CCCFC Pediatric program  Narrative Report
Provide a brief assessment of the state of the Pediatric CF Program.  The assessment should include: strengths, challenges, progress made on issues raised in previous reviews, and major changes in the last year.
Strengths of the Central CT CF Center (CCCFC) Pediatric Program include a dynamic center, with committed to providing exceptional care – through clinical expertise, academic teaching, and research.  CCCFC has a strong history of quality improvement, and participated in LLC 2.  Our center has been blessed with parents and patients who are helping us through our Patient Family Advisory Board (PFAB).  CCCFC is the University of Connecticut CF Program, and is responsible for the majority of the voluntary newborn screening in the state of Connecticut (20 out of 30 birthing hospitals, approximately 75% of births/year).  CCCFC also has significant expertise in airway clearance techniques and teaches patients and care providers.  We have an excellent relationship with our Adult Program.  The CCCFC has had a strong commitment to transition from pediatrics to adult program, and all patients are 100% transitioned by 18 years of age.  The program has been recognized by requests to present at NACFC’s in the past.  Our personnel (MDs, RNs, SWs, RDs, and Fellows) have been very involved in teaching and training, and have all presented or moderated almost annually over the past 3 NACFCs.
Challenges for CCCFC Pediatric Program for the coming year relate to personnel.  We must replace our long-time nutritionist, Connie Galluzzo RD, who has retired quickly.  This means our new nutritionist (once hired) will not have the benefit of working together.  Fortunately the CCCFC had adopted a nutritional QI global aim, has an excellent playbook, and Ms. Galluzzo prepared a fantastic tool to aid the new nutritionist.  We also anticipate taking the nutritionist to NACFC 2008, and applying to the CFF Nutrition Mentoring program.  The second personnel challenge is the recognition that our extremely experienced clinical and research coordinator, Ginny Drapeau RN CCRP will probably retire in 2 to 4 years.  To provide an orderly transition we plan to hire a new clinical care coordinator this year whom Ms. Drapeau will help mentor.  As the new clinical coordinator develops, Ms. Drapeau will focus more upon research only.  Finally, one of the MD faculty, Karen Daigle, has left the center, placing greater time demands on the Center Director, Craig Lapin, and remaining physicians, Craig Schramm and Anita Bhandari.  Recruitment is underway, but not anticipated to be soon.  Although Transition is a strength of the program, it has also been identified by our PFAB as something that could be improved upon, and is a project for the joint Pediatric-Adult LLC team.  Finally, a challenge of our maturing LLC team is finding the time and energy to drive continuous quality improvement.  Identifying basic science personnel and developing a forum for interaction between the CCCFC and basic scientists remains a significant problem.  
There has been significant progress made regarding FTEs for allied health personnel.  Support from the institution has increased for our social worker, Joanne Stevens, LCSW, up to 0.5.  Due to additional research funds helping to support Ginny Drapeau, Clinical and Research Coordinator, the CF Clinical Care Grant was able to increase our nutritionist’s time to 0.5 FTE as well.  This means that RN, RD, and SW now meet CFF guidelines for care provider to patient ratios.  Getting additional supported time for the Center Director has been more problematic, especially since the division is now down a physician.  Research activity has significant improved since obtaining a CF-research facilitation grant.  This has helped support time for Ginny Drapeau as research coordinator and allowed purchase of needed equipment, and some support of protected time for Dr. Lapin.

