
Galactosaemia Support Group Register 

5 Granville Park 

Aughton     

Ormskirk 

 Lancs L39 5DS 

 

Date as postmark                                            

                                                                   

 
Dear Parent / Adult with Galactosaemia 

 

Your child/You were diagnosed with having a rare condition called galactosaemia. It would be 

helpful to know how many people have galactosaemia, and to be able to contact them for research 

projects concerning galactosaemia.  For this reason, the Galactosaemia Support Group is 

collecting a register of patients with galactosaemia for the whole of the United Kingdom. Please 

read the enclosed information. 

 

If you give your consent, we will add  your child’s/your name to this register, along with some 

basic information - the date of diagnosis, date of birth, sex and contact details such as address, 

hospital number, and hospital consultant. This information will be kept strictly confidential. It 

will only be released to people directly involved in galactosaemia research and only after 

obtaining your permission.  

 

 

In the future, would you be happy for us to contact you about research projects? This would not 

commit you to participating in any research. We would only send you information about research 

projects approved by the Medical Advisory Panel of the Galactosaemia Support Group. After 

reading this information, if you are happy to be contacted by the researcher, we would give them 

your contact details. You do not have to agree to take part in the research. 

 

If you would like us to be included on the register, please complete the consent form  and 

questionnaire and return  to:- Pat Portnoi, GSG Coordinator, 5 Granville Park, Aughton, 

Ormskirk, Lancs, L39 5DS. Please keep a copy of the consent form for your records. If you need 

to update your details, please let me know if there are changes. You can use email to send your 

forms but it is not recommended  by data protection, as it is less secure.  

 

If you have any questions, please contact me using the address or e-mail address below. You can 

also speak to your metabolic consultant, who knows about the register.  If you do not give 

consent, no information will be held on the register, and this will not affect your child’s/your 

management in any way. 

 

Yours sincerely 

 

 

 

Pat Portnoi    

 Coordinator of the Galactosaemia Register        
pat.portnoi@btinternet.com 01695422247 

 

 

Galactosaemia Support Group:- 31 Cotysmore Road, Sutton Coldfield, B75 6BJ

mailto:pat.portnoi@btinternet.com


 

 
 

 

ABOUT THE UK GALACTOSAEMIA REGISTER 

 
 

What is a register? 
 
A register is essentially a list of patients with a certain disease or condition which 
is held centrally. Anyone holding a register of patients has to operate with the 
strictest confidentiality. This register is run in accordance with the GDPR and has 
taken advice from COREC (Central Office of Research Ethics Committees) and 
the NIGB (National Information Governance Board) to ensure data is handled 
appropriately. 
 
What is the purpose of this register? 
 
For very rare diseases, registers are one of the only ways that research into the 
disease can be carried out. This is because patients are usually spread out 
throughout the country under the care of local doctors who never see enough 
patients with the same disease to be able to carry out research. Also, for many of 
these conditions, research needs to be carried out over a long period of time 
before any useful results can emerge.  Holding a register means that that there is 
information about a large number of patients with the same condition. 
 
Why was the UK Galactosaemia register set up? 
 
Galactosaemia is a very rare inherited disease and only 10-20 children are born 
in the UK with the condition every year. Because it is so uncommon a register will 
help collect information about patients born with galactosaemia throughout the 
UK.  Between 1994-2002, a galactosaemia register was run, collecting a large 
amount of information on all children born between those years. The funding for 
this ceased in 2002 and data has not been collected since. A new simpler 
register is now being run that is collecting data on anyone who has 
galactosaemia- baby, child or adult.  



 
The Galactosaemia Support Group1, the UK patient support group, is funding the 
register. This data will be held centrally, and if a research worker wishes to 
conduct research into galactosaemia, the database will provide a source of 
information about patients in the UK.  However, being included in the register 
does not automatically mean that you have to participate in research into 
galactosaemia, although you may receive information from time to time about 
research projects.  
 
 
What information will be collected? 
 
The information collected will be name, address, NHS number, sex, date of birth, 
name and address of consultant, and date of diagnosis. 
 
 
How will the register work? 
 
