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Pheochromocytoma Patient Welcome Packet

         Documents Required Before Coming to the National Institutes of Health (NIH)

a. Overview

b. Personal Essay

c. Questionnaires

II. While at the National Institutes of Health (NIH)

a. Travel and Lodging

b. Medications and Food

c. Allergies

d. Driving Directions

e. Security

f. Admissions

III. Evaluation at the National Institutes of Health (NIH)

a. Biochemistry/Blood Tests

b. Imaging

c. Urine Specimen

d. Genetic Testing

IV. Safra Family Lodge Form

V. Map

Documents Required Before Coming to the National Institutes of Health (NIH)

 **IF BELOW CRITERIA IS NOT MET YOU WILL NOT BE SEEN AT THE NIH**

There are seven very important documents that are needed BEFORE you come to visit the NIH:

1) Personal essay

2) Completed questionnaires

3) List of current medications

4) List of past surgeries (including dates)

5) Pathology slides and reports related to past surgeries

6) CD of past scans

7) Genetic testing results (If you have had genetic testing for pheochromocytoma all should be sent to the attention of Samantha Peters, Genetic Program Coordinator, Samantha Peters (peterssm@mail.nih.gov)
Information on the personal essay and questionnaires is provided below. Please email the essay, the list of current medications and the list of past surgeries to Karen T. Adams (adamskt@mail.nih.gov). Please mail CD’s and Pathology slides to Karen T. Adams at:

Karen T. Adams

NIH/NICHD

10 Center Drive Building 10

Room 1E-1-3140

Bethesda, Maryland 20892

Samantha Peters, Genetic Program Coordinator

NIH/NICHD

10 Center Drive Building 10

Room 1E-1-3140

Bethesda, Maryland 20892

Genetic testing results are to be faxed to Samantha Peters at (301) 402-4712. 

All must be completed before you come to the NIH for your evaluation. 

    



Personal Health Essay 

If you have a pheochromocytoma/paraganglioma lesion or have ever been diagnosed with pheochromocytoma you MUST complete this essay. If you are coming to the NIH for the SDHB Family Screening Program, you DO NOT need to complete this essay.  

If you have not already written an essay for us (this essay only needs to be written once), this must be done before arriving to the NIH for evaluation. This needs to be a thorough chronological story about your health, from the very first signs and symptoms to the present. This should include: when your first symptoms started, what those symptoms were, a thorough description of the symptoms, any treatment you have received relating to this disease, any other significant medical problems, your current disease state, your current symptoms and current medications. 

 Please include a history about all of your relatives and what they dies from if they are deceased.  Also include what country (s) your parents and grand parents originated from. 

Please be very detailed with your essay, the more information we have the better (for example, when talking about any given symptom tell us if the symptom would ever be triggered by anything, how long the symptom would last, how often you felt the symptom, etc THE MORE INFORMATION THE BETTER. 
Questionnaires

(TO BE COMPLETED BY ALL PATIENT’S)

Please be sure to completely fill out all questionnaires; an incomplete questionnaire will result in cancellation of your schedule. 

CAUTION: While completing the questionnaires on-line, the date MUST be saved at least every 5 minutes or all data will be lost!!!

All patients who have been diagnosed with a Pheochromocytoma/paraganglioma need to fill out the following two questionnaires:

1) First Presentation (when you were initially diagnosed and/or when the first Pheochromocytoma lesion appeared)
2) Current Issues (most recent issues)
To access the questionnaires please go to: http://pheo.nichd.nih.gov
SDHB Family Screening patients are required to complete the SDHB Family Screening questionnaire.        

To access the questionnaire please go to: http://sdhb.nichd.nih.gov
Please inform Samantha Peters peterssm@mail.nih.gov when you have completed the questionnaire so that she may check it for accuracy. 

                 All questionnaires must be completed prior to your visit to the NIH.  

