 RRP GENETIC SUSCEPTIBILITY STUDY INSTRUCTIONS

Blood Collection 

Adults

Each family member, if possible, should submit a tube of blood containing 9 ml in each tube. If you experience any difficulty filling the tube, please send what you can.

Children

For children, try to get a full tube (9 ml). However, we will accept any amount of blood that you are able to obtain.

Venipuncture failed or declined

You may use Scope® Mouthwash. Several tubes of Scope® Mouthwash were shipped in the big box. Instructions are with the tubes of Scope®. Scope does not provide as much DNA as blood so please refrain from using unless essential.

If the blood is drawn in a family members’ doctor’s office or at a lab, please instruct them to submit the bill for the blood collection to us for payment and mail it to Allegheny General Hospital, ATTN: Tawanda Littlejohn, Center for Genomic Sciences, 320 East North Avenue, 11th floor South Tower, Pittsburgh, PA   15212  

Packing the Samples for Shipment

After the blood and biopsy specimens have been collected, all specimens must be sealed airtight. Please follow the steps below to ensure that all specimens are properly sealed for shipment. 

1. Place the tubes securely into the white polystyrene case (make sure each tube is labeled with the study code and for tubes of blood please specify the relationship to patient), lay the piece of cloth over the tubes and seal the case with tape. 

2. Place the sealed polystyrene case inside the red and white striped box marked “fragile-glass” and seal. Then put this box in the Federal Express Diagnostic Specimen bag and seal.

3. Place the sealed FedEx specimen bag and the completed questionnaire (and any Scope Mouthwash) inside the large paper “FedEx Pak” envelope and close.

4. Complete the Federal Express airbill and put it back into the plastic compartment that is already stuck on the “FedEx Pak” envelope.

STORE SAMPLES AT ROOM TEMPERATURE – Unless you have missed the FedEx pickup for that day, in which case please store in the refrigerator until FedEx come to pick it up. (principle: <24 hours at room temperature is OK but start to get appreciable degradation of DNA after 24 hours if at room temperature)

Mailing Instructions

For your convenience, we have supplied a partially completed airbill that will be billed to us, so that you can return the specimens at no cost to you. 

Please call Federal Express at 1-800-463-3339 for pickup. If it is convenient, we would appreciate a phone call to our office (toll-free) at 1-888-887-7729 when the sample is shipped. 


Contents of each “complete triad” kit

Polystyrene container with protective liner

Folded cardboard box to contain polystyrene box

3 yellow-top tubes

1 TRIzol tube

1 FedEx return mailing label

1 FedEx diagnostic bag

Scope® Mouthwash supplied separately and are not present in the actual “complete triad” kit.

Documents

“Flowsheet for RRP Specimen Collection”

Form (“Recurrent Respiratory Papillomatosis Genetic Susceptibility Worksheet”)

Form (“Parent’s Questionnaire” or “Patient's Questionnaire” for adult onset)

Envelope (“Privacy Envelope for Questionnaire”)

Flyer (“Recurrent Respiratory Papillomatosis Research Study”)

“Blood Collection” instructions

“Derkay/Coltrera Staging System”

“Material Safety Data Sheet” for TRIzol

{“Handling of Scope Mouthwash” instructions is supplied separately (in the box of buccal brushes) and is not present in the actual “complete triad” kit}


Contents of each “outside” kit

Polystyrene container with protective liner

Folded cardboard box to contain polystyrene box

4 yellow-top tubes

1 FedEx diagnostic bag

1 FedEx return mailing label

Scope® Mouthwash is supplied separately and is not present in the actual “complete triad” kit.

Documents

“Flowsheet for RRP Specimen Collection”

“Blood Collection” instructions”

{“Handling of Scope Mouthwash” instructions is supplied separately (in the box of buccal brushes) and is not present in the actual “complete triad” kit}
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Identify patient with RRP

·

Obtain assent from patient, and consent from mother 

and from father

·

Surgeon to keep all consent forms

Generate 8 Character Code :

first letter of surgeon’s first name, first letter of surgeon’s middle name, first letter of surgeon’s last name

day of month on which surgeon was born (valid from 01 to 31)

sequentially number new patients -record number in ### format (first patient of a particular surgeon will be 001)

Patient in OR:

draw yellow-top 

tube of blood

label tube with code 

and the word 

“patient”

Biopsy several 

pieces (1*1*1mm) 

of papilloma

put in plastic tube 

containing Trizol

TOXIC

DO NOT SPILL

Biological Mother:

label yellow-top 

tube of blood with 

patient’s code and 

the word “mother”

Biological Father:

label yellow-top 

tube of blood with 

patient’s code and 

the word “father”

Package tubes 

Send by 

prepaid FedEx 

Other 

parent 

agrees

yes

Full brothers and sisters:

· draw yellow-top of blood from 

each, get assent and consent

· label tube with patient’s code, 

word “sibling”, year  and  

month of birth of sibling

no

Individual refuses 

venipuncture OR

failed venipuncture

Scope mouthwash 

specimen

Relation not present at 

time of patient 

venipuncture

Provide as many 

“outside” kits as 

needed

Relation has blood drawn at 

institutional laboratory or 

primary care office

Specimens sent 

directly from external 

site

Contingency 

Plans

Surgeon to complete questionnaire

Surgeon to create and secure a study code key:

code, patient's first name, last name, address, telephone number, 

medical record #

If questions or problems contact: Farrel Buchinsky, MD, Center for 

Genomic Sciences, Allegheny-Singer Research Institute, 320 E. North 

Ave, Pittsburgh PA 15212, Cell (412) 779-1073, fbuchins@wpahs.org

Flowsheet for RRP Specimen Collection

Caretaker to 

complete 

questionnaire 

and seal in 

envelope


Derkay/Coltrera Staging System

[image: image2.png]FOR EACH SITE, SCORE AS: O= NONE, 1= SURFACE LESION, 2=RAISED LESION, 3=BULKY LESION

LARYNX:
Epiglottis
Lingual surface____ Laryngeal surface_____
Aryepiglottic folds: Right___  Left____
False vocal cords: Right___  Left____
True vocal cords:  Right___  Left_____
Arytenoids: Left_____

Anterior commissure______
Posterior commissure.
Subglottis

TRACHEA:
Upper one-third___
Middle one-third___.
Lower one-third____
Bronchi: Right_.
Tracheotomy stoma_____

OTHER:
Nose.

Pharynx _
Esophagus____
Lungs__.
Other_





Total Score All Anatomic Sites =

If you are using the Otobase program, this score is displayed in the "cumulative exam score" field.


[image: image3.wmf]Trizol.pdf


_1202727685.unknown