Major changes have been alluded to in the previous sections.  We are in the midst of significant personnel changes – nutritionist, clinical coordinator, and addition of a new pediatric pulmonary physician.  Our Pediatric and Adult programs have become more independent of each other in personnel, geography (separate pediatric and adult facilities), and timing of clinics.  The research activities of the Pediatric Program have significantly ramped up.  
Please provide a brief assessment of your multi-disciplinary team including significant changes in personnel.
Dynamic, dedicated, and open to new ideas describes the CCCFC’s pediatric multidisciplinary team.  All members routinely work more hours than their allotted FTEs, donating their skills and efforts to the CF center.  The pediatric team has been together for six or more years which has helped to develop a unit devoted to its patients and families.  Individually, each member brings significant experience to the team:  Craig Lapin, MD has been the Center Director since 2000, and was associate director since 1992.  He was promoted this past year to Associate Professor of Pediatrics, in large part due to his improvements in the CF Center, quality improvement initiatives, and international recognition of his airway clearance expertise.  Under his leadership, all of the members of the CF team have developed to the point where they are now participating at the national level.  He is passionate in his commitment to improving the lives of his patients and to the ideal of conquering CF.  Ginny Drapeau, RN, CCRP  has been the CF coordinator for 14 years and knows our patients and families backwards and forwards.  She is responsible for clinic coordination, education, and the CF Registry.  Last year she added the duties of CF research nurse as some of her clinical activities (phone triage, home care interactions, insurance approvals) were transferred to the other RNs in the Pulmonary Division.  Ginny’s commitment to CF and the Center frequently makes her the last person to leave.  Our patients, families, and providers would not know what to do without her.  Joanne Stevens, LCSW, has been in social work for years, and beforehand business.  One of the largest challenges for the Center is the institution’s restriction of Joanne’s hours.  Finally, the institution (after the last CFF site visit) increased her FTE.  Her insights into our patients during clinic are critical, and accomplishments during individual sessions have made huge differences in our patients and families lives.  She is an indispensable member of our team.  Connie Galluzzo, RD was CCCFC’s longest serving member with 19 years of CF care.  Her knowledge and dedication to CF is incalculable for the team.  Her hours had been insufficient, however for the last six months we were able to increase FTE to 0.5.  She refused to accept less than good nutrition.  Unfortunately, Ms. Galluzzo determined that 2008 was the right time to retire, as she felt the majority of our pediatric patients were in good nutritional status, and that our nutritional QI would help us until a new RD is found.  Anne Lapin, MCSP is our physical therapist and has been caring for CF patients for more than 21 years, and has been instrumental in the introduction of, and training in, modern airway clearance techniques here and throughout North America.  Her positive attitude is infectious – to our patients, families, and providers.  Lynn Dougherty, RRT and R.B. Curtis are two of our respiratory therapists who have taken additional interest in our CF population, and are involved in CF QI.  Each member of the CF team is an expert in their own field, and the physician members of the team respect the allied health providers as equal colleagues; their assessment and input is critical to providing exemplary care to our patients and families.  

Significant changes have been the loss of Connie Galluzzo, RD.  We are currently recruiting for a new nutritionist.  They include the transitioning of Ginny Drapeau, RN to Clinical and Research Coordinator, and the anticipated hiring of a new CF Clinical Coordinator.  Additional FTEs for SW and RD have been approved (although they are grant dependent).  They include the loss of Karen Daigle, MD who moved to practice in Rhode Island.  This has added demands onto Drs. Lapin, Schramm, and Bhandari.  A new faculty member is actively being sought.  
It should be noted that Craig Lapin, Ginny Drapeau, Joanne Stevens, Lynn Dougherty, and R.B. Curtis are members of CCCFC’s core quality improvement team as well as the Patient Family Advisory Board (as was Connie Galluzzo prior to her departure)..  
Please provide a brief assessment of the extent to which you involved patients/families in your Pediatric Program.
CCCFC’s Patient Family Advisory Board (PFAB) formed in April 2005, meets monthly, and works hard.  They play an integral role in the center’s quality improvement initiatives as well as providing advice and feedback to the pediatric and adult programs.  Over the past year they have completed specific aims that have had significant impact on care at the Center and the spirit of our CF community.  The CCCFC Center Outcome report was shared with the PFAB as soon as it was released, with feedback sought.  The PFAB continues its work with development of the CCCFC website.  The two programs of Peer Mentoring and Vocational Guidance were the main focus of the past year. They have culminated in professional training of CF patients and parents in mentoring and CF.  Our social workers now have vocational information for our patients and families.  The PFAB group provided an in-service to the adult inpatient unit.  They continue to edit and provide support for CF Spirit, the center’s newsletter, and continue to present during our annual CF Center Outcome and Research Update evening for our CF community.  
The year 07/2006 -06/2007 the PFAB identified and worked on: 

Website, Peer Mentors, Feedback on Surveys, CF Spirit Newsletter, QI programs, Bliss East Inpatient In-Service, Mom/Grandmother luncheon, and the presentation at the CF Center Outcome and Education night.
The year 07/2007-08/2008 the PFAB has identified and begun work on: 

Adult Support, Parent Support, Transition Communication Between Specialty Practices,and In-Patient Care, Newsletter, QI programs, and the presentation at the CF Center Outcome and Research Update night.