For any questions regarding the questionnaires please contact Samantha Peters peterssm@mail.nih.gov 
While at the National Institutes of Health (NIH) for Evaluation

There are a few things to know before coming to the NIH for testing and treatment. Information regarding travel and lodging, medication restrictions and directions to the NIH are outlined below. 

For additional information about the clinical center resources for patients please see the following website: http://clinicalcenter.nih.gov/participate/patientinfo/services.shtml
Travel and Lodging

Unfortunately, the Pheochromocytoma protocol does not cover travel or lodging expenses for trips to the NIH. We are able to accommodate most patients at the Safra Family Lodge (http://clinicalcenter.nih.gov/familylodge/) located on the NIH campus. Staying at the family lodge is not a guarantee and is scheduled by priority; one may be bumped from the lodge at the last minute. The family lodge can only be offered to patients who live more than 50 miles from the NIH campus. For those who choose not to stay at the Family Lodge, there are many hotels in the Bethesda, Maryland area that the NIH recommends. To learn more about hotels in the area please visit the NIH website (www.nih.gov). 

Safra Family Lodge

  Check In: After 3:00pm

  Check Out: Before 11:00am on the last day of your scans

  Confirmation Number: located on the top right hand corner of your schedule

It is your responsibility to call the Lodge, (301) 496-6500, 24 hours before your arrival to confirm your reservations. 

For further information about the Safra Family Lodge please visit the website at: http://clinicalcenter.nih.gov/familylodge/
See the form below that outlines the rules of the Safra Family Lodge

Children’s Inn (For Pediatric patients)

  Check In: Before 7:00pm

  Confirmation: Call Inn to make reservations and confirmation

  Phone Number: 301-496-5672

http://www.childrensinn.org/site/c.kkI1KiMXIvF/b.2001915/k.9D50/Home_Page_Content.htm
NIH shuttles to and from local airports: http://dtts.ors.od.nih.gov/patient_shuttles.htm
Hotels in the area: http://clinicalcenter.nih.gov/about/visitor/hotels.shtml
Food at the NIH and Around the Bethesda Area

  The Clinical Center houses two cafeterias, which can be found on the enclosed map. See the NIH website (www.nih.gov) for restaurants around the Bethesda area. 

Medication, Food, & Exercise Restrictions 
The following medications MUST BE STOPPED 14 days prior to your visit to the NIH:

· All H2 Blockers: (for stomach/digestive problems) Nexium, Pepsid, Zantac, Prevacid, Prilosec, Gaviscon, Axid (Nizatidine), Tagamet, Tums

· Tricyclic and other antidepressants, such as Amitriptyline (Elavil), Imipramine (Topfranil), Nortriptyline (Aventyl)

· Anxiolytics (for anxiety) such as Xanax, Valium, Trazodone, Ativan, and other anti-anxiety medications.

· Sleep aids such as Ambien and Lunesta

· Monoamine oxidase inhibitors (deprenyl), Phenelzine (Nardil), tranylcypromine (Parnate), Selegiline (Eldepryl)

· Blockers (selective) such as Doxazosin (Cardura), Terazosin (Hytrin), Prazosin (Minipress)

Other Medication Restrictions

· All Tylenol/acetaminophen products, including Excedrin, Percocet and hydrocodone, must be stopped a minimum of 5 days prior to your visit to the NIH.

· Labetolol MUST BE STOPPED for 6 weeks prior to your visit to the NIH

Food Restrictions

· No caffeine or decaf products for a minimum of 24 hours prior to your visit

· No spicy foods, bananas, cheese, and citrus fruits for a minimum of 24 hours prior to your visit

· NO ALCOHOL for 24 hours prior to your visit

· NO SMOKING (cigarettes or marijuana) for 24 HOURS prior to your visit

· No food after midnight on the days of your appointments; please drink water except on the day of your CT scan (you must be dehydrated for the CT scan, you get a much more accurate reading)

· No gum, mints or candy when fasting (appointment days)

If you have been diagnosed with a pheochromocytoma or paraganglioma, no exercise until your lesion/tumor has been removed and your catecholamines are down to a normal level.  Exercise increases catecholamine production.