The register data will be held centrally.   Anyone wishing to use the register must 
first contact the Medical Advisory Group of the GSG with an ethically approved 
research protocol, to have their project approved. The register coordinator will 
then contact those on the register and ask them if they would like to receive 
information about this specific research project. Once individuals have agreed, 
only then will the research worker contact people directly with details of the 
research. 
 
How will this help others with galactosaemia? 
 
The main purpose is to hold contact details for those born with galactosaemia. 
This makes it easier to identify and recruit patients for research in galactosaemia. 
There is much that is not known about galactosaemia and its long term 
outcomes, and further research will help to provide information on clinical 
management now, and on outcomes in the future. 
 
How do I join? 
 
 
Information packs and forms are available from:- 
 
  Pat Portnoi   or Galactosaemia Support Group website   www.Galactosaemia.org 

  Register Coordinator   

  5 Granville Park Aughton 

  Ormskirk 

  Lancs L39 5DS  
  Pat.portnoi@btinternet.com     Thank you for your help!

                                                 
1
  Galactosaemia Support Group        Contact Address:- 31 Cotysmore Road, Sutton Coldfield, West Midlands 

B75 6BJ 

http://www.galactosaemia.org/
mailto:Pat.portnoi@btinternet.com


GALACTOSAEMIA SUPPORT GROUP REGISTER 

 

 

CONSENT FORM 

 

 

 

I …………………………………………     agree to my inclusion on the UK 

 

 Galactosaemia Support Group Register.  If under 18 years then authority is given by 

 

………………………………………………….. mother/father/other ( please delete as appropriate) 

 

 

I allow/do not allow   ( please delete as appropriate) you to contact me in the 

future to ask about taking part in research projects on galactosaemia that are approved by  

the Galactosaemia Support Group Medical Advisory Panel. 

 

 

 I understand that this information will be kept confidential. 

 

 

Signature…………………………………………………… Date ……............................... 
( if under 18 signature of parent/carer) 
 

Name (capitals please)…………………………………………………………………….. 
 

Address……………………………………………………………………………………. 
 

…………………………………………………………………………………………….. 
 

…………………………………………………………………………………………….. 
 

 

 

 
Please return this form to:- 

Pat Portnoi GSG Register Coordinator, 5 Granville Park, Aughton, Ormskirk, 

Lancs L39 5DS  in the envelope provided. 

Please keep a second signed form for your records. 

 
 

The Galactosaemia Support Group
2
 Register conforms to GDPR, and has taken advice from COREC 

(Central Office of Ethics Committees) and the NIGB (National Information Governance Board) to ensure 
data is handled appropriately.

                                                 
2
 Galactosaemia Support Group         Contact address:   31 Cotysmore Road,   Sutton Coldfield,  

West Midlands  B75 6BJ 



UK GALACTOSAEMIA REGISTER 
 

 PATIENT INFORMATION QUESTIONNAIRE 
(when consent has been given) 

 
Name of patient with 
galactosaemia………………………………………………………. 
 
Date of birth …../…../…..   Sex  Male/female 
        Please delete as appropriate 
 

Date of diagnosis.…./….. /…..       NHS number………………… 
 
Contact Address……………………………………………………… 
 
…………………………………………………………………………. 
 
 
Name of Consultant………………………………………………….. 
 
Hospital…………………………………………………….................. 
 
Address of Hospital…………………………………………………... 
 
………………………………………………………………………….. 
 
 
 
 Name of Person reporting…………………………………………… 

 

Parent/Self /Other............................................................................ 
(please circle as appropriate) 
 

Date.…./…../…..   
 
If your details change please send changes to the Coordinator  
Please return this form in the reply paid envelope to; 
Pat Portnoi 
Galactosaemia Register3 Coordinator   5 Granville Park Aughton 
Ormskirk      Lancs  L39 5DS      

                                                 
3
  Galactosaemia Support Group             Contact Address:- 31 Cotysmore Road Sutton Coldfield, 

B75 6BJ 



 Phone:     01695 422247                      email:  pat.portnoi@btinternet.com 

mailto:pat.portnoi@btinternet.com

