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From Dr. Lapin . . . (cont’d)

Category II – suggested (rather than strongly) recommended because of suggestive research, observation, or theory (rather than strong results).  Most of the recommendations regarding infection control in schools fall into this category.  This includes that CF patients may attend the same school, and whenever possible that they not be placed in the same classroom.  If they are in the same classroom, or when in the lunchroom, gym, etc, they be separated by 3 feet or more from each other.  It is suggested that exposure be limited by scheduling common activities (e.g. lunch, gym, etc) at different times.  As always, good hand hygiene (soap or waterless cleaners) is also recommended.

The last group is where there is not enough evidence to make a recommendation, and the issue is unresolved.  This includes the idea of separating clinics for people with Pseudomonas or other CF germs from people with CF who have not started growing those germs.
Our philosophy in your care has always been to be aggressive so as to prevent progression of CF disease as much as possible and we will continue to do so.  Based upon the CFF recommendations, your CF team had long discussions and came up with our current infection control policy.  Just as there are valid scientific reasons why we should all try to avoid close physical contact, there are valid psychosocial reasons why children and adults with CF would like to associate – after all, no one else truly “walks in the same shoes”.  Younger children may not realize why they should avoid personal contact, therefore adults need to explain and (try to) control childhood contact as much as is reasonable.  Within the guidelines above, limited face-to-face contact (with at least 3 feet between the people with CF) is possible, and of course, there is no infection risk via email (except computer viruses) and phone!  
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Hi! My name is Tammy Trochsler.  My son, Ryan is 10 years old and has Cystic Fibrosis and severe food allergies to milk and eggs.

For anyone who has a child with food allergies they can understand the restrictions in their child’s diet, but then we all understand how hard it is just trying to help our children gain weight and maintain it when they have Cystic Fibrosis, because their caloric intake is much higher.

I was so happy when I found these bags of Buffalo wings at Walmart for Ryan.  Ryan loves to eat these Buffalo wings and it has a lot of calories.  Just two Buffalo wings alone are 190 calories.  Ryan is gaining weight!  The Buffalo wings have NO MILK OR EGG ingredients in them.  The wings CONTAIN WHEAT ingredients, for anyone who has a wheat allergy.

The Buffalo wings are in a blue bag.  The bag read as follows:

FULLY COOKED APPETIZERS

Buffalo Style Hot Wings

(Glazed Chicken Wing Drummettes)

36 oz. (2lbs. 4oz.) bag

Calories: 190 for 2 wings

Calories from fat: 120

I am so happy to share this with you.  Always remember you are never alone, we’re in this together!








NOTEWORTHY NEWS!!!!! 
My name is Roe; I am a 37 year old female with Cystic Fibrosis (CF).  I am also a very proud member of the CF Patient and Family Advisory Board.

CF not only affects the individual with the illness, but their entire family, friends and community.  As I am sure you are all aware, currently there is no network or venue for spouses, partners, care givers and friends of adults with CF.  I know at times it can feel like you are the only people experiencing this illness.  I wanted to create an event to acknowledge the people who care, support, and deal with CF every day and help them connect with others.

Enclosed you will find an invitation to the first annual – Cystic Fibrosis Family and Friends Night.   Please give this invitation to your loved ones – spouse, partner, care giver and friends.  Due to infection control precautions, this event can not include the actual CF patient – I apologize for any inconvenience or hardship this may cause.  

Together we can cope, together we can support, together we can grow stronger, and together we can survive. 


Directions to: 

The Gallery 

141 New London Turnpike

Glastonbury, CT 06033

860.659.2656
From Boston – traveling on I-84
From Springfield, MA


traveling on I-91 South

Traveling on I-84 – West 
Approaching Hartford follow signs

Exit 55 – for Route 2 - East
for I-84 -  East  (left-hand exit)

