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Dear patients and families,

Many of you know that I will be leaving our center at CCMC at the end of the summer.  My new position at Hasbro Children’s Hospital in Providence, RI, combines a professional opportunity with return to my home state and my family.  I will take with me countless memories of the center, from the earlier years at St. Francis Hospital and the University of Connecticut Health Center through our growth and development at CCMC.  It has been my privilege to contribute to your care and my delight to watch you explore and accomplish so many things.  I wish you all good health, happiness and success in life’s endeavors.  

“Always bear in mind that your own resolution to succeed is more important than any one thing.”  Abraham Lincoln





Introducing Dee Rendock, Adult CF Nurse Practitioner  . . . .

My name is Dee Rendock.  I am the Adult CF Nurse Practitioner.  I have been in nursing for the past 23 years, the last eight years as a nurse practitioner with the Connecticut Multi-Specialty Group for Pulmonology.  My role has been to provide care to people who have been admitted to Hartford Hospital for respiratory reasons, including the coordination of care for people with CF in the hospital.

Since December, my role and responsibilities have also expanded to include the Adult CF Clinic.  As this clinic continues to grow with the transition of our 18 year olds, my role will also incorporate the responsibilities of the Adult CF Coordinator.  My focus will be on your overall health, effects of your illness on your life and I will work with you and your family to maximize your health.  I will provide information, counseling and education related to health care behaviors, self care skills, treatment options and will encourage you to participate in health care decisions.

As a nurse practitioner, my scope of practice will also include collaboration with the physician provider in prescribing medications and therapies as well as ordering diagnostic tests and their interpretation.  I will be directly involved in the clinic along with the physician provider, the social worker, dietician and respiratory therapist.  Being an active participant in providing care to you while in clinic will allow for a smoother transition and continuity of care should you ever require hospitalization.  

I can be reached by calling the CMG Pulmonary CF line at 860 547-1876 and leaving a message for me, or via e-mail at drendoc@harthosp.org I look forward to meeting all of you in clinic.
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But What Does a Social Worker DO?

(Adapted from an article published in “CF Connection”, Summer 2006, by Susan Horky, MSW, Pediatric Social Worker, University of Florida Pediatric Pulmonary Center)

You may have wondered why a social worker meets with you in clinic. What can a social worker offer? This is a common question. People are often unclear about a social worker’s role, in part because social workers help with such a wide variety of issues that do not necessarily seem linked together. 

Overall, the social worker attempts to improve patients’ and families’ experiences within the healthcare setting, thus enhancing overall health and well-being. Social workers provide support to patients and families in many ways. For example, they help find information on services in the community, problem-solve insurance issues, advocate within the healthcare system and the larger community, and provide time to simply talk about the difficulties of living with CF. 

One way to think about a social worker’s role is to consider the two parts of the word “psychosocial,” a term often used to describe the work social workers do. The first part, “psych,” relates to social workers’ training and skills in the psychological or emotional realm. Social workers can help with concerns about: 

· Adjusting to life with a chronic illness 

· Family concerns or conflicts (such as loss of a job, moving, caring for an adult relative, marital conflict or conflict between parent and child) 

· Relationship problems 

· Grief and loss 

· Depression, anxiety, or difficulty coping 

· Managing anger

· Child or teen behavior problems 

· Support through stressful times 

· Substance abuse 

· Preparing for life as an adult with CF (“Transition” to adulthood)

· Family planning 

The “social” in “psychosocial” refers to how social workers can help with “concrete” or “resource-related” issues. These include: 

· Advocacy with schools (for example, writing letters or attending meetings to make sure a child’s school environment meets all of his or her educational and medical needs) 

· Providing information about housing or transportation

· Providing information about job searches or academic planning 

· Assistance in communicating with billing offices 

· Providing referrals for legal consultation (for example, about guardianship, custody or financial problems) 

· Assistance in obtaining Family Leave or advocating with an employer 

· Providing information about SSI, Medicaid or private insurance and assisting in resolving problems with these agencies

· Referrals to community agencies such as vocational rehabilitation, after-school programs, food banks, shelters etc.

Social workers assist with all of the above and more! So if you have a question or concern and don’t know exactly who to ask, chances are the social worker is the person to start with. Please feel free to call or email anytime, and remember that we are available to meet with people during clinic, but also during office hours outside of clinic.  Your privacy will be respected.

