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Question:_______________________________________________________________
________________________________________________________________________
________________________________________________________________________
________________________________________________________________________

Answer:_________________________________________________________________
________________________________________________________________________
________________________________________________________________________
________________________________________________________________________

Question:_______________________________________________________________
________________________________________________________________________
________________________________________________________________________
________________________________________________________________________

Answer:_________________________________________________________________
________________________________________________________________________
________________________________________________________________________
________________________________________________________________________
Pediatric pulmonary center
University of Florida
Things I should remember:____________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

My medications:______________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

My treatments:______________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

My next appointment:                 Date:____________________    Time:_____________________
Pediatric Pulmonary Center
Phone: 352-273-8380
Fax: 352-392-4450
E-mail: 
seaside1@ufl.edu



What the Heck is the Difference between an IEP and 504 Plan?????




#1.  Reason for IEP or 504 plan.


IEP:  An IEP is a learning based plan that deals more with learning disabilities or disabilities that impact learning.  It will outline a specific plan of action in regards to learning the materials needed at a specific grade or point in achievement.  Many times an IEP works with children in special education classes but can also be implemented for children in general classes that need more intense modifications or accommodations to perform their work such as long time periods for test taking.  


504:  A 504 plan is medically based and relies more on a medical diagnosis.  This medical diagnosis requires accommodations to be made in the classroom such as frequent bathroom breaks.  This plan is basically designed for a general student with a medical diagnosis that needs certain accommodations to function properly in a classroom setting.


#2.  Timeliness.


IEP:  Once a referral is received, an IEP takes 90 days to complete and will active for the extended period of time noted in the IEP.  The IEP can continually be updated or modified as needed.

504:  A 504 plan is much timelier than an IEP in that it can be completed within one day.  However, a 504 plan is only good for one year past the date it is completed.  The 504 can also be continually updated and modified as needed.

How to get your child in an IEP/504 plan today! :


1.) Contact your child’s school and ask to speak to the building principal first.


2.) Discuss your child’s diagnosis and which plan you would like to attain for your child.


3.) Ask the principal who you should contact next to set up a meeting.


****If the school tries to give you the run around concerning how an IEP does not apply to your child….tell them that when you show up for the meeting you are rightfully entitled to, they can show you the codes that tell you why your child can not be considered for an IEP/504 plan!!!!


*****REMEMBER….YOU ARE YOUR CHILD’S STRONGEST ADVOCATE!!!!!
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Background and Purpose 


• Federal guidance for the Supplemental Nutrition 
Program for Women, Infants and Children (WIC) 
identifies asthma as a nutritional risk.  


• Results of a 2009 needs assessment of Florida 
WIC dietitians indicated they lacked formal 
instruction on the nutritional implications of 
pediatric asthma. 


• The objective of this project was to evaluate the 
efficacy of a web-based continuing education 
program improving the knowledge and attitudes 
of Florida WIC dietitians in the nutritional 
implications of asthma in children.  


 


 







Method 


 A web-based continuing education (CE) module 


was developed using Microsoft PowerPoint format 


and audio-capture. 


 The module included asthma pathophysiology, 


treatment and nutritional implications.  


 After pilot-testing the initial module, a revised 


program was distributed statewide via the Florida 


WIC intranet and advertised by program directors 


and state WIC staff.  


 







 
 


http://www.peds.ufl.edu/divisions/pulmonary/training_module/ 


 







Process 
 The WIC dietitians completed the pre-test, watched the 


module, and then completed the post-test.  


 After completion the participants received a certificate of 
completion and 1 CPE from the Commission on Dietetic 
Registration of the American Dietetic Association. 


 Each participant used a unique four-digit code to identify 
both the pre-and post-tests so that these could be matched.  


 The pre-and post-tests were completed via Survey Monkey. 


 The pre- and post-tests included questions that assessed 
knowledge gained through multiple-choice questions and 
change in attitudes by a Likert scale. Ten (10) identical 
questions were on the pre- and post-tests. 


 Non-completion of the post-test was the only exclusion 
criterion. 


 Sixty-six (66) matched pre- and post-tests were compared 
using paired t-test analysis via SAS. 


 







Results: Knowledge Change 
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Results: Attitude Change 
“I feel knowledgeable about nutritional implications of 


asthma in children.” 
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Results: Attitude Change 
“I feel knowledgeable about the types of medications used 


for asthma in children.” 
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Results: Attitudes Change 
“I feel knowledgeable about the relationship between asthma 


and overweight in children.” 
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Conclusion and Discussion 


• Use of a web-based continuing education module 
on the nutritional implications of asthma in 
children resulted in an significantly increased 
knowledge and improved attitudes of Florida 
WIC dietitians.   


 


• The production and distribution of a web-based 
educational module is a  reliable method for 
professional development of WIC dietitians. 


 


• This method of continuing education 
development may be used for other topics and 
disciplines in public health settings. 


 






Transition Tips for Parents


Almost half of the CF population is age 18 and older.  Adults with 
CF have unique needs and will need to receive care from adult providers.



Sometime between the ages of 18 and 21, your teen will transfer to the adult care.  As part of our commitment to family-centered care, the Pediatric Pulmonary Team would like to join with you to ensure that your teen is properly transitioned into adult-oriented care.  We have identified a few of the things that you as a parent can do to help your teen become an independent and responsible adult.  We look forward to working with you and your teen throughout the exciting transition process!


These are a few of the things you can do to help facilitate the transition process:


· Find out how much your child knows about his/her medical condition as well as the names and purpose of each medicine he/she takes.

· Help your teen create a notebook for recording and organizing medical information (treatments, appointments, medicines, etc.).

· If your teen has a 504 plan or IEP, encourage him/her to attend planning meetings.

· Continue teaching your teen normal self-help skills (i.e., household chores, completing homework assignments, etc.).

· Encourage your teen to begin taking on more responsibility for his/her medical care and treatment regimen – including making appointments, ordering supplies and medications, being responsible for adhering to prescribed treatment regimen, and speaking directly to providers.

· If your teen will be attending college, encourage him/her to register with campus disabled student services.

· Educate your teen on current health care benefits and begin to explore future health care coverage options.

If you have any questions about the transition process, please call the Pediatric Pulmonary Center at (352) 273-8380 or email any of the individuals below:

Cindy Capen, Center Coordinator:  capencl@peds.ufl.edu

Jennifer Hillan, Dietitian:  hillajb@peds.ufl.edu

Susan Horky, Social Worker:  chaunst@peds.ufl.edu

Rhoda Reed, Nurse:  reedrb@peds.ufl.edu
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What is neglect? 
Federal law

CAPTA : The Federal Child Abuse Prevention and Treatment Act 



Neglect is behavior by a caregiver that constitutes a failure to act in ways that are presumed by the culture of a society to be necessary to meet the developmental needs of a child and which are the responsibility of a caregiver to provide.
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Federal definition contin.

