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CHB/BWH Adult Cystic Fibrosis Program

Inpatient Admission Information for Brigham and Women’s

Adult Cystic Fibrosis Patients

Welcome to Brigham and Women’s Hospital. This information packet will help you with what to expect while you are here, and may also provide some suggestions to make your visit more enjoyable.  You will likely be admitted to 14A, B, C or D, which is on the 14th floor of the Tower building in the main hospital.  

Admission process

The Scharf Admitting Center is located in the Schuster Lobby at the main entrance at 75 Francis Street, behind the information desk.  A receptionist will direct you to an admitting interviewer who will complete your admission paperwork, obtain and/or confirm insurance and other information.  
The wait in admitting can sometimes be long and may occasionally take a few hours.  Admitting personnel need to get your insurance information and call your insurance company for approval before you are brought to your room and when possible this process may be started in advance of your arrival.  Although a room may be assigned to you, another potential delay may occur if your room is still occupied by another patient who is in the process of being discharged, in addition to the time it takes for the room to be cleaned and prepared for you.  We will do our best to provide you an optimal arrival time to minimize your wait.  We understand that it can be frustrating to wait when you are sick, but when possible, it is much better to be admitted directly through the admitting office than having to go through the emergency department.  Don’t try to “beat the system” by showing up later than the admitting staff expects you since this can result in your room being given to someone else and may result in an even longer wait. After registering, you may provide the admission office a cell phone number where you can be quickly reached so that you can wait outside the immediate waiting area of the office. You will need to maintain the usual infection control precautions and recommend that you remain on the main floor. 

You may also be admitted to the hospital through the Emergency Department. If your symptoms require immediate attention or you have been instructed by the CF team to go to the Emergency Room, the Emergency Department physician, in consultation with our team, may determine that your condition requires you to stay in the hospital, based on the examination he or she performs, along with any blood tests and x-rays that you may have performed.  It may take some time before we are able to move you out of the emergency department to a bed on the 14th floor.  

Once you arrive on the hospital floor, you will need to answer a standard set of admission questions. The nurse, in addition to a physician/physician’s assistant/nurse practitioner will need to talk to you, examine you and fill out forms.  The pulmonary doctor on service may see you on the day of admission or the next day.  If you are admitted late in the day or at night, be prepared that with admission exams, orders, IV placement, medication, blood work, additional tests, etc., you may not get a lot of sleep the first night! It may take several hours before your medications are administered. (The aim is to get you started on your care as soon as possible so IV, PICC, X-ray may happen late). Also, food must be ordered before 8pm, so if you are admitted late, buy some food to bring with you to your room.

All CF patients will be placed on enhanced contact precautions whether or not you are colonized with resistant bacteria.  Staff who come into your room or examine you will be wearing gowns and gloves to avoid transferring bacteria from you or to you from other patients.  Please refer to appendix on infection control for more details. 

When appropriate, we will encourage you to complete intravenous antibiotics and remainder of your cleanout at home. We will determine timing of discharge based on multiple factors and most importantly based on the status of your health. In addition to prescriptions for your medicines, our respiratory therapists and nutritionists, among other services, will prescribe you airway clearance and nutrition plans to implement beyond your cleanout. Our nurse practitioner and/or discharge coordinator will help set you up with a home health care agency and VNA (visiting nurse) to facilitate the transition to home. We will make sure you are well equipped to administer antibiotics, and are well enough to take care of your PICC or Port-a-Cath and yourself before going home. 

Parking

When you arrive at the hospital, you may park your car in the underground garage at the 45 Francis Street entrance or with the valet parking attendant available at each hospital entrance (valet is slightly less). Parking is unfortunately very expensive and parking outside of the garage is also not recommended. It is best not to keep a car here, if at all possible.

Visitors

The hospital appreciates the need of our patients to have visitors and the need for family and friends to provide support to their loved ones in the hospital.  In respecting the care and comfort of our patients, visitors are generally welcome from 1pm -9 pm.  All visiting children must be over the age of 12, though exceptions can be made for our patients’ own children.  The CF Foundation recommends that CF patients not visit with each other inside or outside the hospital because of the risk for transmitting drug resistant bacteria and this holds true during your admission. Please talk with the CF team if you have questions about specific situations.

Meals
You will choose all of your meals from a menu that is provided to you. You will be written for high calorie, high protein meals. A nutrition assistant will collect completed menus each day.