Amy Mueller, LCSW, Adult Social Worker   

(860) 545- 4353  

amueller@harthosp.org
Joanne Stevens, LCSW, Pediatric Social Worker

(860) 545- 9675  

jsteven@ccmckids.org


Patient and Family Advisory Board

Meeting Minutes

Wednesday, 5/23/07
Attendees:  
Dr. Craig Lapin, Dr. Rick Knauft, Joanne Stevens, Steve Ide, 

Scott Van Epps and Roe Van Epps

1. Social Event for the Adult Partners and Family

Roe reported that the event was rather unsuccessful.  The invitation was not favorably received and accepted by the adult population.  Most of the adults were offended that they were not invited to the event.  Most of them did not seem to agree with the concern of infection control. The attendance was very poor – none of the targeted adult population showed up.  Attendees were - 12 people who included:  Amy Mueller, Tessa and her boyfriend, the two reps from the drug companies, Roe and Scott Van Epps - Roe’s 3 family members/friend and Mr. and Mrs. Silliman.  

We discussed changes to make for next year’s event.   Also, we talked about how to word the invitation so it isn’t offensive, but clear; this lead to a discussion on educating the adult population about infection control.  

Also anther item was presented as to if there is a need for such an event.  What does the 

adult population need/require?

2. Website design 

Dr. Lapin reported in that Janet Brown will be contacting the web masters to create and develop the site and have it posted and a link on the CFF site as well.  There is a need to have the web site adapted for pediatrics and adults.   Dr. Lapin is researching if the “50 Years of Hope” can be incorporated into the website – it is uncertain due to the length/size of the material. 

3. Peer Mentoring Program

Roe and Joanne reported in that the Peer Mentoring training on May 17th was wonderful.  It was very well done.  The materials and instructions were presented in a clear and organized way.  All of our questions were answered.  The evening was very moving and emotional – everyone who attended shared their story on how they got to where they are today in dealing with the particular illness that affect their lives. 

Dr. Knauft raised the question – “How is this program going to be bridge to Hartford Hospital?”

This then lead to a discussion of ideas to bring to the board at HH.  There possibility is a need for a sanction or something similar.  Another idea was letter from the members of the Advisory Board on how important this program is and what has been accomplished by the Advisory board since it started.  This might encourage the HH board to realize and accept the Peer Mentoring program. 

Dr. Knauft suggested that Amy and Joanne work together on this matter with the members of the Advisory board as well.  

4. Hospitals Moving Forward with Patient and Family-Centered Care.”

Joanne reported that the conference that she and Amy attended in Maine was very informative and interesting.  She was excited to bring new ideas to CCMC and to HH.  Below are the items that were recognized at the meeting:


System-Centered Driving Force
The priorities of the system and those who work within it drive the delivery of health care.


Patient-Focused Driving Force
The patient is the focus or unit of care.  Interventions are done to him/her, instead of with the patient.  The patient is not viewed within the context of the family or community. 


Family-Focused Driving Force
While the family is the focus or unit of care, interventions are done to and for them, instead of with them. 


Patient and Family-Centered Driving Force

The priorities and choices of patients and their families drive the delivery of health care. 
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	It is the first day of summer as I write this and I’m hoping that the rest of the summer weather will be as nice as it has been this last three weeks.


	There are several changes that have happened or are about to happen at our center.  Many of you may have noticed that there has been a change in nurses who take your phone calls.  Susan Luxemberg and Ginny Durst have left to move into school nursing jobs.  We wish them the best.  However, you may still speak with Ginny Durst as she is coming in on a per diem basis for the summer.  Currently, Jennifer is working part time and we have hired two other nurses, Chris Mozille, and Linda Sherman, who are working part time.  In addition to our new nurses, we have also hired a full time medical assistant, Christine, whom you will meet during CF clinic as she helps out with weighing and measuring patients, taking vital signs and putting patients in rooms.  Christine did a month long externship with us and we were so pleased with her that we hired her before her month was up!!  The other change in center personnel is the news that Dr. Karen Daigle will be leaving us at the end of August to take a position at Hasbro Children’s Hospital in Rhode Island.  We are very sad to see Dr. Daigle go, but we are happy for her, as this change will bring her back to her home state and closer to her family.


	From a research point of view, our clinical trials are doing very well, but we always have room to enroll more patients.  We have 7 patients enrolled in the TIGER study. We are currently enrolling patients in the Azithromycin study.  On the adult side, they are gearing up to do a study on dry powder inhaled TOBI and also on a new form of enzymes.  You will be hearing more about those adult studies. However, if you are interested in taking part in any of the studies – pediatric or adult – just give me a call and we can discuss the trials and your interest.