Medical neglect: gives specific reference to the care for infants and failure to respond in a life-threatening situation

		- 4 The CAPTA amendments of 1996 (42 U.S.C.A. § 5106i) added new provisions specifying that nothing in the act be construed as establishing a Federal requirement that a parent or legal guardian provide any medical service or treatment that is against the religious beliefs of the parent or legal guardian.
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Florida
Legal Definition

Florida Statutes, Chapter 39

F.S. 39.01(32)f “…(parent/caregiver)fails to supply the child with adequate food, clothing, shelter, or healthcare, although financially able to do so or although offered financial or other means to do so.  

Religion: “However, a parent or legal custodian who, by reason of the legitimate practice of religious beliefs, does not provide specified medical treatment for a child may not be considered abusive or neglectful for that reason alone…” (goes on to say this does not exclude investigation, reporting, or court ordered treatment)
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FAILURE TO THRIVE
Definition

Failure to thrive (FTT) is a condition in which children show a marked retardation or cessation of growth.

 	   FTT can result from:

A medical condition

Environmental factors or

Combination of medical and environmental factors
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National Statistics

2007 (estimated) child deaths from abuse & neglect: 1,760



U.S. DHHS

Administration for Children & Families
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Maltreatment Types of Victims, 2008
Children could have suffered from more than one type of maltreatment and therefore the percentages total to more than 100 percent. 


U.S. DHHS, Administration for Children & Families
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Florida Statistics

2009: 201 children died from abuse & neglect

Children younger than 5 highest rate

Physical abuse leading cause of death

A child is born into poverty every 12 minutes. 

A child is abused or neglected every 4 minutes. 

A child dies before his or her first birthday every 5 hours. 
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CASE SCENARIOS
& 
DISCUSSION
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			CHRONIC ILLNESS

-Educating the parent/caregiver: 
	-Do they understand reasoning behind the illness, the providers’ 	recommended treatments & are they aware of the risk of medical 	neglect?

-Some medical neglect can be attributed to religious or cultural beliefs.  
	-Meeting the family “where they are” while still ensuring the child’s 	well-being (alerting DCF if deemed necessary).

-A parent may have a learning or cognitive disability, or be unable to read. 
	-Repeating yourself may be necessary.

-In other suspected cases of medical neglect, investigators discover that the family is having difficulty overcoming certain barriers to care.

Specific to UF PPC
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BARRIERS TO CARE

Lack of adequate or NO insurance

Often educating the parent with what is available for insurance and their income level can alleviate or remedy.

Transportation problems

Distance to clinic

Scheduling problems

Availability/clinic hours- related to work & school schedules

The effects of poverty can't be overlooked; doctor's appointments and medicine/vitamins/supplies are expensive.



www.capfund.org
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Obstacles in determination

 How Many Children Are Neglected?

	-Vast Differences between estimates



	-Difficulty in defining and measuring

		-Cultural criterion

		-Where to draw the line
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Here’s the confusing legal jargon again…




“Neglect is behavior by a caregiver that constitutes a failure to act in ways that are presumed by the culture of a society to be necessary to meet the developmental needs of a child and which are the responsibility of a caregiver to provide.”
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VAGUE & CONFUSING LEGAL DEFINITION

“Behavior by a caregiver” 

 Essential to avoid confounding the definition and measurement of neglect with either the causes of neglect (such as poverty or motive) or with the effects of neglect such as physical or psychological damage to the child.  

 Crucial to measure causes or effects.  For example, service providers may often also need data on injury, as this is often prescribed by statute.

Causes and effects must be measured separately from the caregiver behavior that constitutes neglect.
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“Presumed by the culture”

Except possibly at the extremes when a child is seriously injured or dies, neglect is a culturally constructed phenomenon. 

Cultural norms concerning neglect vary from society to society.  Within a given society they change over time. 

For example, learning to read and write was at one time a privilege of a small minority of children rather than a developmental need that, if not met, constitutes neglect. 
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Where do we go from here?

Know the Signs of Neglect

Consider the possibility of neglect when the child:

Is frequently absent from school

Begs or steals food or money

Lacks needed medical or dental care, immunizations, or glasses

Consider frequency of missed visits and lack of communication

Is consistently dirty and has severe body odor

Lacks sufficient clothing for the weather

Abuses alcohol or other drugs

States that there is no one at home to provide care
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Consider the possibility of neglect when the parent or other adult caregiver:

	-Appears to be indifferent to the child
	-Seems apathetic or depressed
	-Behaves irrationally or in a bizarre manner
	-Is abusing alcohol or other drugs
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Tools for the future

Mandatory reporters:

-Physicians, nurses, social workers, hospital personnel (professional healthcare staff)



Standards for Making a Report:
	(Citation: Ann. Stat. § 39.201)
-A report is required when: A person knows or has reasonable cause to suspect that a child is abused, abandoned, or neglected.



-A person knows that a child is in need of supervision and care and has no parent, legal custodian, or responsible adult relative immediately known and available to provide supervision and care.
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When in doubt- Report it!
The Hotline counselor will determine if the information provided meets legal requirements to accept a report for investigation.

There are four ways to make a report:
By Telephone 1-800-96ABUSE (1-800-962-2873)
By Fax 1-800-914-0004
By TDD 1-800-453-5145
Web Reporting https://abuse-report-bc.dcf.state.fl.us/AbuseWebReport/Home.aspx


What information do you need when you report?

-Have as much info. as possible (demographics, contact info., specifics of the incident- including known history)



Will the person know I called?

- Even though you are mandated to give your name; all reports are confidential (very few exceptions exist under FL law but are limited to litigation and some of the professionals involved in the case).
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What happens after I report?
-The hotline counselor decides based upon F.S. Chp. 39 guidelines if the information you were able to give is sufficient and send it on for investigation.

	-If the information was accepted, local child protective investigation 	is notified and has to respond  make initial contact within 24 hours 	(sooner if deemed imminent harm).

	- If the information was not accepted, nothing further will occur.
	- Written or oral testimony may at some point be needed (not 	necessarily by the reporter) should the incident become a legal case 	and end up in trial.

PIECE OF MIND:

If you reported out of good faith and with substantial information- you did your part to protect the child.

































20





































21



Sample Checklist
(This is in NO way exhaustive.)

