Study Title: National Congenital CMV Registry

Date: 27/03/07 (Version 1.1)

Letter requesting information from Audiologists






Dear Dr………………………..…                                                  Date:……………….

Short study title: National Congenital CMV Registry
Study title: A National Registry of Babies, Infants and Children Under 5 Treated for Congenital Cytomegalovirus (CMV) Infection.

The parent/guardian of your patient …………..………………..…….has given their consent for him/her to be entered into this study. 

This is a surveillance study of babies, infants and children receiving treatment for congenital CMV.  Information will be entered regarding the above child’s symptoms, treatment and blood test results onto a web-based database.  

To ensure accurate data collection I would be grateful if you could complete the attached form relating to hearing data that we may not have access to in our clinical notes.

Forms should then be returned to Dr S Luck, Dept of Virology, Royal Free Hospital, Rowland Hill Street, Hampstead, London, NW3 2PF.

If you have already entered this baby’s details onto the registry please can you let us know so that data is not duplicated.   

A copy of the Patient Information Leaflet is enclosed for your perusal.  Should you have any further questions relating to your patient’s participation in this study, please contact myself or Dr Sue Luck: email sluck@doctors.org.uk or tel 0208 7253922.  

Yours sincerely

Dr ………………….

Hearing data for children with congenital CMV known to have hearing impairment.  

Child’s name: ___________________________
Date of birth:_________________

Referring hospital: _______________________

Date of completion: _______________________

Sensorineural Hearing Loss (SNHL)1 detected?  
Yes / no / not recorded


(circle appropriate response)

Ear(s) affected?




Right only / Left only / Both  

Hearing loss detected on Newborn Hearing Screen?  



Right: yes / no / not recorded  


Left: yes / no / not recorded
If yes, Oto-acoustic emissions present?
If yes, Oto-acoustic emissions  

Yes / no 
present?:  yes / no

If No, age of onset of hearing loss (months)?

Right:
Left:
	Initial ABR thresholds (dBnHL)?            Date of assessment:  

	Please circle ac or bc2
	Right (insert value)
	Left (insert value)

	Click ac / bc
	
	

	1KHz Tone pip/burst ac / bc
	
	

	0.5 KHz Tone pip/burst ac / bc
	
	


Did the test results fit with auditory neuropathy/dysynchrony?3

Right:  yes / no / not recorded
Left: yes / no / not recorded

Current Severity/ audiometric pattern? 4


Right: 
(circle appropriate response)


Left: (circle appropriate response)
mild / mild-moderate / moderate /


mild / mild-moderate / moderate /

moderate-severe / severe / severe-profound /

moderate-severe / severe/ severe- profound





profound / profound

high-frequency sloping/
high-frequency sloping/

low-frequency sloping/
low-frequency sloping 

mid-frequency/ flat
mid-frequency/ flat

If soundfield results only: 

Mild / mild-moderate / moderate / moderate-severe / severe / severe-profound / profound 

High frequency sloping / low frequency sloping/mid-frequency/flat

Has sensorineural hearing changed since birth?  




If yes details e.g. has it progressed5, improved6, fluctuated7 with time or treatment? 

Right:






Left:

Yes / no …………………………………….

Yes / no……………………………..

……………………………………………..

………………………………………

	Most recent behavioural hearing thresholds?      Date of assessment: 

	Please circle ac / bc2
	Right (value)
	Left (value)
	Soundfield (value)

	0.5 KHz (dBHL) ac / bc
	
	
	

	1 KHz (dBHL) ac / bc
	
	
	

	2 KHz (dBHL) ac / bc
	
	
	

	4KHz (dBHL) ac / bc
	
	
	

	Other responses 

(please specify stimulus & sound intensity)
	
	
	


	Most recent ABR thresholds (dBnHL)?2            Date of assessment:

	Please circle ac/bc2
	Right (insert value)
	Left (insert value)

	Click ac / bc
	
	

	1KHz Tone pip/burst ac / bc
	
	

	0.5 KHz Tone pip/burst ac / bc
	
	


Other causes of SNHL? 



Yes / no / not recorded

(If yes, details if known)



……………………………………

Any other information?

………………………………………………………………………………………………

………………………………………………………………………………………………

Notes

1. Defined as air conduction (ac) thresholds >20dBHL for pure tones, or >30dBnHL for clicks or tone pips on auditory brainstem response testing (ABR) when middle ear function was normal, and as bone conduction (bc) thresholds >20dBHL for pure tones, or > 30dBnHL for clicks or tone pips on ABR, when middle ear function was abnormal

2. Please provide ac thresholds if middle ear function was normal and bc thresholds if middle ear function was abnormal (using high frequency tympanometry in infants <4 months old and standard tympanometry in infants >4 months old).
3. Defined as absent or extremely abnormal ABR and normal oto-acoustic emissions.

4. Defined using British Society of Audiology criteria: 

Mild: 21-40, Moderate: 41-70, Severe: 71-95, Profound: > 95dBHL 

5. Progression: most recent audiometric threshold poorer than previous audiometric thresholds by > 10dBHL for at least two frequencies for that ear.

6. Improvement: most recent audiometric threshold better than previous audiometric thresholds by > 10dBHL for at least two frequencies for that ear.

7. Fluctuation: consecutive worsening and improvement in audiometric thresholds >10dBHL during follow-up period, (in the absence of otitis media with effusion).
Thank you very much for your help with collecting this important data.

Please return these forms to Dr S Luck, Dept Virology, Royal Free Hospital, Rowland Hill Street, Hampstead, London, NW3 2PF.

PRINT ON HOSPITAL HEADED PAPER
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