Meal times vary, but general times for delivery are:
Breakfast: 7:30-9:30 am

Lunch: 12 pm-1:30 pm

Dinner: 5 pm-6pm

Room Service:

From 7am - 8pm you can call the kitchen and place your order for meals.  The kitchen will have whatever diet order was written on the diet order sheet you. It takes up to 45 minutes for the food to be delivered.  If you don’t order a meal, the guest service attendant (GSA) will come to see you after 8:30am for breakfast, after 1:30pm for lunch, and after 6:30pm for dinner.  
If you experience any problems with your meals please inform your nurse and he or she will contact the dietary department. You can also speak to your dietician and he or she can provide you with coupons for the cafeteria.  

The department of food services operates the cafeteria and café x-press.  They are both located on the second floor of the patient tower, at the end of the Pike. 

Cafeteria hours:

Monday through Friday


Saturday and Sunday

Breakfast/Morning: 6:15 am-10:30 am
Breakfast/morning: 6:15 am-10:30 am

Lunch: 11:15 am-2:30 pm


Lunch: 11:15 am-2:30 pm

Snack/Dinner: 2:30 pm-8 pm


Snack/Dinner: 3pm-8pm

Late night: 8pm-11:30 pm


Late night: 8pm – 11:30 pm
Au Bon Pain (open 24 hours) and Pat’s Place are also available for your convenience.

Internet Access

Wireless connection is now available in the rooms. Dial up service is also possible, but Ethernet access is not available. In the event you are not able to bring your own laptop computer, we will soon be purchasing laptops for inpatient use thanks to the generous donations from other families to make your stay more enjoyable. Due to enhanced contact precautions designed to protect you from opportunistic infections, visiting the family room and its Internet connection is not acceptable under any circumstances.  
Phone

Look at the bulletin board in your room for updated phone/TV information.  The phone number to your room phone is also located on the bulletin board.  Telephone calls within Massachusetts are free – excluding calls made to area code 413.  To make telephone calls to area code 413 or to locations outside of Massachusetts you must dial 9+0+0 to access an MCI/Verizon operator who will help you charge long distance calls to your credit card or make a collect call. (NOTE: Operator assisted calls may include significant connections fees so please listen and follow the prompts.) If you would like to use a calling card you must dial 9 and then follow the instructions provided on your calling card. Your family and friends may obtain your bedside telephone number by calling patient information at (617) 732-5500. Cell phones can be used on 14ABCD, but not other areas of the hospital since they can interfere with important medical equipment.  Be sure to ask hospital personnel before using a cell phone in other areas of the hospital.

Television
Brigham and Women’s Hospital offers free broadcast of television channels that cover a variety of options as well as free access to a limited number of movies. A full listing can be found when you turn your television on in your room.  

Newspapers

The Schuster Lobby and the Cabot Atrium have newspaper stands.

Hospital Inpatient Medical Team/CF Team
The team directing your care in the hospital will be the Adult CF Team.  This includes an attending physician who is specialized in Pulmonary Medicine/CF, a Physician’s Assistant and a Nurse Practitioner.  The Physician Assistant (PA) is your primary hospital provider and will enter orders in your chart, examine you daily and arrange for any required tests.  If you have a question about your medication, want to know what your x-ray showed, or have a sudden change in how you are feeling, you should speak to your PA.  The CF team is in direct contact with your primary pulmonologist to discuss the plan for your hospital stay. Daily patient rounds will begin after 8AM.

· Rounds on the first day will include introduction to our multidisciplinary team (pulmonologist, nurse practitioner, physician assistant, nurse, respiratory therapist and possibly your nutritionist and physical therapist). Each member of the team will discuss his or her role in your hospitalization, working with you to make your stay more efficient and effective one. Please do not hesitate to ask questions or provide suggestions while putting together your treatment plan.

· Please see appendix at end to review ‘typical day schedule’ on the service. As possible, team members will sign up (i.e. make an appointment) on schedule posted in your room to help ensure delivery of care without conflicting with consulting teams and help you plan your day (and your meals). Please direct people to sign up and your nurses will help you in this regard.

· Vital signs will occur around 8AM (no vitals between 10PM and 8AM unless otherwise specified). When necessary, blood sugars will need to be monitored before meals and at night (and not sooner than 2 hours following a meal unless specified) using the hospital glucometer. Please note that PCA’s (Patient Care Assistant) will be working with your nurse to gather vital signs, EKG’s and blood sugars. You may coordinate timing with nurse or nurse’s aide, as possible. 

· Lower extremity deep venous clots (or DVTs) can complicate care of hospitalized adults and we will prophylactically require either the daily subcutaneous injection with a blood thinner or compressive boots while in bed, based on clinical symptoms. Please feel free to ask questions as this is something new for many of our CF patients.

