PATIENT AND FAMILY SURVEY RESULTS

STRENGTHS OF CCCFC

     STAFF
· Sensitivity of Staff (91%, n=58)

· Training, Skill, Experience of CF Team Members (98%, n=57)

· CF Team Members’ Concern for Your Emotional Well-Being (93%, n=57)

· Encouragement of Preventive Measures (92%, n=36)

· Reassurance/Support Offered By:

         - Physician (91%, n=56)

         - Nurse (94%, n=54)

         - Social Worker (94%, n=50)

         - Nutritionist (93%, n=53)

         - Office Staff (96%, n=49)

      AMOUNT OF TIME DURING VISITS WITH;
· Nurse (93%, n=54)

· Nutritionist (93%, n=53)

· Social Worker (92%, n=46)

TIMELINESS
· Response of CF Team Members by Phone (90%, n=58)

· Getting Prescriptions Refilled (95%, n=56)

COMMUNICATIONS
· Accessibility of CF Team Members Outside Visits (98%, n=47)

· Clearly Informed by CF Team Upon New Diagnosis (92%, n=47)

· Your Involvement in Decisions About Your Care (90%, n=58)

· Adequately Prepared for Discharge from Hospital (91%, n=35)

EASE OF REFERRAL

· ENT (94%, n=33)

· GI (93%, n=27)

· Surgery (95%, n=21)

OVERALL SATISFACTION
· With Care Received (93%, n=54)

· With Quality of Care & Services Provided by MD & Team (91%, n=54)

· Willingness to Refer Others to CCCFC (96%, n=54)
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IMPROVEMENT NEEDS OF CCCFC

    EDUCATION
     -  Reproduction and CF (53% want more, n=36)

     -  Sexuality and CF (54% want more, n=24)

     -  Transplant and CF (46% want more, n=22)

     -  Pulmonary Function Tests (26% want more, n=54)

    Support of Complementary Therapies (59% want more, n=34)

    TIMELINESS
    - Length of Time Between Calling for Appt. and Actual Appt. (33% want better,n=55)

    - Length of Time Seen By CF Team Members (30% want more, or less? n=58)

    COMFORT WITH
· Transition From Pediatric to Adult Care (33% want better, n=27)

· Asking Questions About Sexuality & CF (41% want more, n=27)

· Support to Ease Financial Burdens (31% want more, n=29)

· Team’s Help in Weighing Risks/Benefits of Disclosing CF (38% want more, n=42)

Convenience of Hours @ Location Where Care is Received (32% want better, n=57)

CF Provider Communication with PCP (25% want better, n=49)
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OTHER DATA OF INTEREST

· Overall Knowledge and Understanding

             - Medications (93%, n=53)

             - Nutrition (96%, n=53)

             - Airway Clearance (98%, n=53)

· Overall Adherence (89%, n=57)

            - Medications (84%, n=57)

            - Airway Clearance (84%, n=55)

            - Exercise (88%, n=51)

            - Glucose Monitoring (63%, n=16)

            - Diet/Tube Feeds/Shakes (90%, n=39) 

-    Perceptions of Physical Health (79% favorable, n=58) 

           - Overall (79% favorable, n=58)

           - Pulmonary (72% favorable, n=58)

           - Feeling Sick More Often Than Others (39%, n=51)

           - Ability to maintain daily activities (89%, n=57)

· Perceptions of Emotional Health

           - Generally happy (81%, n=52) 

           - Somewhat nervous (41%, n=52)

           - Feel calm and peaceful (34% don’t, n=50)

· For Support/Coping I Rely On:

           - Family (96%, n=51)

           - Friends (68%, n=50)

           - Faith (57%, n=49)

           - Counselor/Social Worker (29%, n=45)

           - Other (67%, n=9)
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PATIENT AND FAMILY COMMENTS

BEFORE YOUR VISIT

· I’ve never been informed about Clinic delays.

· When hospitalization was required our child was omitted from the Clinic schedule the next day.  Thank you Ginny Drapeau.

· The Clinic rooms are cold in nature and not inviting or friendly.  Thank goodness the staff is warm and friendly.  Should be separate from cardiac care.

· We’ve never had a delay in Clinic.

· Staff always attempts to meet my needs when setting up appointments.

· There have been times when we’ve been unable to schedule appointments – even 2-3 months out.

· Availability of appointments sometimes causes me to wait longer for visits than the desired schedule as prescribed by the doctor.

· Excellent service!

OUTSIDE YOUR VISITS

· I wish it was easier to be seen when problems arise, even minor problems to ease

      parents’ peace of mind.  Being an hour away is tough.  How about other

      pulmonologists available just to “listen” to lungs, or other services that are somewhat

      routine?

· Have to take child out of school for routine appointments.

· Team always returns calls ASAP

· I am especially impressed with the conferences the Team has about the patients.  It’s 

reassuring to know that everyone is up to speed re what’s going on.

DURING YOUR VISITS

· Nutritionist is THE BEST!!!

