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NOTEWORTHY NEWS !!!!!

1st Annual – “Family and Friends Adult CF Night”

My name is Scott Van Epps and I am the husband of an adult living with CF.  Over the years I have always imagined what it would be like to meet other spouses, partners, significant others, caregivers, siblings, relatives or friends of adult CF patients.

My wife is a proud member of the Patient & Family Advisory Board.  Recently this group held a function for all mothers of CF patients.  This event was a huge success.  So, I thought it would be a great idea to hold an event for the adult CF community. 

After the holidays the Patient & Family Advisory Board will be sending out invitations for the first annual “Family and Friends Adult CF Night.”  This event will be very casual and held in the evening at a central location.  

I am looking forward to meeting you all next year. 

Thank you,

Scott

****************************************************************************************************
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Patient and Family Advisory Board
Minutes for Oct. 27, 2006 Meeting

Members Attended:  

Dr. Craig Lapin, Dr. Frederic Knauft, Amy Mueller, Joanne Stevens, Connie Galluzzo-Whitney, Ginny Drapeau, Lisa Negro, Dianne Silliman, Tessa Karabin, Rolland “Roe” Van Epps

- Patient Survey:  Returns

Amy Mueller reported that completed surveys were very positive and upbeat. However, out of the 60 Adult Patient Surveys mailed only 15 were completed and returned. The data collected from the survey was insufficient to derive any conclusion from.  Lisa Allen will review and tally the surveys.

Joanne Stevens reported that the Pediatric Patient Surveys were also very positive. Out of the 100 surveys mailed, 25 were completed and returned.

The group discussed ways to increase the response to the surveys.  We discussed the idea of possibly having the surveys completed during clinic appointments.  These surveys would then be inserted and sealed in a pre-addressed envelope which will then be placed in a box to ensure privacy and confidentially. 

- CF Spirit Submission Deadline 

The deadline for all submissions for the CF Spirit is due by the week of November 13th.  There will also be the addition of an adult section to the CF Spirit entitled:  “Adult Focus”.  This section will concentrate on adult issues, topics and announcement. 

- Website Design

Send information pertaining to the website to Janet Brown and Dr. Craig Lapin.

- North American CF Conference

Everyone is excited about this years CF conference.  The event is being held in Denver, CO, November 1st – 6th.   Dr. Fredrick Knauft was pleased to announce he is being accompanied by Dr. Weltman.  A CF parent is attending and speaking at this event.  

Connie Galluzzo-Whitney and Dr. Craig Lapin are presenting their posters.  Amy Mueller and Tessa Karabin are also attending.  Information and data from the conference will be shared in December.

- Monmouth, New Jersey Networking 

Per Jennifer Hennessey, she has been in contact with this CF center.  She has shared some of our information with them regarding inpatient and outpatient forms.  We are looking forward to working with this center.  It will be beneficial and exciting to develop strong relationships with other CF centers; and to assist with the development of other advisory groups.

- Mother’s Luncheon 

This event was a great success, everyone enjoyed the pleasant atmosphere and the meal was delicious.  It seemed that the mothers truly enjoyed meeting one another.   There were 36 in attendance.   The advisory group discussed options for next year’s luncheon. 

- Adult CF Clinic

Per Dr. Knauft a letter regarding this matter, will be mailed on Thursday, October 28th.  This letter addresses: Clinic healthcare team, location, times, and appointment scheduling procedures.

- Brainstorm Adult Event for Patient’s Partners

Considering the success of the Mother’s Luncheon, it was decided to plan an event for the adult population.  This would be a casual gathering for all spouses, partners, siblings, and relatives of adult patients.  We decided the event should held in the evening – possibly a cocktail party/happy hour.  This event will be announced in the next CF Spirit – Adult Focus. 

Task Groups:

- Patient Family Mentoring Program 

This group identified the actual jobs of the mentor.  The have explored other mentoring programs for inspiration, ideas and guidance.  This group is also developing a program for recruiting and training the potential mentors.

- Vocational, Career, and Academic Planning Resources 

This group discussed options to approach the adult population to gather information regarding these topics.   These topics need to be clearly defined and identified before they can be addressed.   The plan is to make contact with the adult population by means of the CF Spirit newsletter.  Also, discussed were ideas and topics for the new Adult Focus section of the CF Spirit.  
Patient and Family Advisory Board would like to invite anyone who is interested in joining our team to please contact Rolland Van Epps at:  rtvanepps@cox.net.