Then take exit 8 – Hebron Avenue
Exit 55 – for Route 2 - East

At end of exit ramp make a Right
Then take exit 8 – Hebron Avenue

At first traffic stop light make a Left
At end of exit ramp make a Right

It is the second building on the Left
At first traffic stop light make a Left


It is the second building on the Left

From Waterbury – traveling on I-84
From New London/Norwich


traveling on Route 2

Traveling on I-84 - East

Exit 55 – for Route 2  - East
Traveling on Route 2 - West

Then take exit 8 – Hebron Avenue
Take exit 8 – Hebron Avenue

At end of exit ramp make a Right
At end of exit ramp make a Right

At first traffic stop light make a Left
At first traffic stop light make a Left

It is the second building on the Left
It is the second building on the Left

From Cromwell – traveling on I-91

Traveling on I-91 - North

Take exit 25 - North

Follow signs to Route 2 - East

Then take exit 8 – Hebron Avenue

At end of exit ramp make a Right

At first traffic stop light make a Left

It is the second building on the Left

Patient and Family Advisory Board

Meeting Minutes

Wednesday, 2/28/07
In Attendance: Greg Barton, Cynthia Clegg, Melanie Collins, Connie Galluzzo-Whitney, Craig Lapin, Amy Mueller, Lisa Negro (leader), Dianne Silliman (facilitator), Joanne Stevens

(recorder), Rolland Van Epps (timekeeper)

Introductions/Meeting Roles:  Welcome Back to PFAB member, Greg Barton, who underwent a successful double lung transplant 7/12/06!  

Updates:

1st Annual Family and Friends Night, a social event for partners, family, friends and caregivers of adult patients w/CF, is being organized by Amy Mueller and Roe Van Epps with Roe’s husband, Scott Van Epps, to host with PFAB.  A cocktail reception with hors d’ouevres is tentatively scheduled at The Gallery in Glastonbury (suitable site based on accessibility, cost, and no deposit required) on Thursday April 26th from 6-8pm.  Draft invitation is in process.  Solvay and Axcam Pharmaceuticals will fund the event. Favors will be distributed.  A raffle will be held.

Training Seminar 4/07, Portland, ME – “Hospitals Moving Forward with Patient- and  Family-Centered Care”:   Three representatives from PFAB may attend expense-free.  One social worker will attend (either Amy or Joanne) along with one adult and one parent member of PFAB.  Adult patients, Roe Van Epps and Greg Barton, have volunteered to represent our CF Center and PFAB.  Joanne will contact PFAB parent member, Maggie Peterson, to determine her interest and availability.  A Seminar agenda has been drafted and sent to all PFAB members with a final agenda to follow.

Expand PFAB Membership and Patient-Family Representation:  Ideas offered through brainstorming include:  recruit a grandparent, patient spouse/partner, and father of patient to join the Board; utilize upcoming “Family and Friends Night” to highlight Board accomplishments and generate interest; hold quarterly “Roundtables” during PFAB meetings to solicit ideas from patients and families, who are not Board members, for future PFAB initiatives and to generate interest in membership or making contributions via email (Once up and running, our CF Center website will facilitate such exchange with CF Social Workers and PFAB designates as contacts ); plan and publicize via “CF Spirit” advance PFAB agendas to generate meeting attendance based on interest in particular agenda items; create PFAB posters to be displayed in Clinic exam rooms to stimulate patient and family interest in PFAB membership or time-limited contributions based on agenda items of interest; PFAB members to draft letter of invitation for PFAB membership to be sent to patients and family members identified by CF Center providers.  Although parents of young children are invited to join PFAB, it was generally agreed that parents of newly diagnosed children will not be actively recruited for Board membership, respecting their need to focus on themselves and care for their newly diagnosed child.


Note:  For pediatric and adult patients and family members within the Central Connecticut CF Center community who wish to communicate on-line with members of the Patient and Family Advisory Board, please send your thoughts to: 

www.ucccfc@ccmckids.org  

CF Spirit:  Contributions are due to Lisa Negro by 3/15 for April publication and distribution.

Transition from Pediatric to Adult Care: Craig Lapin presented fishbone of ideas generated through brainstorming during last month’s PFAB meeting re “perfect” transition and “barriers” to “perfect transition”.  Current fishbones include Communication, Care, Providers, Family, Patient and System.  It was concluded that another fishbone entitled “Education” should be created as patient and family education is the foundation for successful transition from pediatric to adult care, as well as transition from childhood to adulthood.  Craig will reconfigure current fishbone to include “Education” as a separate fishbone.