___ 1) Has the parent/caregiver been educated (on their own terms) of the 	child’s illness (how often are we re-educating patients and 	families)?

___ 2) Does the family have the tools needed to care for the child (this ties 	in 	with having medical coverage or charity care for the provisions; do 	they 	know how to use the tools/meds)?

___ 3) Is the child needing hospitalization more often than would be indicated 	by self-reports of at-home care?

___ 4) Is the parent/caregiver aware of health & possible legal consequences of 	not providing adequate care for the child?

___ 5) Has the parent/caregiver communicated any needs (such as difficulty 	paying for services and/or attending appointments)?

	-If no communication is occurring, despite efforts to engage and the 	child is consistently missing appointments; more investigation may 	need to begin.

___ 6) Are religious practices contraindicated and if so, do they threaten the 	livelihood of the child (if yes- need to call DCF and let them handle 	the situation)?

___ 7) Does the parent/caregiver come to appointments visibly intoxicated or 	incoherent? (If yes, immediately call the abuse hotline.)
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              Yes         No

General: 
    Fiebre




                            Pérdida de peso
                              


                              Escalofrío






    Cansancio

          

Ojos: 

    Cambio en visión





     Ojos rojos






     Rasquiña en los ojos



Oido/Naris/


Garganta:    
     Dolor de Oido


               Congestion Nasal 





     Dolor de Garganta





     Ronquera





     Problems de Audicion


Cardiovascular:     Dolor de Pecho 


               Corazon Acelerado

Respiratorio:
     Tos






     Escasez de Aire 




     Resuello






     Ronquidos






     Inquietud Durmiendo



     Problemas Rspirando


Neurologico:
     Dolor de Cabeza

Gastrointestinal:    Nausea


             



      Vomito       





      Diarrea      





      Extreñimiento      





      Dolor Abdominal



      Acidez gástrica



Genitourinario:
      Dolor al Orinar     


Musculoesquelético: Dolor de musculos 

                Endurecimiento de 


           las juntas





      Debilidad
       



Piel:                 Brotes/Erupción




Alérgico:         Alergias Temporales



           Estornudos  








      



Favor de escribir cualquier medicamento que su hijo(a) este tomando actualmente:

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Favor de marcar si le gustaria hablar con un(a):


  Nutricionista 

     Psicólogo Clínico


   Trabajador Social


   Enfermera



   Padre de un hijo con una condicion     


      pulmonaria

      Si le gustaria ser agregado a una lista  


       electronica de padres con hijos con   


       alguna condicion respiratoria crónica 

direccion electronica (Email):   


_________________________


Si marco, favor brevemente explique su necesidad o inquietud_______________________________

____________________________________________

________________________________________________________________________________________________________________________________________________________________________________

Nombre del niño(a): ________________________________________


Fecha de Nacimiento:___________________________ 


Nombre de los Padres: ________________________________________________________________________


Direccion:____________________________________________________________________________


  	    ___________________________________________________________________________


Numero de Tel. (con codigo de area): casa:________________cel.________________trabajo____________


Direccion electronica (e-mail): ______________________________________________________________________


Pediatra: _________________________ Direccion/Tel:_________________________________








Chequeo de Sistemas





Favor marcar si su hijo actualmente tiene algunos de los siguientes sintomas:








Review of Systems





Please check the box if your child currently has any of the following symptoms









Pediatric Pulmonary Division
Address: UF Pediatrics
Division of Pulmonology
PO Box 100296
Gainesville, FL 32610-0296

Location: Shands at UF
1600 SW Archer Road; Gainesville, FL 
Dental Sciences Building Rm D2-15
Phone: (352) 273-8380
Fax: (352) 392-4450

Tel: (352) 273-8380
Social Work Services
University of Florida
A social worker is part of your child’s health care team. Social workers are  available to families coming to the outpatient clinics and to those who have a child in the hospital. Social workers have the skills, understanding and experience to support families whose child may have a medical or mental health condition. 
A child’s medical or mental health condition can cause a great deal of family stress. The child, as well as other family members, can sometimes have fears and worries which affect relationships and the ability to carry out daily responsibilities. Family members and caregivers may have to adjust to changes in routine and extra financial needs. 
Social workers help people to find solutions from daily crises to life’s most difficult situations.  We accomplish this through a unique combination of psychotherapy, active problem solving and direct connection with the network of community resources. 
What does the social worker do?
A social worker may meet with you and your child as part of the child’s routine care.  





Social work interns may also meet with your child and family and are available to meet with you in your home or community setting if needed.
Your child or you may request to meet with the social worker by appointment at:
	



                     (352) 273-8380
Adjustment to illness
Trauma
Stress
Relationship problems
Family issues
Caretaking concerns
Child and adolescent troubles
Abuse
Work and school difficulties
Anxiety and depression
Substance abuse
Bereavement
Domestic violence
Support during periods of crisis
Provide one-on-one counseling for children or teens and parents or families. Meeting with the social worker is an opportunity for families to discuss concerns about your child, as well as personal and family stress.  Medical and mental health conditions can impact a whole family’s functioning.  The social worker can shed light on issues, work through difficult decisions and help plan solutions. 
Help find community resources, whether it is for financial, home or community support. This can take many forms, such as: helping locate a place to stay while your child is receiving treatment, financial assistance with practical needs such as transportation or food, navigating the hospital or health care system, and sorting out how to get community services. 
Assist with medical insurance or obtaining needed medications.
Advocate for your child within their community settings (school, extracurricular activities, employment etc.)
How can the social worker help?
More ways the social worker can help.
How can I meet with the social worker?





Sleep Clinic


Nutrition Resource Packet


For Teens







To Our Teenage Patients:

Thank you for your interest in our “Nutrition Resource Packet.”  This packet is designed to provide you with the tools to help you live a healthy lifestyle and learn more about nutrition.   As you have probably heard, making small changes to your diet and adding physical activity to your daily routine can make a big impact on your overall health and well-being.  


The number of children and teenagers who are considered overweight or obese is continuing to increase.  Currently, between 14-19% of children and teenagers are considered overweight. Today, obesity is the number two preventable killer behind tobacco use.  Overweight and obesity can increase the risk for many serious health conditions including type 2 diabetes, hypertension, high cholesterol, heart disease, stroke, certain types of cancer, and obstructive sleep apnea.  Gradual weight loss, or even prevention of weight gain, can have many positive effects on your health.

It is our hope that you find the materials in this packet to be useful.  We encourage you to review this information and discuss any changes you would like to make with your doctor or nurse.  Please feel free to contact the clinic’s dietitian if you have any questions regarding this packet.