	In clinical news, both clinics – adults at Hartford Hospital and our pediatric clinic here are filled most of the time.  Our only problem is an occasional “no-show” which leaves us with an empty time slot that could have been given to another patient.  We ask you to please try to call us a day ahead if you will be unable to keep your scheduled appointment.  Then, we can fill the slot with some one who is waiting for an appointment.


	This newsletter contains lots of interesting articles for all members of our center – pediatric and adult.  Please take the time to read them all, and call any of the CF Center Team members if you have questions or suggestions.





	Have a wonderful, healthy summer.
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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 now offer a Peer Mentor Program to all patients - pediatric and adult - and their families for one-to-one support during times of struggle or critical decision-making. 





Whether a new CF diagnosis, first hospital admission, school or work entry, leaving your parent(s)’ home, considering a G-tube placement, wondering about transplant surgery, or just trying to fit CF care into your 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.  Support will typically be provided by phone or email, although personal meetings might happen if both parties agree.  Patients are asked to keep in mind the infection control guidelines set forth by the Cystic Fibrosis Foundation, which recommends that persons with CF avoid contact and remain at least 3 feet apart; wearing masks and gloves further decreases risk of transmission.  





On the evening of May 17th, three parents and two adults from our Center participated in “Listener Training”.  Three more persons living with cystic fibrosis will be trained later in the summer.  PATH (Parents Available to Help), through Parent To Parent of CT, provides the “Listener Training”, accepts confidential requests from patients and families for mentors, and makes the best possible connection between the person requesting support and the mentor.   Although PATH was designed to provide “parent-to-parent” support, the organization is considering a change in its mission statement to provide “person-to-person” support, thanks to the readiness of our adult patients to train as peer mentors!  All mentors are professionally trained by PATH to respect your privacy, listen to your thoughts and feelings, and offer support, without guiding or advising.  





If you feel that support from another person living with cystic fibrosis might be helpful to you and your family, or, if you (and/or your spouse/partner) would like to participate in training to become a Peer Mentor, please contact PATH at 1-800-399-7284 or your CF Center Social Worker. 





Amy Mueller at � HYPERLINK mailto:amueller@harthosp.org/ ��amueller@harthosp.org/� 860-545-4353


Joanne Stevens at � HYPERLINK mailto:jsteven@ccmckids.org/ ��jsteven@ccmckids.org/� 860-545-9675












































































































































Please note that our next two Patient and Family Advisory Board Meetings 


will be held on Wednesday, September 26, 2007 and October 24, 2007 from 6:30-8:30 pm.


Please join us if you can.
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PLANT OR POISON?						Dr. Melanie Collins








Plant or poison, natural remedy or natural disaster-where do you stand with natural therapies?  To be honest, unless it is a new ravishing color of lipgloss, I believe natural remedies can often have the potential to do more harm then good.  Then again, my sister has accused me of being a “typical, narrow minded” physician.  So, to better defend myself, and perhaps even enhance my knowledge, I’ve committed to spend my last year of fellowship researching a natural remedy a month to be featured in this column.  


But let’s be honest.  What is a drug?  Webster’s Dictionary defines a drug as “a substance intended for use in the diagnosis, cure, mitigation, treatment, or prevention of disease”.  Isn’t that what most people are using natural remedies for?  Treating a disease?  Preventing a cold?  What’s the difference between taking a traditional medical therapy for teething (Ibuprofen) vs. a natural one (belladonna)? The natural therapy is safer right?  WRONG!  Ibuprofen is manufactured to strict FDA standards, the same amount of active ingredient in each and every tablet.  Most natural therapies are not FDA regulated; therefore the dose is not guaranteed.  Furthermore, harvesting time can greatly affect the active ingredients in natural products. This can be important, considering that belladonna is the plant used to make the powerful drug atropine.  Too much Belladonna can cause hallucinations, seizures and irregular heartbeat. In the spirit of fairness, any remedy/medication, even traditional medications like ibuprofen, when taken improperly can also be unsafe. 


There are a variety of resources to investigate natural therapies.  Many are filled with little science and a lot of “personal” experience.  Most scientific resources have limited recommendations for children, because of a lack of scientific studies in this population.   Granted, many traditional medications also have not been adequately studied in children but because of years of experience, we use them with a much higher level of comfort.  To find the most accurate information for this column, I will combine sources to figure out fact from fiction on the most popular natural remedies.  Now, before we go charging down the herbal super highway, I’d like to set a few ground rules:





#1 Unless it’s a lip gloss, I cannot in good conscience recommend any natural remedies without good scientific evidence of their safety and efficacy.  (Besides, many of the lip glosses I’ve tried turn out to be a big disappointment!)  However, if I do find an actual well designed research trial documenting the benefits of a miraculous supplement, I can guarantee that I will do my best to find a reputable source, including a licensed physician to prescribe and monitor the therapy.  