Patient-Family Mentoring Program:  PATH (“Parents Available to Help”, a CT-based grant-funded agency which provides training free-of-charge to patients and family members seeking to serve as peer mentors), presented an overview in February of its “Listening Skills” training program for mentors to Joanne, Amy, Lisa, Roe, and former PFAB member, Penny Shea.  PATH training is delivered by two trained parents of children with special needs and a licensed clinical social worker. If selected to provide training for our peer mentors, PATH’s training for our mentors will be supplemented with an overview of CF and its associated challenges, as well as hospital-based (both CCMC and HH) training in HIPPA.  

PATH historically includes its trained peer mentors in a database to assist others throughout CT with similar needs, which presents some concerns to PFAB members in preserving our CF Center Peer Mentors exclusively for this CF Center.  Joanne will consult with PATH trainers to ensure, at least initially, that Peer Mentors from the Central CT CF Center are not overloaded with mentoring requests from other sources of need state-wide. Joanne and Jenifer will also consult with CCMC and HH Volunteer Services to identify hospital policy and training requirements for peer mentors seeking to provide peer support on-site during CF Clinics or in-patient admissions.  Finally, it was determined that solicitation of Peer Mentors should come from the PFAB…Lisa Negro will invite patients and family members to consider becoming Peer Mentors in the next issue of “CF Spirit”…

Vocational, Career, Academic Planning Resources: Task Group seeks to create two timelines with relevant questions about vocational, career and academic considerations to engage high school and college-aged patients to explore their interests and options in the context of their CF diagnosis and daily care.  Task Group members plan to present topic questions for discussion at the March 28th PFAB meeting.   


 SHAPE  \* MERGEFORMAT 




[image: image4.png]



Hello to all of our families and friends.  I hope that you are anticipating spring and the warmer weather (as well as the end to respiratory viral season).  All of the CF Care Team will be glad to see the end of winter.





The job of Clinical Coordinator continues to be challenging and rewarding, as well as constantly changing.  In the pediatric program, we continue to work on improving the flow of clinics, so that your visits can be as short as possible.  We have changed our encounter form to better reflect what is done in clinic and we are working on improving and streamlining the way in which all of the providers see you while you are here.  As always, we are open to suggestions from the most important people on the team – parents and kids.





In the adult program, we are moving right along with the clinic in its new location at Hartford Hospital.  There have been lots of issues to work out, but we continue to work on them.  The adult team meets every Monday afternoon to discuss the issues and come up with resolutions.  We are giving, each person who comes to clinic, a short evaluation form to fill out about their experience in clinic.   So far, most of the feedback has been good.  We really appreciate the patience of those of you who have attended the adult clinic. And, a BIG HINT to those of you who have not made an appointment in the adult clinic, please do so.  In an attached article, Amy Mueller, LCSW has explained how easy it is to do that.





As the Research Coordinator, I am happy to report that things are moving along smoothly.  We have 8 people enrolled in the TIGER study, and are now actively recruiting for the Azithromycin study.  If you received a recruiting letter from us for Azithromycin, and have not called to discuss the study, I will be calling you soon. I cannot begin to tell you how very much we appreciate your willingness to participate in these important studies.  The more research that happens, the closer we will be to finding the treatments and cures that we all hope for so very much.





Once again, I would like to thank Lisa Negro, our parent editor of this newsletter.  She has done a fantastic job of putting it together and making sure that it includes all of the information that you need.  Great job, Lisa!





Enjoy the warm weather, stay healthy and be happy.
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THE PERFECT SCANDI SHAKE


By: Connie Harkey





As a parent of a child with CF, I have realized (as I am sure you all have) over the years that everyday life can be a challenge.  However, the biggest challenge for my son has been weight gain and being able to maintain a healthy weight.  With no appetite calories are always a struggle.





Scandi Shakes are a wonderful product, they fill in the gap and they take off some of the pressure.  Let’s face it; it can be a chore for some to drink them.  It is NOT about the shakes, it’s about having to do them (this is true for many things for everyone).  My son assures me that they do not taste bad in fact they taste good.  I decided that if he had to drink them make them really count!  One to three 600 calories shakes a day are great but what if they could be  900+ per shake!  We decided to try it and we are very happy with the success.





My son likes the chocolate best but you can adapt it to the flavor your child likes.  Try it and hopefully it will work for you:


IN A BLENDER:	1 cup of whole milk			=	150 cal.