Briefly describe your Pediatric Program’s primary quality improvement activities over the past year.  Choose a category that best fits your work:  optimizizing growth and/or nutritional status; prevention, detection and/or treatment of pulmonary exacerbations; prevention of the spread of multi-resistant bacteria; detection and/or treatment of CF related diabetes; other; none.  
Category – Other.  The CCCFC Pediatric Program’s primary quality improvement activity over the past year has been optimizing Adherence.  
Global Aim #3 In collboration with patients, families and information technology, the CCCFC aims to optimize adherence in all pts, to all recommended therapies, to delay disease progression, especially in the 11 to 17 year old age group.
This process actually began in 2004 when we surveyed our community for barriers to perfect care, however adherence goals, aims, and PDSA cycles did not begin until October 2007 (as Global Aim 1: Pulmonary Health and Global Aim 2: Nutritional Health occurred first).  Literature reviews have been performed, fishboning done, and the CCCMC LLC team has begun development of tools (or modification of pre-existing tools) to assess Generalized Adherence Risk, CF Knowledge, and Respiratory Therapy/Airway Clearance Knowledge and Adherence (see uploaded documents).  Our process is to develop a classification scheme based upon the generalized adherence risk tool.  An algorithm will be developed to identify problematic areas of adherence in pulmonary, nutritional, and other care.  One-on-one provider to patient/family interaction and educational tools will be used to address these concerns.  Determination of outcome measures, in addition to these tools, scores, and classifications, are under discussion.  

Briefly describe your Pediatric Program’s secondary quality improvement activities over the past year.  Choose a category that best fits your work:  optimizizing growth and/or nutritional status; prevention, detection and/or treatment of pulmonary exacerbations; prevention of the spread of multi-resistant bacteria; detection and/or treatment of CF related diabetes; other; none.  

The CCCFC Pediatric Program’s secondary quality improvement activity in conjunction with the Adult Program and the PFAB has been optimizing the Transition (Pediatric to Adult Program) Process.  Brainstorming perfect transition, developing a fishbone of barriers to transition, and age-appropriate transition checklists have occurred (see uploaded documents).  A task force of pediatric and adult care providers, PFAB members, and ad hoc CF patients and families has been formed and is further driving transition improvement.  Outcome measures are being discussed.
Secondary quality improvement measures also include the SDSA of chronic pulmonary therapy usage for our patients and an aggressive nutritional approach.  These measures have been accomplished by incorporation into our clinical encounter form.  It now includes significant portions of the pulmonary checklist previously used to review chronic therapies; it also functions as checklist and guide for our nutritional algorithm.  
Provide a brief update on the CF related teaching activities at your Pediatric Program over the past year.
Education and teaching have been provided through several venues to different audiences.  The CCCFC website is now open and significantly upgrades the access our patients and families ability to educate themselves and have real-time updates on research, activities, and events.  The CCCFC Pediatric Program is fine-tuning the CF Notebook an age-specific, educational resource covering many nutritional areas, a hardcopy of which will be on the CCCFC website.  Every year the CCCFC holds a CF Center Outcome, Research, and Educational evening.  Dr. Lapin was a featured speaker at Baystate Medical Center’s CF Center Family Education evening.
First and second year medical students are exposed, briefly, to CF during their lectures on pathology and genetics.  Third year medical students all rotate for two week inpatient rotations at Connecticut Children’s Medical Center, where they learn about CF during patient rounds.  Once a year, Craig Lapin gives a didactic lecture on CF and another on airway clearance is given.   Many residents choose to do a pulmonary elective (primarily outpatient) during which they receive significant exposure to CF.  In 2007 Dr. Brian O’Sullivan was invited to present Pediatric Grand Rounds on Cystic Fibrosis.  Ginny Drapeau reviews cystic fibrosis in the Pediatric Basics for Nurses course given quarterly at Connecticut Children’s Medical Center. She also chaired the Caroline MacPherson Memorial Symposium, “Pumonary and Nutritional Care of the Young Child with Cystic Fibrosis” and moderated the roundtable session “Starting a Family Advisory Group”.  At the 21st Annual North American Cystic Fibrosis Conference in Anaheim, California in .  October, 2007.  Dr. Craig Lapin and Anne Lapin provided pre-conference course “Basic Airway Clearance for the Cystic Fibrosis Team” at the 21st North American Cystic Fibrosis Conference, Anaheim, California, in 2007.