View the Cystic Fibrosis Foundation’s Archived Webcast

“Building Life Skills to Manage Cystic Fibrosis”

In today’s fast-paced world, it can be difficult to determine the basic life skills necessary to live a full life while managing Cystic Fibrosis.  The Cystic Fibrosis Foundation (CFF) and The Connecticut Children’s Medical Center (CCMC) came together in August, 2006 to host a live 60-minute Webcast for people with CF as well as their parents, family members, caregivers and providers to discuss the importance of building life skills to help ensure that CF “fits into life”, and not the other way around.  Of the 11 Webcasts hosted by the CFF over the past three years, this was the best attended, with nearly 1,000 viewers.

Joanne Stevens, Licensed Clinical Social Worker from the Central CT CF Center (CCCFC) at CCMC, Dianne Silliman, parent of a teen with CF who recently transitioned to adult care, also from the CCCFC at CCMC, and a 46 year old adult living with CF discuss how to develop life management skills so people with CF can achieve their goals and live life to the fullest.

To view this archived Webcast, go to www.cff.org, click on “Archived Webcasts” and then click onto “Building Life Skills to Manage Cystic Fibrosis”.  Learn from a social worker who respects the challenges and from those who live with CF and its daily care requirements every day.  You’ll surely take away some valuable tools and insights to keep you moving forward in managing CF so it doesn’t manage you!
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Wow – as I write this, I realize that Thanksgiving is this week.  Where has the month of November gone?  Well, for me, it has gone to the North American CF Conference in Denver, to the Cape with some friends for a brief respite over a long weekend and to Chicago for an investigator’s meeting.  In addition, the CF care team has been getting the center ready for our five year accreditation visit from the CF Foundation and also recruiting for two new up and coming clinical trials.  This month has been a whirlwind.





I am happy to announce that we have three new nurses in the pulmonary division:  Jennifer Querim, who is here full time, and Susan Luxenberg and Virginia Durst who are here part time.  This means that there will be two nurses available every day to take phone calls and run the non-CF clinics.   





Because my job has changed to include being the Research Coordinator for the CF Center, I will no longer be taking the day to day phone calls or handling paperwork for our people with CF.   I will, however, be in all CF clinics and also interacting with all of the people enrolled in our clinical trials. I recognize that this is a change for all of us, but know that I am available to Jen, Susan and Virginia as they can learn about CF, and the wonderful people and families for whom we care.  I am not leaving, just working in a different capacity.





And just a plug for my new job:  please think about taking part in a clinical trial and call me with any questions you have about the ongoing research we are doing.  





Finally, please see the enclosed article about our upcoming family education night, where we will be reporting on what we learned in Denver.  This is a great opportunity to catch up on what’s new in the CF world.  I look forward to seeing you then.





My very best wishes to each and every one of you for joy filled holidays and a happy and healthy 2007.
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New Clinical Dietitian for the Adult CF Program





As of June 2006, The Adult Program of the Central Connecticut CF Center (CCCFC) welcomed their newest staff member, Tessa Karabin, RD, CD-N.  As the adult team Dietitian, she will work with patients to implement an appropriate plan of care. Her role will be to help set realistic goals to attain optimal nutritional status, while providing guidance regarding individualized meal plans and nutritional supplements.





Tessa is a member of both the American and Connecticut Dietetic Associations; she received her BS in Health Science from Keene State College and completed Dietetic Internship at Saint Joseph College where she is currently working on graduate studies. 





After attending this year’s North American CF Conference, she is extremely excited to share her knowledge, apply the newest research, and ensure that the adult patients at the CCCFC are provided with the latest and most progressive means of nutritional care. She provides services during Adult CF Clinic visits and also meets with patients during hospital stays.  Please join us in welcoming her to the Team!


























































































































Family Photo Album -- REMINDER





The CCCFC Clinic would like to update a family photo album which is frequently used to share with newly diagnosed families.  These photos often help ease the minds of those families who might wonder “What will my child with CF grow up to be like?” If you would like to share a photo of your child or your entire family along with a sentence or two about yourselves, please send it to Tracy Dowd at:





Tracy Dowd


259 Monson Road


Stafford Springs, CT 06076

















Please note that our next Patient and Family Advisory Board Meeting will be held on Wednesday, January 31, 2007 at 6:30 p.m.