#2 The CF Foundation is great and powerful.  Any natural therapy of merit for CF will, without a doubt, be in the investigation pipeline of the CF Foundation.  The Foundation is committed to finding a cure for CF, even if it is “natural”.





#3 Ask and ye shall receive.  Email your suggestions of therapies to be investigated.  I will review the web, books and scientific journals (real ones) to give you the most honest answer possible.





Remember, natural therapies are medications too!  Natural does not necessarily equal safe.  Furthermore, natural therapies can affect traditional medications as well. So don’t forget to tell your doctor about any natural therapies you may be taking.  I look forward to receiving your suggestions and learning about natural therapies together.
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2007 CALENDAR OF EVENTS





August 11th (Sat)	2nd Annual Wiffle Ball Tournament and Family Fun Day


	Gil Residence, Lisbon (Tracy Wu)





August 22nd (Thurs)	Battle in Berlin Rugby Event


	Sage Park, Berlin (Tracy Wu)





Sept 7th (Sat)	Summer Roses Reminisce


	Tribeca Café, Glastonbury (Sarah Orzech)





Sept 10th (Mon)	Nell’s Golf Challenge


	TPC River Highlands, Cromwell (Paul Drury)





Sept 29th (Sat)	8th Annual Evening of Comedy and Hope


	Crowne Plaza Hotel, Southbury (Tracy Wu)





Oct 5th (Fri)	Stand Up to CF


	Marco Polo Banquet Facility, East Hartford (Cassandra Davis)





Oct 7th (Sun)	2nd Annual Run with the Hawks 5K with the University of Hartford Men’s 


	Basketball Team West Hartford (Tracy Wu)





Oct 7th (Sun)	20th Annual Cystic Fibrosis Foundation Bike Tour


	Sherwood Island State Park, Westport (Pam Amodio)





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


	TBD, (Sarah Orzech)





Nov 30th  (Fri)	Sportscasters’ Super Ball


	Rentschler Field, East Hartford (Paul Drury)





Dec 13th (Thurs)	Annual Meeting


	Crowne Plaza Hotel, 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

















�	        From Dr. Lapin





Hello there, again.





I can’t believe it’s time to write something for the newsletter.  But, I’ve been thinking about a new feature for CF Spirit for a while.  Highlighting a CF team member; letting you get to know him or her a little more personally.  See if you can guess who this team member is.





Born in L.A., almost (dare we say it) 50 years old.  Grew up in Sydney, Australia.  Went to university in Boston.  Some form of additional medical training in Kansas City, Houston, and Toronto.  Met spouse in Houston while working with a 13 year old CF patient.  Used to tell painfully corny jokes to the CF patient and her physical therapist.  Eventually married the P.T.!  Got married in England.  Has two children, both English and American citizens; daughter is a senior and looking at colleges, son is a junior and will be looking soon.  Used to have a 3rd child, a terrier mutt who thought he was a great dane.  Sadly Digger passed on a couple of years ago at the ripe doggy age of 17 years old.  Currently has a real scardy cat name Callie, who is scared of her own shadow.  Anyway, this team member’s interests include travel, reading (primarily science fiction - but is not a trekkie - suspense, mysteries), photography, and theater (is a ‘techie’).  The member is a Red Sox, Patriots, Bruins, Celtics fan (remember a few years ago the Bruins and Celtics always made play-offs, Red Sox mostly made play-offs, and Patriots never did?) 





I guess that’s about it, except like the rest of our CCCFC (Central CT CF Center) team, this team member is passionately committed to defeating CF and putting the center out of business!  The team member is dedicated to providing exceptional clinical care to you and your family.  I thought we would have a competition.  Email your guesses to the identity of the CF member to our new CF email address – � HYPERLINK "mailto:ucccfc@ccmckids.org" ��ucccfc@ccmckids.org� - and we will draw two names from the (?thousands, hundreds, or few correct) answers.  The winner will get a gift certificate to the CCMC gift shop. (What did you expect?)  





Hope you are having a good and relaxing summer.  Thank you to all of you who have volunteered to help us with our research efforts.  Thank you to all of you who come to see us regularly.  





Best regards,
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