			1 cup ice cream (Ben & Jerry’s)	=	250 cal.


			1-2 tbsp syrup				=	100 cal.


			1 package SCANDI SHAKE		=	440 cal.


			(makes one serving)		TOTAL		940 CALORIES





*****NOTE***** you can substitute to a less expensive brand of ice-cream and maybe add more ice-cream depending on the amount of calories for that brand. You have the freedom to add more or add less depending on what your child ate for the day.  You decide! It is fun to experiment with different flavors.





Blend together and pour in a HUGE fun glass or mug.  (The shake only fills the glass half way and it does not look like quite as much as it would be in a normal glass, this could seem more appealing to your child, I know it does to mine.)  Cool fun straws are also suggested (  















































































































































Please note that our next two Patient and Family Advisory Board Meetings will be held on Wednesday, March 28, 2007 and April 25, 2007 from 6:30-8:30 pm.


Please join us if you can.














Adult Spotlight





�








I would like to “Spotlight” Steven Ide - a friend of mine who is a 50 year old male with Cystic Fibrosis (CF).  I meet Steve about a year ago – we are both members of the Patient and Parent Advisory Board.  





He is such an inspiration for us all.  He is truly focused and committed to practicing good health – devoting time each day to do his treatments and to take his medications.  Steve does not allow CF to hold him back – he is very active and quite the world traveler. Over the years he has visited many foreign countries and continues to seek out new and exciting places to explore.   He had a very successful career working for an insurance company and he is currently enjoying retirement.  





Steve’s hard work and accomplishments are encouraging.  His actions have proven that even though living with CF is often challenging, we can still achieve any goal.  





Steve is not aware of this but he has become a very positive role model for me. He has helped me realize that I can see past all the day-to-day stresses and reach for something more… a healthier life. 





Thank you Steve for being you and for continuing to set an example of how being strong, brave and positive can conquer and overcome CF. 
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INTRODUCING THE BRAVERY BEAD PROGRAM AT THE 


CONNECTICUT CHILDREN’S MEDICAL CENTER





The Central Connecticut CF Center at CCMC is delighted to introduce THE BRAVERY BEAD PROGRAM to our patients and families living with Cystic Fibrosis.  The Bravery Bead Program offers children with Cystic Fibrosis opportunities to collect a different bead for each procedure or event experienced while visiting CCMC.  The beads may 


be strung on a colorful rope that can be worn as a necklace or displayed as a lanyard.  The collection of beads represents the child’s unique and personal journey throughout treatment and serves as a reminder of what the child has experienced and overcome in living each day with the challenges presented by CF.





Participation in the program is open to pediatric patients of all ages, including parents of infants and pre-schoolers who wish to begin a representation of the journey on their child’s behalf.  A word of caution to parents, however, to keep 


young children away from the beads in order to prevent swallowing!





Joanne Stevens, LCSW, Pediatric Social Worker, will introduce The Bravery Bead Program to each of you during your child’s Clinic visits.  Participation in the Program is optional and free of cost.  The Program is sponsored by the CCMC Auxiliary.  Families who wish to purchase the “Bravery Heart” to add to the necklace/lanyard may do so at the CCMC Auxiliary Gift Shop located on the 2nd floor.  All proceeds from sales of the hearts will go to the CCMC Auxiliary.  


Please contact Joanne at 860-545-9675 or at jsteven@ccmckids.org with your questions, or ask to see her at your next Clinic visit!





Let the journey begin as a reminder of your child’s (and your family’s) resiliency in taking charge of CF!





















































You are invited to attend the





1st Annual  


Cystic Fibrosis 


Family and Friends Night





This event is a social gathering designed to


connect spouses, partners, care givers and friends of


adults with Cystic Fibrosis. 





Please join us at





The Gallery 


141 New London Turnpike


Glastonbury, CT 06033


			


Thursday, May 10, 2007


6:00 pm - 8:00 pm





Cocktails (cash bar)


Hot & Cold Hors d’oeuvres


Door Prizes


Gifts








A favor of a reply is requested by


Thursday, April 26, 2007


� HYPERLINK "mailto:rtvanepps@cox.net" ��rtvanepps@cox.net� or 860.869.2514





Hosted by: Scott Van Epps – a spouse of an adult who has CF and a member of the Patient & Family Advisory Board





Funded by:


Solvay Pharmaceuticals and Axcan Scandipharm





Due to infection control concerns, this invitation is extended only to spouses, partners, care givers and friends of adults with cystic fibrosis (CF.)