Please join us if you can.











Adult Spotlight





�


“Adult Spotlight” is a new segment of the CF Spirit Newsletter which will give you the opportunity to recognize a special adult living with CF. 





Do you know of an adult living with CF who is exceptional, unique or a role model for others?  Please write to us explaining why this special person should be highlighted in our “Adult Spotlight.”





Send your story to:  � HYPERLINK "mailto:rtvanepps@cox.net" \o "mailto:rtvanepps@cox.net" �rtvanepps@cox.net�


































































































C.C.C.F.C. CYSTIC FIBROSIS


FAMILY EDUCATION EVENING





WHEN:	Wednesday, January 10th 


	7:00 – 9:00 p.m.	





WHERE:	CCMC - Conference Room 


	Garden Level (Ground Floor) Just off the Cafeteria





WHO:	CCMC CF Center Staff





WHAT:	Reports on the news from the North American Cystic Fibrosis Meeting


	Please join us to learn what is new in the CF world:  new research, new treatments, new news.


									


HOW:	RSVP (so we can plan on food)


	(860) 545-9440





Be sure to mark this date on your calendars so that you will be able to join us for this informative evening.  As always, we will allow time for questions and answers, and a time to get to know each other.  If you have any questions about the program, please do not hesitate to call the CF Center for further information.  We all look forward to seeing you at the meeting.











�





Introducing E-Buddies for Kids, Teens and Adults with 


Cystic Fibrosis!








Living with Cystic Fibrosis can be isolating, particularly as Infection Control Guidelines recommended by the Cystic Fibrosis Foundation have been implemented over the past two years by your Central Connecticut CF Center during CF Clinics and hospital admissions. 





People with CF face many challenges associated with daily CF care and feeling different from peers at school, in the neighborhood and in the workplace.  Although your CF Center providers have connected patients and families informally through telephone and email over the years, we now seek to more formally identify patients and families who wish to communicate with others experiencing similar challenges in coping with CF.





If you are a person with CF or family member who wishes to connect with another through “cyberspace”, please send your email address to Joanne Stevens, LCSW, Pediatric Clinical Social Worker at � HYPERLINK mailto:jsteven@ccmckids.org ��jsteven@ccmckids.org� or Amy Mueller, LCSW, Adult Clinical Social Worker at � HYPERLINK mailto:amueller@harthosp.org ��amueller@harthosp.org�.  We will be happy to connect you selectively and confidentially with others traveling a similar path...draw upon the support and experiences of others in taking charge of CF so it doesn’t take charge of you!
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ADULT FOCUS





YOUNG ADULTS, WORKING ADULTS, and RETIRED ADULTS…


The Patient Family Advisory Board to our Center recognizes the complex needs of adult CF patients with regard to vocational, career and academic planning. In an ongoing effort to develop programming to address these needs, a Task Group was formed; it is comprised of several adult CF patients, Dr. Knauft and Amy Mueller, LCSW. During this initial phase, we must identify specific concerns, questions and needs in this area in order to best serve you. PLEASE email us your requests, questions, and specific problems you have encountered. The following are the contact people and their email addresses:





Rolland VanEpps    � HYPERLINK "mailto:RTVanepps@cox.net" ��RTVanepps@cox.net�


Stephen Ide            � HYPERLINK "mailto:SDIDE@cox.net" ��SDIDE@cox.net�


Amy Mueller         � HYPERLINK "mailto:Amueller@harthosp.org" ��Amueller@harthosp.org�





Thanks in advance for your help and let us know if you’re interested in receiving updates on our progress, participating via your email or attending any of the Advisory Board meetings!
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The Cystic Fibrosis Foundation has wrapped up 2006 with some fantastic events including the 19th Annual Tony Fenton Bike Tour and the Inaugural 5K Run with the Hawks sponsored by the University of Hartford Men’s Basketball Team! Currently, we are in the midst of our year-end appeal, to raise as much as we can for a cure in the last weeks of 2006