Sincerely,


The Pediatric Pulmonary Center Staff

University of Florida


Phone number: (352) 392-4458

______________________RD



Table of Contents


1)  Smart Snacks

2)  Other Resources


3)  The Balancing Act: Eat Well and Move It!


4)  Clearing Up Calorie Confusion


5)  Get Smart – Get the Facts on Food Labels




Smart Snacks


Making smart snack choices can promote good health by providing part of the nutrients you need everyday to keep you active and strong.

Keys to Smart Snacking:

· Stock your fridge and pantry with healthy choices (see suggestions below).


· Keep portions small; pre-portion your snacks in plastic bags, cups, small containers, or place them on a snack-size plate.

· Be creative!  It’s important to choose a variety of foods from all food groups.  


· Look for low-fat or fat-free options, and always read your food labels (see Get the Facts on Food Labels section in this packet).


Smart Snack Suggestions:

· Raw veggies and fruit (carrots, celery, zucchini, broccoli, cucumber, grape tomatoes, peppers, apple slices, banana chunks, etc.) with low-fat yogurt dip, low-fat cottage cheese, hummus, low-fat dressing dip, reduced-fat peanut butter, or low-fat cream cheese

· Fruit or vegetable kabobs with reduced-fat cheese cubes


· Unsweetened applesauce, add cinnamon for flavor


· Frozen 100% fruit juice bars (you can make your own!)


· Trail mix with dried fruit, unsalted pretzels, and nuts


· Yogurt with fresh fruit and granola (or other cereals)

· Smoothies with skim or low-fat milk, or yogurt, and fruit 


· Whole-wheat crackers with reduced-fat cheese or peanut butter


· Reduced-fat string cheese


· Frozen low-fat yogurt 


· Pudding (made with skim or low-fat milk)


· Oatmeal with cinnamon, raisins, and skim or low-fat milk


· Baked potato chips or baked tortilla chips with salsa


· Whole-grain bagel or English muffin with tomato sauce and melted reduced-fat cheese


· Whole-grain pita stuffed with fresh veggies and reduced-fat cheese


· Flavored rice cakes with peanut butter


· Air popped or low-fat microwave popcorn


· Whole-grain pita triangles or baked tortilla chips with bean dip

· Chili with ground turkey and whole-grain crackers


Other Helpful Resources

· MyPyramid 


· www.mypyramid.gov

· MyPyramid is the new version of the food guide pyramid developed by the US Department of Agriculture (USDA).


· MyPyramid Tracker offers a detailed assessment of your food intake and physical activity level.


· TOPS (Take Off Pounds Sensibly)


· Attend your first meeting free of charge. Dues are $24 annually.


· Club meetings emphasize nutrition and exercise education.


· Chapters in the Gainesville area are located at the Shands Medical Plaza and The Atrium (Tuesdays or Thursdays at 6 pm).

· Visit www.tops.org to find a meeting near you.

· North Central Florida YMCA


· www.ncfymca.org


· Phone number: (352) 374-YMCA

· There is a membership fee, but the YMCA will provide services to those in financial need regardless of their ability to pay established fees.


· Numerous facilities that provide a variety of programs including aquatics, gymnastics/dance, health and fitness, karate, outdoor recreation, sports, and summer day camp.

· Fitness Activities for Youth 

     Alachua County Department of Health


· http://www.doh.state.fl.us/chdAlachua/cardio/fitness-youth.htm


· Fees vary based on activity.

· A variety of camps, sports classes, and league sport teams are offered throughout the year in several locations throughout Alachua County.

· Traffic Art and Dance Exchange

· Phone number: (352) 265-0151, Shands Arts and Medicine

· Free dance workshops for all teens looking for fun ways to be more active.


· Shands Medical Plaza

· The Boys and Girls Club of Alachua County


· http://www.myboysandgirlsclub.com/


· Phone number: (352) 372-5342

Note: If you do not live in Alachua County, try calling your local 

health department, cooperative extension office, or YMCA for 

programs in your community. 
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Demystifying Social Work:

What 's Going on Behind the Curtain?  

Heather Parks

                 MSW Student







- What does a Social Worker do?



- What is the difference between a 

Psychologist, Psychiatrist and a Social Worker? 



- What does a Social Worker offer in a Sleep Clinic? 

Questions to Answer







Miracle Worker 



Outsiders tend to see social workers as miracle workers. I personally like that title, but with that title can come a lot of pressure!  Social work is not a black and white, cut and dry job that instantly provides outcomes. Sometimes we do not get to see how the work we put in benefits the client until months or years go by, and still with some patients we will never see the impact we made. Some of that depends on the work setting. Here at the PPC Susan has the bonus of getting to see patients for years! Sleep clinic is a bit different. Especially as an intern only here for a limited time, most of the patients I see I will never see again. Specifically in regards to counseling, this can make it difficult to know what the patient took from it, or if the patient took my outside referral for therapy seriously. In settings like the sleep clinic, we have to offer services for what the client presents to us in a very brief session.We have no other indication of what is going on in this patient's life so we have to go with what is right in front of us. 









Social Worker

		Credentials

		 Obtain a Masters in Social Work followed by two years of supervision and a licensure exam

		May or may not have a PhD

		Settings 

		rehab clinic, school, hospital, nursing homes, community agencies, private practice...

		Focus

		Environment

		Internal and external world of patient







There are a myriad of settings a social worker may work in throughout his/her career. A social worker may work with substance abuse for twn years and then decide to focus on helping the homeless for a few years. common theme: social environment and internal environment. Can be misconception that social workers only look at the social world, but we also take into account the client's internal world. IT'S NOT ALL ABOUT THE RESOURCES









Psychologist

		Credentials

		Must obtain a PsyD or PhD to practice clinically in the US or Canada 

		Settings

		Same as Social Work but emphasis different

		Conduct psychological testing in schools and clinics 

		Focus 

		Behavior and Cognition



Source: APA.org

 



I'd like to take a minute to explain the differences in our roles to decrease confusion. It took me a while to comprehend because there are major similarities.When paired in the same work setting, it can be a really asset and harmonious relationship since we share the same goals, or it can be a power struggle if the social worker or psychologist has a my way or the highway approach, which at that point is all about ego and totally forgetting the main objective of the patient's well being. While at sleep clinic a couple of the psychologists asked me what the difference is between the two of us. It's a fine line. The main difference is how we approach a situation. (Explain dynamic with Adam-teamwork). Psychologist is going to mainly focus on the behavior bothering the client and the thought behind that behavior. 