Please take your medications even when fasting unless otherwise instructed. 

ALLERGIES
If you have an allergy to contrast dyes, please let us know at least 2 weeks prior to your scheduled appointment. We can order the blockade (medication), for you to start the night before the scan, which will prevent you from having an allergic reaction to the contrast dye.

If you have a pacemaker, any metal implants or cannot have an MRI scan for any reason, please let us know as soon as possible.

Driving Directions 

1) Entrance into the NIH campus for patient’s and visitors is on Wisconsin Avenue across from the Naval Medical Center, you will see signs for Patient & Visitor Entrance & Parking; you must enter through this entrance only.  After you pass through security, you will be directed to the CRC/Building 10 (this is where you need to go)

2) Please park in the Patient/Patient Visitors parking garage under the Clinical Center (building 10). This will be the P1 level of the parking garage. 

3) Enter the elevators (titled “South Elevators” on the map) on the P1 parking level and ascend to level 1.

4) Exit the elevators and take a left

5) Take a right down the main corridor 

a. Do not go through the sliding glass doors

6) The Admissions Office will be the first office area on your left. 

Security

To come into the National Institutes of Health you must first pass through security. This process can take 30 minutes to 1 hour. Your car will be searched and you will be required to provide a form of government issued identification (i.e. a drivers license or passport). You will then be given a visitors pass that you are required to wear while in the Institutes. Please note that alcoholic beverages are not permitted on government property and will be confiscated.  

Admissions

All new patients must go through the admissions process before their appointments. The admission process can take up to an hour and the patient will be required to fill out forms and meet with an admissions counselor. If you arrive at the NIH over the weekend you must go through admissions over the weekend to be ready for testing on Monday morning. 

        



 Gift Donations

Many patient’s and family members have asked how to donate financially to our pheochromocytoma/paraganglioma research protocol.  If you wish to make a donations, checks should be made payable to “NICHD Pheo Research Program” with an accompanying letter stating this money is being donated for the sole purpose to be used for pheochromocytoma/paraganglioma research.  If you wish a further explanation as to where your donation can be best utilized, i.e., genetics research, treatment research, fellowship/staff saleries, we would be happy to provide that information and requests are welcome.  Please forward the check to Karen T. Adams/NICHD, NIH/CRC Room 1E-1-3140, Bethesda, Maryland 20892

Evaluation at the National Institutes of Health (NIH)

We recommend that you arrive at your appointments (except for the day of your CT scan) well hydrated. When patients are well hydrated IV insertion is much quicker and less painful. Please increase your fluid (water, juices, milk) intake a few days before your first appointment to ensure proper hydration. 

Biochemistry/Blood Tests

When coming to the NIH you will be required to have your blood drawn for research purposes. A plastic catheter/IV will be placed in your arm and you will be asked to lie still in a dark room for 30 minutes prior to the blood draw. Blood draws ALWAYS take place at 5 South West Day Hospital (adult patients) or 3 North West Day Hospital (pediatric patients) unless otherwise noted. You may also be sent to 3 South West North Procedure Unit to have a plastic catheter/IV placed before your blood draw. Please do not go to Phlebotomy for your blood draw unless specified on your calendar.  

Imaging

*For imaging tests-Please let us know if you have any metal implants or a pacemaker as you are not to be scanned.*

All metal jewelry, piercing’s, belts, etc., need to be removed prior to any scanning. 
*If you are claustrophobic please let us know in advance. We have medication available that will relax the body allowing you to undergo the needed scans.*

It is the requirement of the radiology department that within seven days of any imaging studies (scan) you will be required to have your blood drawn. This is to ensure that your kidneys are functioning well enough to filter the contrast dyes from the scans. The blood that is taken on your first day at the hospital will be valid for seven days, after that however, you will be required to get your blood drawn again before more imaging can be done. 
Magnetic Resonance Imaging (MRI)

Food: There are no food restrictions with the MRI however we recommend you eat lightly prior to the scan to allow the contrast to disperse throughout the body