Coming in 2007, the 8th Annual Laughter-Dinner-Drink will be held on Saturday, March 24th at the Southbury Crowne Plaza. This evening features hors d’oeuvres, games, raffles, comedic performances, a silent auction and other light-hearted fun! It’s a chance for CF parents and friends to enjoy a fun, social night out, and just be a little silly. For more information, contact Tracy Wu at 800-841-2828 or � HYPERLINK "mailto:twu@cff.org" ��twu@cff.org�





As always, we’re making GREAT STRIDES toward a cure for CF! Once again, the Great Strides walk-a-thons will be held in May at the following sites:





Saturday, May 5th


Connecticut Shoreline (Madison)


Manchester/Vernon





Sunday, May 6th


Naugatuck Valley/Derby





Saturday, May 19th


Downtown Hartford


Enfield


Torrington





Sunday, May 20th


Danbury


Farmington Valley (Avon)


Granby


Greater New Haven (West Haven)


Mystic/ New London


Old Wethersfield


Fairfield County (Stamford)


Greater Waterbury (Watertown)





Form a team and join thousands of companies, friends and families in the fight for a cure! Contact the Connecticut Chapter at 800-841-2828, � HYPERLINK "mailto:conn@cff.org" ��conn@cff.org� or register online at � HYPERLINK "http://www.cff.org/great_strides" ��www.cff.org/great_strides� !





Introducing…CF Premium Denim: Jeans Designed with Genes in Mind. This new, innovative line of jeans was born right here in Hartford County and is the perfect partnering of fashion and philanthropy. Visit � HYPERLINK "http://www.cfpremiumdenim.com" ��www.cfpremiumdenim.com� to become a part of the trend.











�	        From Dr. Lapin








This is a shameless advertisement.  I write this newsletter flying back from the 2006 North American CF conference.  It was a brilliant meeting.  Brilliant, because I heard updates on several medicines coming down the development pipeline.  Brilliant, because our team had many chances to discuss care with other dedicated teams from around the country.  Brilliant, because many of your CF care team were lecturing, chairing, moderating, and leading sessions.  Brilliant because one of you, a CF parent member of the Patient Family Advisory Board was one of those presenters, and believe me, when she spoke, everyone listened.  





Space precludes me from listing in detail some of the sessions I attended.  Briefly, I learnt about the current status of gene therapy (on the move forward again).  I heard the latest in the research on therapies to get more of the abnormal CF chloride channel to a place where it can work (abnormally), and keep it there longer.  Many studies are starting up on therapies that effect alternate chloride or sodium ion channels, targeting the basic defect in CF – abnormal ion transport.  Finally, I also went to many lectures on improving the quality of care for CF centers, sharing information on how CF centers are doing, and of course, airway clearance.  





So, what about this message is a shameless advertisement?  The above was the ‘hook’.  This is the commercial – come to the Central CT CF Center’s (CCCFC’s) next Family Education Night  on Wednesday, January 10, 2007 from 7:00 – 9:00 p.m.  It’s going to be brilliant.  As I said, there’s not enough space here to give you all the specifics but we will then.  The above is just a listing of the sessions to which I went.  Ginny, Joanne, Amy, Connie, Tessa, and Dr. Knauft, went to sessions too; some the same as I, some different.  You’ll hear a great update on CF care and research. 





This is also fervent request for you to get involved in your CF center and care.  At the meeting the CF Foundation told us about an upcoming crisis in CF research because to prove these new therapies work (or don’t) we need you.  Many of you have heard about the TIGER-1 study in which we are participating.  If you haven’t, just ask at your next clinic visit, or give Ginny a call.  Soon, you’ll also be hearing about the Azithromycin study (giving this antibiotic to people who haven’t yet grown the Pseudomonas germ).  We will keep you posted.





We need you, people with CF and their families, to join our crusade against CF.  That sounds kind of funny.  After all, you personally fight against CF every day of your lives, and that is true.  What we are asking of you now, is to get as actively involved (as you can) in the CF community, to help that community defeat CF.  Join a research study; come to Patient Family Advisory Board meetings (we always want more people; meetings are listed in this newsletter); help out with CF Foundation fund-raisers; come to the CCCFC Education nights.  Hey!  Do all four!  Or as many as you can, but help the CF Community by getting involved.  
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