Psychiatrist



		Credentials

		Must first obtain M.D. or D.O. followed by another 4 years of as a psychiatric resident

		Settings

		About half have private practice, schools, hospitals, community agencies, nursing homes

		Focus

		Medical Model

		Prescribe



			

Source:Psych.org



It used to be that psychiatrists were more internal and emotionally oriented but nowadays they follow more of a medical model.They all have the credentials and potential to do therapy, but nowadays psychiatrists tend to prescibe and then may not see the client for another 6 months, following more of a medical model. 









HOLISTIC PERSPECTIVE

		Physical

		Social

		Environmental

		Occupational

		Emotional

		Spiritual 

		Intellectual





 Social workers are all inclusive. We look at the patient holistically and as each factor having an impact on the client- spiritually, physically, mentally, emotionally,- We see each of these as being interconnected. If one is off kilter than it is likely that at least one other will be as well. So just because a patient comes in complaining of a physical issue- it may have manifested as a result of an emotional issue and until that emotional issue is addressed it will not be eradicated for good. (USE STORY OF GIRL IN SLEEP CLINIC)









Theories of Therapy



		Cognitive Behavioral

		ACT (Acceptance and Commitment Therapy)

		Psychoanalytic 

		Narrative 

		Rational Emotive 

		Reality 

		Many more...





Cognitive Behavioral Therapy is a type of therapy used by many modern social workers and psychologists. Cognitive-behavioral therapy, in a nutshell, seeks to change a person's irrational or faulty thinking and behaviors by educating the person and reinforcing positive experiences that will lead to fundamental changes in the way that person copes.So the purpose is to change thoughts so that then actions change. Most social workers will pair CBT with another type of therapy that addresses the root of the problem. Cognitive Therapy alone may eradicate symptoms and 'bad' behavior, which is great! But it may leave the cause alive and well which in turn, usually means the problem will pop back up or manifest in a new way. For example, this actually happend in sleep, a five year old girl came in with her mother. Her mother was exhausted because her daugther would not go to bed at night. She would often find her in the living room watching television and coming into the parents' bedroom in the middle of the night. First, we used CBT to address the obvious issue at hand. Then I talked to the mother and found out that her daughter had witnessed her father being arrested a couple years ago...the mother had the inclination that this was the root of the problem but she wanted outside validation first. She had a therapist that she had been seeing a few years back so she agreed to bring her daughter, herself and husband to therapy to address this issue before it became worse. To me this is a prime example of why a social worker is an asset to a setting such as sleep clinic. 









Cognitive Behavioral Therapy

		Combines two seperate theories of practice- Cognitive and Behavioral



		Focus: client's schemas, beliefs and automatic thoughts



		Goal: Change automatic thoughts and behavior that are disrupting the client's psychological health 





		Short term sessions







CBT is easier to measure so there are more studies. It is a cut and dry approach. It seems to fit well with the medical world bc it is a scientific, solution focused approach. SWers get more specialized training as they go into their careers, with supervision for two years...so normally that is the time when a social worker develops and delves into their preferred theory of therapy. Many do a combination- for example I plan to use ACT therapy combined with Narrative with my clients. CBT is great for instantly solving issues. For example, a therapist using CBT may use an exposure technique with a client who has a phobia of spiders. This means that the therapist will sit in a room with the client and a spider until the client is no longer exhibits fear and anxiety. This technique is usually extremely effective. However, at times it will only be a cure of a symtpom that has a deep rooted issue, so in turn the symptom gets fixed but not the actual issue. And then it will be manifested in some other way. A better example would be a woman who has a phobia of going out in public without make-up. A therapist using CBT techniques may use exposure therapy and take her out into public without make-up. Now, afterwards she will likely be able to go in public without make-up without an issue but likely, along with her phobia, there is an underlying self-esteem, self perception issue,- and until that issue has been addressed it will continue to manifest itself in other ways. 









Psychoanalytic Therapy

		Founded by Freud 

		Preconscious, Conscious, Unconscious 





		Focus: on early childhood development



		Goal: for client to uncover and resolve unconscious conflict 



		Therapist sees removal of symptoms as useless 



		Long term sessions





therapist sees the removal of symptoms as useless becuase, until the unconcious issue is addressed, it will continue to manifest in other ways 









Environment 



What do you see in this picture? Social Workers focus on the strengths. Not because we are in denial of the weaknesses but we believe our clients are resilient. If the client is having trouble in one area of life, it is often because something in another area is off. There may be some sort of social barrier. For example, it is extremely difficult to overcome the poverty cycle. Currently there are so many barriers in place that work against a client already in poverty who wants to get out. It takes a shift in perspective and a williingness from the client to get out of living in poverty, but once they make that decision it is an uphill battle. I could talk forever about the struggles of overcoming poverty but the point is- this picture actually has a lot of positives to it. (List positives) There are many things that you and I are probably not comfortable with or accustomed to but it's important to note that if you look a little deeper you will see that there are strengths within this family. For social workers especially it's vital that we keep in mind that the patient is doing the best she knows how to in the present moment. Strengths here: baby in crib, door locked, food, baby dressed, 









  Social Work at Sleep Clinic



		Assesment

		Getting the big picture





		Offer Therapy

		Cost Effective  and convenient for patients

		Skype and phone sessions an option





		Research

		Follow-ups 

		Compiling information on patients' most prevalent needs 













		Resources 



- Find, gather, provide info



I've been doing my first internship at the sleep clinic. I wanted to really figure out how a social worker can best be utilized at the clinid, and what we have to offer in this specific setting.I believe that a permanent social worker at Sleep clinic could really bring to light information that is too easily overlooked until a more in depth conversation is able to take place with the patient. As my research shows (which we will see shortyly), depression is one of the most prevalent symptoms self reported by patients in sleep clinic. For patients like this, it could be beneficial to regularly have a social worker at clinic, scheduling counseling sessions so that the root of the problem can be addressed.  In addition to depression it could be anxiety, trauma, neglect, or not getting enough attention and all of those have deep roots. 









Questionnaire Outcome 

		School concerns- 10% 





		Managing work, school, home- 5%





		Feeling Depressed- 5%





		Worry about the future - 5%





		Feeling Angry- 4%













The intern before me developed a questionaire that patients fill out during their visit to clinic. I have compiled the information to gather the information to figure out what is the most prevalent issue that a social worker can address for the patients at sleep clinic. Explain questionnaire. Out of 145 questionnaires these are the concerns that came up the most. The patients rated their concerns from 1-4, one being  not an issue and 4 being severe. All of these are pediatric patients so most of them were filled out by the care taker- mom, grandma, etc. Out of 25 issues listed these are the top five. School concerns outweighed the rest by at least double. Then comes depression, which we touched on a little bit earlier. and at the bottom we have feeling angry and the underlying emotion of anger is sadness and guilt- which when ignored can manifest as depression. Thus, depression appears to be an important factor with patients in sleep clinic. 