Provide a brief update on the research related activities of your Pediatric Program over the past year.
In 2007, using the CF Research Facilitation Grant, the Pediatric Program continued its expansion of research activities.  Participation in the TIGER1 study concluded after successfully screening 7 patients, enrolling 6 patients (exceeding target), with 5 patients completing the study.  Participation in the Azithromycin study continues, having screened and enrolled 10 patients.  We have applied to participate in the Aztreonam in Mild Patient Study and will have our Pre-study Visit for the Mannitol study this week.  The Adult Program is also gearing up to begin its first study, TOBI DPI, and is looking to apply for a second.  Ginny Drapeau, the pediatric research coordinator, achieved her 

Certification from the Society of Clinical Research Associates in 2007, and is now a Certified Clinical Research Professional (CCRP).  Joanne Stevens, Drs. Lapin and Schramm, and Ginny Drapeau are planning a study using an anonymous questionnaire to evaluate global compliance in our CF population and to highlight areas at greatest risk for non-adherence.  
Briefly summarize your primary goal for the Pediatric Program for the upcoming year.
The Pediatric Program at CCCFC primary goal must be to meet the challenge of change; the change of our nutritionist and clinical care coordinator; the change for patients and families from the Pediatric to Adult Programs; the change generated by advancing PDSA’s on our global aim of improving adherence; the change of increasing research participation within our program and our CF community.  
As always, we plan to have fun, and to re-dedicate ourselves to providing exemplary care and doing all we can to make CF a disease of the past. 

	CCCFC Adult Program Narrative Report
Provide a brief assessment of the state of the Adult Program. The assessment should include: 

Adult CF Team: Strengths: A dynamic, dedicated team with a strong commitment to patient advocacy, safety and quality. The Adult CF clinic has transitioned over to Hartford Hospital over the last year and has focused on operationalizing the clinic. The adult team meets weekly with structured agendas and minutes to overview clinic function, flow, and continuous quality improvement initiatives. Optimizing care across the continuum has been an added area of focus and includes: transition of chronic disease from pediatrics to adults, and outpatient to inpatient care. Partnerships with patients and families via Patient and Family Advisory Board have enhanced our quality improvement endeavors. The addition of a dedicated Respiratory practitioner has facilitated protocol development and enhanced airway clearance modalities, including the addition of the hypertonic saline protocol. Challenges: System inefficiencies with operationalizing new clinic Space and capital needs to align with new clinic area Administrative support to help coordinate care across the continuum. Progress made on issues raised in previous years improved alignment and continuing education with house staff & case reviews in the inpatient setting. Major changes over the last year: Transition adult clinic to Hartford Hospital Improved partnerships with patients and families as active participant for our quality improvement endeavors. 

	Please provide a brief assessment of your multidisciplinary team including significant changes in the team over the past year.

PERSONNEL: The core members of the Adult CF team include: Drs. Knauft and Pope as both the Adult Program Director and Associated Director. Deanne Rendock, APRN and Allison Moreau RRT have joint responsibilities for CF coordinator and are in the process of assuming more coordinator accountabilities via the mentorship of Ginny Drapeau. Tessa Karabin RD and Amy Mueller MSW are integral members of our core team and bring a wealth of enthusiasm, commitment and advocacy to our team. Tessa S. Karabin, RD, CD-N, joined the adult Cystic Fibrosis team in 2006. She is passionate about her work with adults and works hard to keep up to date with the most recent research in order to optimize patient care. Her role is to help set realistic goals to attain optimal nutritional status, while providing guidance regarding individualized meal plans and nutritional supplements. Tessa is currently working towards a masters in nutrition sciences. Amy Mueller, LCSW has been the Social Worker for the Adult Program of the CCCFC since January, 2006. She has been a licensed clinical social worker for 15 years, practicing previously in Western Massachusetts where she completed additional intensive training in family therapy and participated in a clinical study group. She obtained her Master of Social Work degree from Smith College in 1992, and has held several outpatient and inpatient mental health positions since then. She has a keen interest in working as part of a medical team; specifically, she seeks to better understand the meaning of illness to patients, families and providers, to examine the interface between patients and “medical system”, and to work toward improving the day-to-day experiences of patients within a medical setting. Sandra Trifiro, RN is a newer member to our adult team; she is a Certified Research Coordinator. Over the last ten years, her expereience has been in Pulmonary Research. Most recently, Sandra has been involved with the CF team and coordination of the Tobramycin CF study. We anticipate involvement in a second Inhaled Antibiotic study and look forward to future CF studies.