This is only a precaution because of the risk to people with CF to avoid and control exposure to those individuals with a confirmed positive sputum culture for Burkholderia cepacia complex (B. cepacia).  


B. cepcacia can be passed between individuals who have CF through close proximity.  


We apologize for any inconvenience this may cause. 
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Update on the New Adult CF Clinic





As most everyone knows by now, the Adult CF Clinic has relocated to Hartford Hospital and been in full swing since December, 2006…a bit behind schedule, but better late than never! We continue to work out the kinks; as staff members we certainly notice first-hand any “bumps” that need to be ironed out as they occur, and in February we began distributing very brief Patient Satisfaction Surveys so that we will know what patients think about their clinic visits. Though the results of the Surveys will take some time to collect, many patients have been telling us that their clinic visits have been quite positive. We continue to think of ways to improve the ease of making an appointment, the registration process, and other details that contribute to a good clinic experience. After all, the CF Foundation/ our guidelines encourage clinic visits four times per year, and the more pleasant a visit we can provide the greater the chances people will want to attend clinic regularly!





One development since our move is that we have a new CF line at the Connecticut Multi-specialty Group main office. This line is for requests for clinic appointments and prescription renewals, but the outgoing message also tells callers to press zero for more urgent questions or concerns.  Although Ginny Drapeau, BSN, RN continues to be available in a more limited way by phone, folks can call this new line for more direct access to the Adult Clinic staff. The telephone number is: (860) 547-1876, extension 199. This extension number can be entered as soon as the call is answered by a computer voice. Messages left on this voice mailbox are checked daily. Again, we are on the lookout for any problems with this system, such as calls being returned on time, but we are confident that service can and will be improved as needed.