Social Workers

		Assess

		Provide therapy

		Take a holistic approach

		Gather resources

		Research, and.....





are a mighty force from behind the curtain!  










FY 2013,2012: Trainees by Discipline and Length of Study
FL-UF PPC
06/19/2013 02:02 PM


Discipline


Type of Trainee
Discipline


Total


% of
Total 


DisciplinesLong-Term Intermediate Short-Term
Audiology 0 0 0 0 0%
Biological Sciences 0 2 0 2 1%
Dentistry-Other 0 0 0 0 0%
Dentistry-Pediatric 0 0 0 0 0%
Disability Studies 0 0 0 0 0%
Education: Administration 0 0 0 0 0%
Education: Early Intervention/Early
Childhood


0 0 0 0 0%


Education: General Education 0 1 0 1 0%
Epidemiology 0 0 0 0 0%
Family Studies 0 0 0 0 0%
Education/Special Education 1 0 0 1 0%
Gerontology 0 0 0 0 0%
Family/Parent/Youth Advocacy 0 0 0 0 0%
Genetics/Genetic Counseling 0 0 0 0 0%
Health Administration 0 0 0 0 0%
Human Development/Child
Development


0 0 0 0 0%


Interdisciplinary 0 0 0 0 0%
Law 0 0 0 0 0%
Liberal Arts & Sciences,
Humanities, & General Studies


0 0 0 0 0%


Medicine-Adolescent Medicine 0 0 0 0 0%
Medicine-Developmental-Behavioral
Pediatrics


0 0 0 0 0%


Medicine-Neurodevelopmental
Disabilities


0 0 0 0 0%


Medicine-Pediatric Pulmonology 0 2 0 2 1%
Medicine: General 4 6 2 12 4%
Medicine: Pediatric 3 22 70 95 32%
Mental and Behavioral Health 0 0 0 0 0%
Nursing 0 0 0 0 0%
Nursing-Family/Pediatric Nurse
Practitioner


1 1 0 2 1%


Nursing-Midwife 0 0 0 0 0%
Nursing-Other 0 0 0 0 0%
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Nutrition 2 25 1 28 10%
Occupational Therapy 0 0 0 0 0%
Pastoral 0 0 0 0 0%
Pharmacy 0 22 0 24 8%
Physical Therapy 0 0 0 0 0%
Psychiatry 0 0 0 0 0%
Psychology 0 2 9 11 4%
Public Adminstration 0 0 1 1 0%
Public Health 2 3 4 9 3%
Rehabilitation 0 0 0 0 0%
Respiratory Therapy 0 0 54 54 18%
Social Work 13 0 0 13 4%
Speech-Language Pathology 0 0 0 0 0%
Other 1 15 23 39 13%
Contact Hour Range Totals
(% of Total Contact Hour Ranges)


27
9%


101
34%


164
56%


294
100%


FY 2013,2012


This report provides aggregate information, from trainee year records, on trainee discipline and
training length (short, intermediate, or long term).
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	    	          Person Completing Form: ____________________

Patient Name: ____________________

Relationship: ____________________

			Date: ____________________



How Can We Help You and Your Family?

Completing this form tells us how we can work together with you as an effective team.



Parents and children over 14, please take a few moments to complete this form for yourself or your child:

1. Rate each issue by circling a number 1 through 4. [1 means Not an Issue At All To Me, 2 Mild Issue, 3 Moderate Issue, 4 Severe Issue]

2. Then, please circle YES if you wish to talk about the issue with a member of our staff.



Please ask at the Front Desk if you would like help completing this form.



		

Issue

		

Rating

		Do you want to talk?

		

Issue

		

Rating

		Do you want to talk?



		

		Not

Issue

		Mild

		Mod.

		Severe

		

		

		Not
Issue

		Mild

		Mod

		Severe

		



		1. Transportation

		1

		2

		3

		4

		Yes

		17. School Concerns

		1

		2

		3

		4

		Yes



		2. Money Issues

		1

		2

		3

		4

		Yes

		18. Support from family and friends

		1

		2

		3

		4

		Yes



		3. Housing/ Community resources

		1

		2

		3

		4

		Yes

		19. Violence/Aggression in the family

		1

		2

		3

		4

		Yes



		4. Talking with the doctor/ health care team

		1

		2

		3

		4

		Yes

		20. Nutrition/Weight (loss or gain)

		1

		2

		3

		4

		Yes



		5. Getting medicines/Insurance issues

		1

		2

		3

		4

		Yes

		21. Substance use (drugs, alcohol, pain medication, other)

		1

		2

		3

		4

		Yes



		6.  Feeling down, depressed, or overwhelmed

		1

		2

		3

		4

		Yes

		22. Parenting (discipline options, etc.)

		1

		2

		3

		4

		Yes



		7. Managing work, school or home life

		1

		2

		3

		4

		Yes

		23. Being bullied

		1

		2

		3

		4

		Yes



		8. Getting along with family members

		1

		2

		3

		4

		Yes

		24. Feeling guilty

		1

		2

		3

		4

		Yes



		9. Feeling angry

		1

		2

		3

		4

		Yes

		25. Feeling nervous/anxious

		1

		2

		3

		4

		Yes



		10. Worry about the future

		1

		2

		3

		4

		Yes

		26. Incontinence (e.g. when coughing)

		1

		2

		3

		4

		Yes



		11. Making relationships healthier

		1

		2

		3

		4

		Yes

		27. Spirituality

		1

		2

		3

		4

		Yes



		12. Laughing and seeing the funny side of things

		1

		2

		3

		4

		Yes

		28. My ability to cope

		1

		2

		3

		4

		Yes



		13. Managing my emotions

		1

		2

		3

		4

		Yes

		29. Feeling alone

		1

		2

		3

		4

		Yes



		14. Sleep/Feeling tired

		1

		2

		3

		4

		Yes

		30. Believing in myself

		1

		2

		3

		4

		Yes



		15. Sexuality/Sexual orientation

		1

		2

		3

		4

		Yes

		31. Any other problems (please describe):

		1

		2

		3

		4

		Yes



		16. Ability to lead an independent life

		1

		2

		3

		4

		Yes

		

		

		

		

		

		





Thank you for taking the time to fill out this form!