R. Frederic Knauft, M.D., Adult CF Center Director, Medical Director, Respiratory Care Samuel Pope, M.D., Director Pulmonary Lab, Associate Director, Adult CF Center Edward Salerno, M.D. Eric Shore, M.D., Medical Director, Medical Intensive Care Unit John Russomanno, M.D., Associate Director, Medical Intensive Care Unit Michael Conway, M.D., Chief Pulmonary Division Erika Cappelluti, M.D. Natalya Thorevska, M.D., Director Sleep Lab All of the above physicians comprise the Pulmonary Division of Connecticut Multispecialty Group and have academic appointments at the University of Connecticut School of Medicine. Dee Rendock, A.P.R.N., Specialist in Pulmonary Medicine, CMG Inpatient Services, Adult CF Co Coordinator Michael Lindberg, M.D. Acting Director for Department of Medicine Pamela Vecchiarino, R.N., M.S.N., Nurse Director, Medical Service Jenifer Ferullo, A.P.R.N., M.P.H., C.N.S., Medical Service Allison Moreau RRT, Pulmonary Rehab, Adult CF Co coordinator Merva Dixon, R.N. Inpatient CF Nurse Specialist Danette Alexander, M.S.N., Nurse Manger, Adult Inpatient Team / B11E /B11SD Rogers Pylant, R.R.T., Medical Team Coordinator Virginia Drapeau, R.N., B.S.N., Nurse Coordinator Cystic Fibrosis Care at CCMC and Hartford Hospital Robert Quercia, RPh, M.S., Director of Drug Information Amy Mueller, M.S.W., Adult Social Worker Tessa Karabin, R.D., Nutrition Services Allan Dewey, Physical Therapy Evan Fox, M.D., Psychiatrist, Liaison with Adult Psychiatrist Consultation Liaison Service, Palliative Medicine, Hartford Hospital Darrin Dagastino 

	Provide a brief assessment of the extent to which you involved patients/families in your adult Program's activities over the past year.

CCCFC's Patient and Family Advisory Board commenced in April of 2005; they play an integral role in the center's quality improvment intiatiives, including feedback re: process/ procedures and operations of adult care. Some of their accomplishments include an inpatient brochure, delineating care and expectations during an inpatient admission. refer to pediatric / CCCFC for additional info on PFAB Monthly Patient and Advisory Board meetings. Patient Satisfaction surveys with quarterly data anaylysis Telecom conference calling monthly with members of the Patient Advisory Board 

	Briefly describe your Adult Program’s primary quality improvement activities over the past year. You may upload supporting documents such as algorithms, powerpoints, etc. Choose a category from the list below that best fits your work: 

Optimizing pulmonary health has been the area of focus over the last year and includes the increased awareness and standardization of pulmozyme therapy as well as the integration of hypertonic saline in applicable patient populations. Median pulmonary funciton test (FEV1) has improved 15% over the four years in the adult population and may be attributed to the aggressive treatment of first pseudomonas isolations, increased pulmozyme prescriptions, improved nutrition, and the role of hypertonic saline. we are doing annual oral glucose tolerance tests for all adult patients and are adhereing to our nutritional classification algorithm for all clinic visits. Adherence and communication are continued goals of the adult team and will be the focus for the upcoming year. 

	Briefly describe your Adult Program's secondary quality improvement activities over the past year. You may upload supporting documents such as algorithms, powerpoints, etc. Choose a category from the list below that best fits your work: 

Our secondary quality improvment has been optimizing nutritional health and encompasses nutritional classification, CFRD managment and screening, bone health and we have begun to explore the role of appetitie stimulants in applicable patients. 

	

	Provide a brief update on the CF related teaching activities at your Adult Program over the past year.

Adult team has conducted a lecture series for continuous education, including participation for our adult patients. we have a CF dedicated binder for reference and provide this education to the housestaff as patients are admitted to the inpatient setting. 

	Provide a brief update on the research related activities at your Adult Program over the past year.

Grant: Cystic Fibrosis Foundation Therapteutics Inc: assess the safety of tobramycin inhalation powder compared to TOBI in Cystic Fibrosis Subjects Protocol # TBM100C2302 

	Briefly summarize your primary goal for the Adult Program for the upcoming year.

Improve the efficiencies in the Hartford Hospital CF clinic by enhancing acceptance of adult patients, to improve the ebb and flow of data from different points of service, and across the continuum to increase the # of patient visits per year. Our next QI inititiave is in alignment with our patients: adherence to prescribed regimes, communication and continued transition. 