Finally, we want to thank everyone for your ongoing patience and support as we 


move forward. And please do not hesitate to let us know how you think we might better serve you!














 ~~~~~ COMING SOON!  ~~~~~~


  


PEER MENTOR PROGRAM  





FOR PATIENTS AND FAMILIES


OF THE CENTRAL CONNECTICUT CYSTIC FIBROSIS CENTER





The Central Connecticut CF Center and your Patient and Family Advisory Board are pleased to announce the formation of a Peer Mentor Program which will be available to all patients - pediatric and adult - and their families for one-to-one support during times of struggle or critical decision-making.  The program’s development is in process but should be in place by summer.





Whether a new CF diagnosis, first hospital admission, school or work entry, leaving the parental home, considering a G-tube placement or transplant surgery, or simply trying to fit CF care into daily life, patients and families will be able to talk to others from our CF Center who have experienced similar challenges and events in their lives.  “Peer Mentors” will be professionally trained to listen to your thoughts and feelings, without guiding or advising.   So, if you feel that such support might be helpful to you and your family at some time in the future, stay tuned for further announcements about the Program’s start-up!





If you (and/or your spouse/partner) would like to undergo training to become a Peer Mentor, please contact your Adult Social Worker, Amy Mueller (� HYPERLINK mailto:amueller@harthosp.org/ ��amueller@harthosp.org/� 860-545-4353), or your Pediatric Social Worker, Joanne Stevens (� HYPERLINK mailto:jsteven@ccmckids.org/ ��jsteven@ccmckids.org/� 860-545-9675) to learn more.
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2007 CALENDAR OF EVENTS








May 5th (Sat)	19th Annual Great Strides Walk-a-Thon, Manchester and Madison, CT


May 6th  (Sun)	19th Annual Great Strides Walk-a-Thon, Derby, CT


May 7th  (Mon)	6th Annual Greenwich Marathon Golf, Tamarack Country Club, Greenwich, CT (Amy Flanigan)


May 19th (Sat)	19th Annual Great Strides Walk-a-Thon, Enfield, Harford, Avon and Torrington, CT


May 19th (Sat)	12th Annual Friend of Adam Tournament, Keney Park Golf Club, Hartford, CT


May 20th (Sun)	19th Annual Great Strides Walk-a-Thon, Wethersfield, West Haven, Danbury, Granby, Stamford, New London/Mystic and Watertown, CT


May 25th and 26th	Baseball, (Paul Drury)


June 9th (Sat)	Expanding the Circle for Life, Ridgefield, CT  (Sarah Orzech)


June 25th (Mon) 	20th Annual Gillette Fusion Golf, Wethersfield Country Club, Wethersfield, CT (Tracy Wu)


July 28th (Sat)	Summer Roses II, Guilford, CT (Sarah Orzech)


July 30th (Mon)	31st Annual Cystic Fibrosis Golf Classic, Richter Park, Danbury, CT (Tracy Wu)


Sept 10th (Mon)	Nell’s Golf Challenge, TPC River Highlands, Cromwell (Paul Drury)


Oct 7th (Sun)	20th Annual Cystic Fibrosis Foundation Bike Tour, Sherwood Island State Park, Westport, CT


Oct (TBD)	8th Annual Comedy Night, The Crowne Plaza, Southbury, CT (Tracy Wu)


Oct (TBD)	2nd Annual Run with the Hawks 5K, West Hartford, CT (Tracy Wu)


Nov 8th  (Thurs)	Kind of Blue: Fashion and Philanthropy Celebration (Sarah Orzech)


Nov 30th  (Fri)	Sportscasters’ Super Ball, Rentschler Field, East Hartford (Paul Drury)


Dec 13th (Thurs)	Annual Meeting, The Crowne Plaza, Southbury, CT (Amy Flanigan)


Thank you for your support!


CONNECTICUT CHAPTER, 185 Silas Deane Highway, Wethersfield, CT 06109


PHONE: (860) 257-6907      FAX (860)257-6903   Toll Free: 1-800-841-2828


E-mail: � HYPERLINK "mailto:conn@cff.org" ��conn@cff.org� Chapter Website: � HYPERLINK "http://www.cff.org/chapters/connecticut" ��http://www.cff.org/chapters/connecticut�


National Website: � HYPERLINK "http://www.cff.org/" ��http://www.cff.org/�


Please note: 2007 Event Calendar is subject to change





Think BLUE with CF PREMIUM DENIM


Please visit � HYPERLINK "http://www.cfpremiumdenim.com" ��www.cfpremiumdenim.com� for more information!














�	        From Dr. Lapin





Recently there have been several occasions where children or adults with CF have come into contact with each other, either in schools, offices, or shops.  As you know, we try to avoid close communication between people with CF at the CF center. Nevertheless, my newsletter article is written to reassure you that such contact can safely take place under common sense circumstances.  Indeed, it is actually allowed by the CF Foundation. At our Patient Family Advisory Board and for our CF Education meetings, where some of our adults with CF may be present, we ask our patients, families, and care providers to wear gloves and for patients to stay more than 3 feet apart.





The basis for minimizing contact is to decrease the risk of CF people infecting one another with CF-specific and/or resistant germs (e.g. Pseudomonas, Cepacia, MRSA).  This is because we know that people with CF who develop chronic infection with Pseudomonas may have an increased decline in pulmonary functions compared with those who do not have these organisms.  Although there is less evidence, we are also concerned regarding the effect of MRSA (which stands for methicillin resistant staph aureus) on people with CF.  





In 2003, the CF Foundation published its infection control recommendations for people with CF. The 2003 document is based upon extensive review of evidence, research, and discussion by healthcare experts from the USA, Canada, and Europe.  The recommendations are divided into 5 groups.  





Category 1A – strongly recommended because of strong support from well-designed research and observations.  Included in this section is the recommendation that healthcare workers (i.e. your CF team) should wear gowns, gloves, and masks if coming into contact with secretions.





Category 1B – also strongly recommended because of support by some research, observations, and strong theoretical basis.  In this category are the guidelines to wear gowns and gloves if a healthcare worker may have close contact with a person with CF (but not secretions); CF patients should keep at least 3 feet apart to minimize the risk of communicating respiratory germs.





Category 1C – required due to federal and/or state regulations.  Confidentiality of the diagnosis of CF and the results of sputum cultures must be maintained, unless the family chooses to make the information known to the school or the work place. (cont’d next page)
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