Time: 1 hr – Scan is split up by body part. Ex. An MRI of the neck will be done at a different time than an MRI of the chest. Each scan takes about an hour

Injection: There will be no injection 

Scan: Long tube. Entire body will be in tube 

Computed Tomography (CT) Scan

Food: Fasting; No eating or drinking water after midnight the night before (must be dehydrated)

Time: 2 hr – 1 hr to drink oral barium contrast and 1 hr scan

Injection: There will be no injection – only contrast dye to be ingested

Scan: Doughnut shaped machine. The body part being scanned will remain inside the tube

Nuclear Medicine Scans

Fluordopamine (FDA) PET Imaging (Research Scan)

Food: No eating 8 hours prior to scan; drinking water is encouraged

Time: 3 hr – after 2 hr will be asked to empty bladder

Injection: A plastic catheter/IV will be placed in the arm for contrast injection

Scan: Doughnut shaped machine. The body part being scanned will remain inside the tube

Fluorodopa (FDOPA) PET Imaging (Research Scan)

Food: No eating 8 hours prior to scan; drinking water is encouraged

Time: 1 hr 

Injection: A plastic catheter/IV will be placed in the arm for contrast injection 

Scan: Doughnut shaped machine. The body part being scanned will remain inside the tube

Fluorodeoxyglucose (FDG) PET/CT Imaging

Food: No eating 6 hours prior to the scan; drinking water is encouraged

Time: 2 hr – rest 1 hr after injection and 1 hr scan

Injection: A plastic catheter/IV will be placed in the arm for contrast injection

Scan: Doughnut shaped machine. The body part being scanned will remain inside the tube

99mTc-MIBI Imaging (Research Scan)

Food: No eating 3 hours prior to the scan

Time: 1.5 hr – 2 phases: 30 min 1st phase and 45 min 2nd phase

Injection: A plastic catheter/IV will be placed in the arm for contrast injection

Scan: Doughnut shaped machine. The body part being scanned will remain inside the tube

Bone Scan

Food: No food restrictions prior to scan

Time: After injection wait 3 hours, come back for 1 hour scan. 
Injection: A plastic catheter/IV will be placed in the arm for contrast injection

Scan: Camera moves around body

Octreotide Scan

Food: No food restrictions prior to scan

Time: After injection wait 4 hrs, 1 hr scan. Will be required to return the following day for 1 hr scan

Injection: A plastic catheter/IV will be placed in the arm for contrast injection

Scan: A machine that specifically detects the radioisotope will be used

I-123 Meta-Iodobenzylguanidine Scintiscan (MIBG)

Food: No food restrictions prior to scan

Time: 1-2 hr – 15 minute injection on day one; must come back in 24 hrs for a 1-2 hr scan; may have to come back in 48 hrs for another 1-2 hr scan

Injection: A plastic catheter/IV will be placed in the arm for contrast injection 

Scan: A machine that specifically detects the radioisotope will be used
Urine Specimen

A urine specimen, required for all patients, will be taken on the morning of your first appointment. Stephanie Fliedner, a researcher in our lab, will either be calling or e-mailing you to discuss the urine specimen. Please feel free to contact Stephanie should you have any questions regarding this test. 

Below you will find a form that needs to be completed on the day of your urine sample. The sample needs to be from your second urination in the morning and needs to be a midstream sample. You will bring the completed form to the hospital with you on the day of your blood tests and give it to the nurse. The nurse will provide you with a container and will collect it again when you have given the sample. 
!!! WOMEN, BE AWARE: if you are menstruating at the date you are scheduled for, please let us know. Appointment for urine collection must be postponed to another date.