· If you are leaving the floor, you must check with your nurse to simply make sure there are no unexpected plans not previously communicated and to confirm you will be back in time for your next treatment/consultation. It is ultimately your responsibility to make sure you do not miss any treatments and unfair to have your nurses try to find you. You may venture outside if weather permits, but not beyond the main campus grounds. Permission for limited leave of absence will be considered on a case-by-case basis. 

· Please see section on infection control (Appendix C)

Nurses
All the nurses on the 14th floor have had training in CF care and have been taking care of CF patients for at least the last few years.  Be sure to ask your nurse if you have any questions or concerns and he/she will be able to direct you to the best person to talk with.  As stated above, if you need to go off the unit, please check with your nurse to ensure that medications or Chest PT is not due.  On each nursing unit there is a Nurse Manager available to assist you as necessary.  We are all part of a team dedicated to help you with your hospitalization.

Respiratory Therapy/Airway Clearance Therapy

There is a team of respiratory therapists dedicated to performing Chest Physiotherapy (CPT) on all inpatients with CF. Manual CPT and other airway clearance techniques are equally as important as delivery of intravenous antibiotics and other treatments, thus all attempts should be made to avoid missing such therapies when possible. You should expect to begin Chest PT on the day of admission or the next morning if you arrive late in the day (please see appendix for further details). 

One of your respiratory therapists will join us on the first day of rounds and will help draw out CPT plan for the remainder of your admission.

· The therapist will see you in your room at least twice a day with first therapy occurring between 8-10AM

· They will also train you to perform independent airway clearance techniques (High frequency chest compression or Vest, airway oscillating devices i.e. acapella, others) to complete an additional 1 to 2 sessions a day (total of 3-4 sessions/day). 

· If you have a preference for the type of treatment, speak to the respiratory therapist who will try and accommodate your wishes. 

· We also recommend that you get up and walking around as much as possible while in the hospital, ideally during off-peak hours and once again please discuss/check in with your nurse (and put it on your schedule!). 

· We recently surveyed multiple adult CF centers and reviewed the literature to make sure we are providing exceptional care. Please see appendix for general information on airway clearance and share your thoughts and experiences with us as continue to make improvements.
Physical Therapy
For patients that are going to be hospitalized for more than a few days, you may be seen by a physical therapist for exercise.  Since there is no gym that can be dedicated to CF due to infection control concerns, we have a portable treadmill that can be wheeled into individual rooms.  The physical therapist will evaluate you and then give you recommendations for your treadmill program.  A stationary bike is also available at your request.
Nutrition
You will see the 14th floor nutritionist during your stay. They will monitor your weight, nutrition and vitamin needs while you are in the hospital and will also help to make sure you are receiving the correct menu and diet and any additional snacks.  They are also the only ones who have access to cafeteria tickets. Please ask your nurse to call the dietician if you have any issues to discuss. They are available to discuss diabetes management, as well as concerns regarding weight. 
Social Work

You will see your adult CF social worker while you are hospitalized.  The social worker can help address personal issues with you and help navigate insurance related concerns. She is interested in hearing your experience at BWH as well as connecting you with various other resources. If your Mass Health insurance needs renewal or has lapsed, BWH Government Programs will contact you in your room.

Blood work you can expect
If you are on Tobramycin/Amikacin or Vancomycin, you will need antibiotic levels checked several times during your stay.  These levels are checked before and after the medication is given. The levels can be drawn off a PICC (peripherally inserted central catheter) line if you have one, if you have a port-a-cath, you will need to have your blood drawn directly from a vein.

Other tests we will monitor on an every other day basis include: electrolytes, kidney and liver function, blood sugars and red and white blood cell counts.  Additional blood work may be obtained based on your reason for admission and previous lab results.
PICC line/other IV
If you need IV antibiotics, you will need an IV that will last several weeks.  If you have an implanted port, then that will be used. If not, a PICC line will be placed.  A PICC line is usually placed at your bedside by a specially trained nurse or physician’s assistant.  A PICC line is similar to a standard IV but is longer and goes into the bigger veins further up your arm.  It will be secured to the skin of your arm to keep it in place.  If the IV team is unable to place a PICC line, or you have had difficulty in the past, you will have a PICC line placed in radiology.  When you are done with your PICC, it can easily be removed by your home care nurse or in clinic.
Discharge Plans
Your nurse practitioner or BWH care coordinator will arrange for home IV antibiotics.  After you are discharged, you will follow up with your home care company and/or Infusion Company.  You will be followed by the Children's Hospital pulmonary nurse practitioners while you are home on antibiotics.
Follow up visit
If you are going home on IV antibiotics, we will need to see you back in clinic for PFT’s and a pulmonary assessment in one week.  If an appointment has not been made for you, please call the pulmonary clinic at 617-355-1950 to schedule an appointment.
We hope this information helps you to prepare for your stay at Brigham and Women’s hospital and answers your questions about what to expect.  If you have any questions about your care, please ask your inpatient team. We are always looking for ways to improve, so please give us any suggestions you may have!