If someone is in clinic we are happy to discuss issues noted above, however if we are unavailable is it OK if we contact you by phone?         (please circle)      YES        NO	       Phone: ________________ 	  Alternate Phone: ______________  Best time to reach you: _______________




• 7.1 million children under 18 years were affected with asthma in 2009.  


• Asthma is also the third leading cause of hospitalization among 


children. (1) 


 


 


 


• Federal guidance for the Supplemental Nutrition Program for Women, 


Infants and Children (WIC) identifies asthma as a nutritional risk.  


• Results of  a 2009 needs assessment of Florida WIC dietitians 


indicated they lacked formal instruction on the nutritional implications 


of pediatric asthma. 


• Florida WIC dietitians requested education on the relationship 


between asthma and nutrition. 


• Florida is a large state with limited access to travel funds for WIC 


dietitians. 
 


The objective of this project was to evaluate the efficacy of a web-


based continuing education program improving the knowledge and 


attitudes of Florida WIC dietitians  in the nutritional implications of 


asthma in children.    


A web-based continuing education (CE) module was developed using 


Microsoft PowerPoint format and audio-capture. The module included 


asthma pathophysiology, treatment and nutritional implications. After 


pilot-testing the initial module, a revised program was distributed 


statewide via the Florida WIC intranet. Florida WIC Dietitians were 


informed about the availability of this online module through their 


program directors and state WIC staff.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 


http://www.peds.ufl.edu/divisions/pulmonary/training_module/ 
 


Development and Evaluation of  an Asthma Educational Module for WIC Dietitians 
Isabel Valentin-Oquendo, MS, RD, LD/N and Ellen Bowser, MS, RD, LD/N, RN 


Pediatric Pulmonary Division, College of Medicine, University of Florida, Gainesville, FL 32610 


Conclusion and Discussion 


1. Asthma & Children Fact Sheet, American Lung Association. February 2010. 
Accessed 8/26/2011. 


This project was supported in part by project T72MC0002  from the Maternal and Child Health Bureau (Title V, Social Security Act), Health Resources and Services Administration, United States Department of Health and Human Services.  
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Correct answers pre-versus post-tests 


100 % correct = score of 6 


The WIC dietitians completed the pre-test, watched the module, and then 


completed the post-test. The participants were asked to identify a unique four-digit 


code which they included for both the pre-and post-tests so that their pre-and post-


test scores could be matched while the participants remained anonymous. The pre-


and post-tests were completed via Survey Monkey. 


The pre- and post-tests included questions that assessed knowledge gained by the 


use of multiple-choice questions and change in attitudes by a Likert scale. Ten 


(10) identical questions were on the pre- and post-tests. 


 


Once the module  was completed the participants received a certificate of 


completion and 1 Continuing Professional Education credit from the Commission 


on Dietetic Registration of the American Dietetic Association. 


 


• Seventy (70) dietitians completed the online module within the 


project time frame.  


• Sixty-six (66) matched pre- and post-tests were compared using 


paired t-test analysis via SAS. 


 


All these tests were included in the statistical analysis. Non-completion of the 


post-test was the only exclusion criterion. 
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Mean values 


“I feel knowledgeable about nutritional 


implications of asthma in children.” 


“I feel knowledgeable about the types 


of medications used for asthma in 


children.” 
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“I feel knowledgeable about the 


relationship between asthma and 


overweight in children.” 


Significant increase in the 


number of multiple choice 


questions answered correctly 


(p<0.001) on the post-tests 


compared to the pre-tests 


 


• Use of a web-based continuing education module on the nutritional 


implications of asthma in children resulted in an significantly 


increased knowledge and improved attitudes of Florida WIC 


dietitians.   


 


• The production and distribution of  a web-based educational 


module is a  reliable method for professional development of WIC 


dietitians. 


 


• This method of continuing education development may be used for 


other topics and disciplines in public health settings. 


  


Background 
 Process  


Results –Knowledge Change 


Reference 


Results –Attitudes Change 


Purpose 


Method 






Weight Management Tips for Kids and Teens

Although physical activity and food choices are very important factors in weight gain and loss, other factors including genetics, family, and the social environment play a role.  It is important to involve the whole family in making healthy choices and to set a positive example.


Be Wise about Portion Size: 


Many times, the portion sizes you get in restaurants or eat at home are much larger than the recommended amount.  Remember that if you eat more food than you need during the day, it can lead to weight gain.  Below is a table listing some common portion sizes for children ages 10 and over.

		Food

		Serving Size

		About the size of…



		Meat, Fish, Poultry

		2 to 3 ounces

		Deck of cards or palm of your hand



		Pasta, rice

		½ cup

		Small computer mouse or the size of your fist



		Cooked veggies

		½ cup

		Small computer mouse



		Fruit

		½ cup

		Small computer mouse or a medium apple, pear, or orange



		Cheese

		1 ½ ounces hard cheese

		C battery or your thumb





Table taken from the American Dietetic Association.


Tips for Dining Out:


· Ask for the lunch portion or share a meal with a family member or friend.

· Get a to-go box when you get your food and put half the meal into it before you start to eat. 


· Make smart choices when it comes to side items and condiments.  For example, have a baked potato or vegetable of the day instead of French fries. Limit your use of margarine, butter, mayo, sour cream, and salad dressing. 


Balance What you Eat: 


· Try to eat fruits and vegetables of all colors to get the many different vitamins and minerals that they provide. 


· Add low-fat and fat-free dairy products such as milk, yogurt, and cheese into your diet.


· When choosing meat, look for leaner options. Beans are also a low-fat protein source.

· When buying breads and bread products, go for whole-grains. Choose cereals that are lower in sugar. Look at the food label to compare products.


· Limit the fats and sweets in your diet.  Look for “low-fat”, “low-calorie”, and “low-sodium” on food labels.


Tips for Leading an Active Lifestyle:

· Aim for 60 minutes of physical activity every day (ask your doctor before starting any new exercise plan).


· Plan regular physical activities such as after-dinner walks.


· Limit TV and computer time.


· Focus on fun rather than skill.


· Encourage kids to play outside with other children.  If it is not possible to play outside, try exercise videos, dancing, or jumping rope.


· Use fun physical activities as a reward (such as a family bike trip).


· Build physical activity into your regular routine by taking the stairs or parking far away from a store and walking.


· Add daily chores into your routine with activities such as walking the dog, gardening, or cleaning.


· If your child uses a wheelchair, consider swimming pool activities or wheelchair sports.  Ask your healthcare team about options in your area. 
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Pediatric Pulmonary Center-University of Florida-2007











Sleep Clinic


Nutrition Resource Packet


For Children





Dear 

Dear Parents:


Thank you for your interest in our “Nutrition Resource Packet.”  This packet is designed to provide you with the tools to help you and your child live a healthy lifestyle and learn more about nutrition.   As you have probably heard, making small changes to your diet and adding physical activity to your daily routine can make a big impact on your overall health and well-being.  