Stephanie Fliedner

Office: (301) 594-0775        
Cell: (202) 374-7638 

Email: fliednes@mail.nih.gov
Genetic Testing

The NIH provides genetic testing for patients and family members affected with Pheochromocytoma. If you or any family members would like to meet with our genetic counselor Dr. Margarita Raygada on your next visit to the NIH, please contact Dr. Raygada directly to arrange an appointment. Dr. Raygada specializes with patients and family members who carry the SDHB and SDHD gene mutation.  Please cc Kathryn King, who works with Dr. Raygada kingkath@mail.nih.gov
Dr. Raygada’s contact information: 

Email: RaygadaM@mail.nih.gov or mr346j@nih.gov
Office Phone: (301) 451-8822
                     Pheochromocytoma/Paraganglioma Patient Organization

Pheo Para Alliance Organization www.pheo-para-alliance.org
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WHAT YOU SHOULD KNOW PRIOR TO ARRIVAL 

AT THE

SAFRA FAMILY LODGE 

AT THE NATIONAL INSTITUTES OF HEALTH (NIH)

· Check-in time is 3:00 PM- If you arrive earlier in the day, and a room is available, we will arrange an early check-in.  Our guest rooms accommodate a maximum of 4 people.  The Institutes authorize only one guest room per family.

· Check- out time is 11:00 AM.  Keys are to be returned to the Front desk at checkout.

· A Photo ID, that includes a current address, is required to be presented at check-in.

· This is a non-smoking facility.  There is a comfortable and pleasant smoking area outside of the lodge. 

· Alcohol and any illegal substances are not permitted on the NIH campus.

· We provide a fully equipped kitchen for your use.  However, you are responsible for the purchase of your food.  Provisions have been made for you to store perishable and non-perishable food in individual containers.  More information on our guidelines and rules is provided upon arrival.

· There is no Concierge Service provided at the Lodge.

· Each guest room floor has a laundry room for your use.  We provide detergent and softener at no charge to you. 

· Free local and long distance telephone service (within the continental U.S.) is available.

· Shuttle Service is provided between the Lodge, the Clinical Center and the Metro.  

· Free parking is provided at the Lodge and you will be given a permit to park in the Lodge parking lot.  

· All of the guest rooms are equipped with cable TV. 

· Each guest room has a safe, however, we encourage you to limit the number valuables you bring with you.  The Family Lodge is not responsible for lost or stolen items.

· The Lodge has a Business Center.  It is equipped with several computers (that have free Internet access), a fax machine and a printer.

· The Lodge also has a library and a fitness room provided for your enjoyment.


The Safra Family Lodge is a communal environment. We request that all guests be respectful of their fellow guests and of our staff.  It is our mission to make your stay with us as comfortable as possible.
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House Rules
Please be aware that the Edmond J. Safra Family Lodge is a Federal facility and all rules and regulations governing Federal facilities apply here.  

1. This is a NON SMOKING FACILITY including the garden areas and gazebos, too.  Smoking is permitted only in one designated area, which is the patio outside rooms 114 and 116.*

2. Alcohol and drug use is forbidden in the Lodge.  No weapons of any type may be brought to the NIH campus and into the Lodge.*

3. All items in the Lodge, including furniture and furnishings, decorative items,  dishware and silverware, televisions, radios, etc., are the property of the United States government and removal of these is a Federal offense.*

4. Food is not permitted in your guest room, living room, library, business center, exercise room, second and third floor lounges.  All food is to be consumed in the kitchen or in the patio areas.

5. Please be respectful of other guests and keep the volume of your TV and/or radio lowered.  Also, when walking in the guest room corridors keep your voices down so as not to disturb guests in their rooms.  All visitors to guests must leave the second and third floor by 10:00 p.m.  Visit may be continued on first floor until 11:00 p.m.
6. You must not give your card key to someone not registered at the Lodge.  You must sign in and sign out (at the main lobby desk) each time you arrive or leave.

7. Proper attire must be worn when not in your guest room.  Please no robes, bare feet or pajamas outside of your guest room.

8. Guests are responsible for securing their personal property.  Room safes have been provided in each guest room; please use these to secure valuables.  The NIH, the Clinical Center and the Safra Family Lodge will not be responsible for lost or stolen items.
*Offenses against these rules will call for the immediate removal of a guest from the Lodge.
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