Appendix A (Blank Template for Daily Schedule)

DAILY SCHEDULE

DATE:

8:00 am: Vitals, morning meds, blood sugar check if needed


Breakfast, Nursing Assessments
8:30 am: Pulmonary Rounds

9:00 am: 
9:30 am:

10:00 am:

10:30 am:

11:00 am: 

11:30 am:

12:00 pm:  vitals, noon meds, blood sugar, 



Lunch

1:00 pm:

2:00 pm:

3:00 pm:

4:00 pm: Nursing Assessments
5:00 pm:

6:00 pm:  Dinner

7-10 pm:  Evening vitals

Appendix B (Examples of Airway Clearance Techniques)

· CCPT – conventional chest physiotherapy

· percussion,  postural drainage, vibration

· Pros – all ages, focus on problem areas, combine with other therapies

· Cons – need care giver, provider fatigue/injury, chest pain/back pain, etc. gets in way of tx, GER

· ACBT – active cycle breathing technique

· Relaxation and breathing control

· Steps include thoracic expansion exercises and breathing control to get mucus to proximal airways then cleared by forced expiratory technique

· Can be combined with other techniques

· AD – autogenic drainage

· Controlled expiratory flows to mobilize secretions based on theory that breathing at various lung volumes can augment airflow in various sized airways.

· Tidal breathing at small volumes to ‘unstick’ mucus, larger volumes to bring centrally (proximal airways), largest volumes to bring up mucus

· Requires concentration and skill

· PEP – positive expiratory pressure

· Breathing with positive expiratory pressure of 10-25cmH2O

· Intermittent positive pressure breathing with mechanical ventilation raising FRC

· Retarding airflow with a resistor preventing complete exhalation to FRC

· Reinflates collapsed lung

· Pros – portable, cheap, independence

· Cons – worse air-trapping, pneumothorax

· AOD – airway oscillating devices

· Flutter, Acapella, Cornet (Frequencer - utilizes acoustics)

· Provide PEP in oscillatory manner by alternating resistance

· Pros – cheap, portable, independence

· HFCC – high frequency chest compression

· Inflatable compressive vest provides CPT to large areas of chest by increasing airflow at low lung volumes, vibrating airways, producing sheer forces to allow expectoration of sputum.

· Vest, SmartVest, InCourage 

· Pros – independence, multiple settings for different individuals

· Cons – cost, not very portable

· Exercise

· Adjunctive therapy that aids in clearance of secretions

Appendix C (Infection Control)
CF patients are at risk for chronic colonization and infection with organisms that may have a negative impact on respiratory health and are often difficult to treat because of resistance to multiple antibiotics. There is increasing evidence that suggests some of these organisms are transmitted among patients with CF. The Cystic Fibrosis Foundation has recommended stringent infection control measures to reduce risk of patient to patient transmission.  It is important to be cautious even if a CF patient is not known to be harboring drug resistant organisms because new ones continue to be discovered that nay not be detected optimally using current techniques. Therefore, it is important to limit physical contact with other CF patients and personnel caring for you must pay strict attention to hand hygiene and barrier procedures. A single room is required and when more than one patient is admitted to a pod, they will be placed as far apart from you on the unit, if possible.

Patients must avoid activities that might lead to transmission of respiratory organisms between each other. You will need to avoid contact with anything in the environment that may be contaminated with respiratory secretions (i.e. computers in family room). It is also important to say far enough away from other patients with CF so that transmission via droplets generated when coughing, sneezing, talking, laughing would be unlikely. It is important to treat every patient as if they have CF since you may not recognize other patients. To minimize carriage of organisms on your hands as you leave and enter your room, please perform hand hygiene by washing your hands and consider carrying alcohol-based hand sanitizer with you. When leaving your room, please head straight to the elevators to exit the floor. You are to limit your contact with nursing station outside your room and avoid using microwave, coffee maker, etc. Please ask your nurse or PCA to help you with anything you might need in this regard. 

Health care workers who enter your room or who have close contact with devices/equipment with respiratory secretions must be consistent with barrier precautions (gown and gloves). They will also wash their hands before and after they enter your room. We will use dedicated equipment whenever possible and reusable equipment not dedicated to you will be cleaned and disinfected between each use. 

Infection control is very important to us and comments above are only a small portion of our extensive enhanced contact precaution policy at BWH. There are many other aspects, including ‘Fast Pass’ to get you in and out of routine procedures safely. Please feel free to ask us any questions regarding our infection control policies.