· Every time I’m in the hospital every single person takes great care of me, even the cleaning staff.  Everyone’s wonderful.

· I did not get to alternate between pediatric and adult caregivers.

· The social worker is annoying because she looks to find issues and problems excessively.

· I love the staff.  Do some alternative approaches help?

· Ginny, Connie, and the other staff ARE GREAT!

· Adult Doctors Stink.

· It seems the only time the Nutritionist stops in is when she needs to take measurements, or when she is unhappy with weight gain.  It would be nice if she dropped in to say “good job” when the patient gains appropriately.

· Everything about the Clinic is tailored towards pediatrics – even the way the staff (APRN, etc.) speaks to the adult patient!!!  Very poor care.

· Months may go by without seeing the Nutritionist or the Social Worker.  Would like to see more of them.

· The entire staff is welcoming and caring.

· Ginny is always keeping me informed about new treatments and is always very helpful whenever I need something done and have a question.

· Don’t think visits need to be as often for middle CF patient or need all services at every visit.

· I really like how the Team encourages my child to participate in intake interviews and encourages her involvement in her care.

· Ginny sounds rushed on the phone – maybe need another RN?

· We would love for Joanne’s hours to be expanded.  She is so invaluable.  My child actually looks forward to seeing Connie and Joanne at Clinic. How wonderful to have something positive among the CF care and therapy.  The daily unending grind of therapy is taking an emotional toll on my child. 

HEALTH AND DAILY ACTIVITES

· I am married, and when I was hospitalized, the covering MD would not discharge me 

without meeting with my parents first!!  I AM AN ADULT – NOT A CHILD!!!

· Pulmonary health just starting to be good because I had a transplant.

· Only missed 2 appointments due to insurance issues.  Always go to appointments.

· Think every 8 weeks is too often.  Three visits per year would be adequate.

DISCHARGE FROM HOSPITAL

· It was very scary but we are so grateful for the support that we have from every angle.

INFORMATION SHARING

· It would be great if annually airway clearance techniques could be reviewed along 

very basic physiology to remind us why airway clearance is so vital.  Just a quick 10-minute refresher.

· Reproduction, sexuality and transplant have not been discussed with me.  

· Too young to worry about reproductive issues.

· My child is not old enough for some of these questions (reproduction, sexuality, transplant), but I know I can count on them to give me answers to questions.

YOUR FEELINGS

· For support, I rely upon the social worker and my counselor.  

· Suggest adding a psychologist.

· For support, I rely upon myself.

· Ports/tubes used to interfere with how I felt about my body.

· The primary thing that annoys me the most is that the CF Clinic Staff seem to expect people to feel negative, sad, etc., re CF!!  That is not always the case!!

· For support/coping, I rely upon my spouse and my child.

FINAL THOUGHTS AND SUGGESTIONS

· No suggestions, the whole CF Team is wonderful.

· Closer supervision of fellows.

· We feel very fortunate to be under the care of CCMC Pulmonary Dept!  Dr. Daigle, Dr. Lapin & Ginny Drapeau, have always gone above & beyond to make us all comfortable & they all do it with a great deal of compassion for our circumstances.!

· Satellite offices?  Nicer office at CCMC.  

· As a parent completing this survey, it was a bit confusing.  Some questions were ambiguous – I wasn’t sure if I should answer for me or my child.

· Better communication with other specialists in the care of my child.

· I don’t like the adult docs, but I’ll deal.  The pedi docs were great.  The adult docs have a tendency to prescribe too much medication.

· You have been so supportive in our child’s recent CF diagnosis.  It is never easy to hear that your little one is sick, but everyone on the CF Team has been there to answer every one of our questions, no matter how small, and (they) take the time to make us feel comfortable.  We will be forever grateful for the wonderful care and compassion that you have shown to our family.

· I would like to better understand PFT’s.  What do the different tests mean, i.e., FEV and how do the #’s correlate?

· We think the CF Team is great; we like that we can see any of the doctors on the team and they always seem to know what’s going on with (our child’s) health.  It is ob-vious to us that the team communicates with each other and truly functions as a team.

· The Medical Doctor meets my expectations, but not the Clinic Staff. 

· Schedule more Clinic days.  Be available to see child when sick.  Don’t be in such a hurry – you rush in, look at patient, and rush out.  I feel we can’t ask questions because everyone is always rushing.

· Just be honest about what to expect.  Keep up the praising regarding how we are doing.  Also, very important to talk about the movement towards a cure & the research.

· More visits with Social Worker.

· I think there is too much doctor rotation.  Clinic one day a month is not convenient enough.

· Shorter well visits – appointments usually run approximately 2+ hours.  Patient/family should only see Social Worker if they request.

· More flexibility of appointment dates and times – not always able to see specific MD despite scheduling appointments 6-12 mo. in advance.  At my son’s age, he prefers consistency with routine visits with Dr. Daigle (who he’s known for the last 12 yrs. and has a relationship with!)

· Streamline visits.

· If there is any way to avoid walking down to patient registration, that would be huge.  Perhaps a satellite desk near Security Guards?? 

