showed that although survival in childhood and early teens has improved from historic series the shape of the Kaplan Meier survival curve has not changed overall and many patients continue to have a diminished quality of life and foreshortened survival. Pilot data following haematopoietic stem cell transplantation and gene therapy have shown promise in patients with CGD with a seemingly marked reduction in hospital attendance following transplantation, compared with pre-transplant attendance, despite ceasing all antimicrobial prophylaxis. As CGD can be managed conservatively it is important to take a holistic view of outcomes in both those managed conservatively and those that undergo curative treatment, albeit one that has significant potential complications. There is very little published data on the psychological impact of CGD. However, one study of patients referred for psychological assessment indicated high rates of learning difficulties amongst this selected sample and therefore it is important to assess a more representative sample in order to establish the extent of psychological difficulties in this patient group. Whilst haematopoietic stem cell transplantation and gene therapy are expensive techniques, the healthcare costs are not on-going for individual patients following a successful procedure, whereas non-transplanted patients have on-going healthcare needs with ongoing costs of prophylaxis, frequent hospital admission for investigation and treatment and loss of time at work. As there are no comparative data, it is currently not clear whether conservative management or HSCT are the most effective treatment in terms of clinical outcome, quality of life, psychological health and health economics. 

This study aims to address these issues and we would be grateful for your cooperation in recruiting potential participants. We are looking to gather up to date information on patients previously recruited for the registry. We would also like to know about any patients diagnosed since 2000, who will not have been included in the registry, and any patients who have died since 2000.

Following consent from patients and appropriate local R&D approval we would like to send a researcher to obtain up to date clinical information from the notes of patients including: infections, complications, growth parameters, medication, surgery and curative treatment if undertaken. We will also be asking patients (or parents of children) to complete questionnaires about mental health and quality of life. We will invite patients for a brief interview, lasting no more than 30 minutes to assess their IQ. Patients/parents will receive feedback on the results of this assessment with a full explanation of its meaning and referral for support where appropriate.

This information will be used to update the CGD registry and calculate current incidence and mortality rates. It will provide important information about physical and mental health as well as quality of life. Finally we will use information gathered to calculate cost of treatment per Quality Adjusted Life Year (QALY) for conservative and curative treatment.

The CGD registry is stored in a secure location in a hospital in Newcastle. All data to be collected will be handled in a confidential and lawful nature. In particular, we use a relational database to separate identifiable data from that used in research, with a numeric identifier rather than identifiable information.

We would be grateful if you could inform us if you are caring for any patients with CGD that may be interested in participating in the study. Please use the attached form to tell us how many CGD patients you look after and their ages. We will then provide you with appropriate information packs to make available to them.

Once you have provided information packs to patients we would be grateful if you could gain their permission to notify us of their name and date of birth, to prevent provision of further packs via other clinicians.

If you require any further information please contact

Senior researcher
Dr Theresa Cole





4th Floor, Sir James Spence Institute





Royal Victoria Infirmary





Queen Victoria Road





Newcastle





NE1 4LP





0191 256 3099





email: theresa.cole@ncl.ac.uk

Project supervisor
Dr Andrew Gennery





Senior Lecturer/ Consultant in Paediatric Immunology





Paediatric Immunology Dept





Newcastle General Hospital





Westgate Road





Newcastle





NE4 6BE





0191 256 3099





email: a.r.gennery@ncl.ac.uk

Yours sincerely

Dr Theresa Cole

Name…………………...

Hospital…………………. 

National Chronic Granulomatous Disease Registry – Psychological impact and cost effectiveness of CGD treatment


1. I am not currently caring for any patients with CGD


2. I am looking after patients with CGD 


number of adult patients:                        


number of patients age 11- 15:


number of patients age 6 – 11:


Number of patients age <6:


3. I have previously cared for patients with CGD who have died since 2000

Please return to:
Dr Theresa Cole

Research Associate

4th Floor, Sir James Spence Institute

Royal Victoria Infirmary

Queen Victoria Road

Newcastle

NE1 4LP







4th Floor


Sir James Spence Institute


Royal Victoria Infirmary


Newcastle NE1 4LP