The number of children and teenagers who are considered overweight or obese is continuing to increase.  Currently, between 14 -19% of children and teenagers are considered overweight. Today, obesity is the number two preventable killer behind tobacco use.  Overweight and obesity can increase the risk for many serious health conditions including type 2 diabetes, hypertension, high cholesterol, heart disease, stroke, certain types of cancer, and obstructive sleep apnea.  Gradual weight loss, or even prevention of weight gain, can have many positive effects on the health of you and your child.  

It is our hope that you find the materials in this packet to be useful.  We encourage you to review this information and discuss any changes you would like to make with your doctor or nurse.  Please feel free to contact the clinic’s dietitian if you have any questions regarding this packet.

Sincerely,


The Pediatric Pulmonary Center Staff

University of Florida


Phone number: (352) 392-4458

________________________RD
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Smart Snacks

Making smart snack choices can promote good health by providing part of the nutrients your child needs on a daily basis, as well as developing healthy habits.

Encourage Smart Snacking by:


· Making snack time fun by giving your children new options.


·  Allowing them to create their own snacks and get involved. For example, encourage them to “dunk” their favorite fruit or veggie in low-fat yogurt, dressing, or peanut butter or pick grapes off the stems. 


· Providing healthy, nutrient-dense foods (such as the ideas below).


· Keeping portions small; pre-portion your child’s snacks in plastic bags, cups, small containers, or place them on a snack-size plate. 


· Schedule the timing of snacks to avoid interfering with your child’s appetite for regular meals.


Smart Snack Suggestions:

· Raw veggies and fruit (carrots, celery, zucchini, broccoli, cucumber, grape tomatoes, peppers, apple slices, banana chunks, etc.) with low-fat yogurt dip, low-fat cottage cheese, hummus, low-fat dressing dip, reduced-fat peanut butter, or low-fat cream cheese

· Fruit or vegetable kabobs with reduced-fat cheese cubes


· Unsweetened applesauce, add cinnamon for flavor


· Frozen 100% fruit juice bars (you can make your own!)


· Trail mix with dried fruit, unsalted pretzels, and nuts


· Yogurt with fresh fruit and granola (or other cereals)

· Smoothies with skim or l0w-fat milk, or yogurt, and fruit 


· Whole-wheat crackers with reduced-fat cheese or peanut butter


· Reduced-fat string cheese


· Frozen low-fat yogurt 


· Pudding (made with skim or low-fat milk)


· Oatmeal with cinnamon, raisins, and skim or low-fat milk


· Baked potato chips or baked tortilla chips with salsa


· Whole-grain bagel or English muffin with tomato sauce and melted reduced-fat cheese


· Whole-grain pita stuffed with fresh veggies and reduced-fat cheese


· Flavored rice cakes with peanut butter


· Air popped or low-fat microwave popcorn


· Whole-grain pita triangles or baked tortilla chips with bean dip

· Chili with ground turkey and whole-grain crackers




How to Make the Most of


Fast Food Kids’ Meals


With a busy schedule, sometimes it’s difficult to get a hot meal on the table for your family every night.  When grabbing food on the go, it is important to know about healthy choices.  Below is a list of several fast food restaurants and the healthiest items from their kids’ menus.

Also, most chain restaurants provide nutrition facts either on-line or at the restaurant for all of their meals.  Take the time to review these facts before deciding on your meal.

Subway Kids’ Pak


· Sandwich: turkey, roast beef, ham (no mayo or oil)

· Side items: apple slices, raisins, Baked Lays™

· Drinks: 1% low fat milk, 100% fruit juice

McDonalds Happy Meal


· Main dish/sandwich: grilled chicken sandwich (no mayo), kids’ chicken fingers (4 pc), kids’ hamburger

· Side items: apple dippers and low fat caramel dip, fruit ‘n yogurt parfait, kiddie cone

· Drinks: 1% low fat milk or chocolate milk, apple juice box

Burger King Kids’ Meal

· Main dish/sandwich: Tendergrill™ chicken sandwich (no may0), kids’ chicken tenders, kids’ hamburger (no may0)

· Side items: Mott’s strawberry apple sauce, side garden salad with light Italian or fat free ranch dressing

· Drinks: 1% low fat milk or chocolate milk, 100% fruit juice

Wendy’s 

· Main dish/sandwich: small chili, kids’ chicken nuggets (4 pc), kids’ deli sandwich (turkey and cheese or black forest ham, no may0), kids’ meal hamburger

· Side items: yogurt with granola, mandarin oranges, side salad with low fat dressing

· Drinks: 2% reduced fat milk, 1% low-fat chocolate milk, Minute Maid light lemonade 

Getting Physically Fit


As a Family

There are many ways to be active.  What most people don’t realize is that you don’t need a gym membership to lead an active lifestyle. Physical activity does not necessarily mean running on a treadmill; there are many other fun activities that you can participate in. The recommendation is to increase your heart rate for at least 30 minutes a day.  


The key is to work physical activity into your family’s daily routine. It is important to realize that kids are more likely to be physically active when the whole family gets involved.  Please be sure to speak with your doctor before your child begins any new physical activities.  Below are some suggestions for ways to be physically active with your family.

Tips for Increasing Physical Activity


1. Plan regular physical activities such as after-dinner walks.


2. Limit TV and computer time.


3. Focus on fun rather than skill.

4. Encourage kids to play outside with other children.  If it is not possible to play outside, try exercise videos, dancing, or jumping rope.

5. Use fun physical activities as a reward.


6. Build physical activity into your regular routine by taking the stairs or parking far away from a store and walking.


7. Incorporate daily chores into you child’s routine with activities such as walking the dog, gardening, or cleaning.


Physical Activities


· Basketball

· Canoeing

· Hiking

· Kickball

· Tag

· Tennis

· Dancing

· Bowling

· Swimming

· Volleyball

· Biking

Other Helpful Resources


· MyPyramid 


· www.mypyramid.gov

· MyPyramid is the new version of the food guide pyramid 

developed by the US Department of Agriculture (USDA).


· MyPyramid Blast Off Game is an interactive computer game where kids can reach Planet Power by fueling their rocket with food and physical activity.


· MyPyramid Tracker offers a detailed assessment of your food intake and physical activity level.


· TOPS (Take Off Pounds Sensibly)


· Attend your first meeting free of charge. Dues are $24 annually.


· Club meetings emphasize nutrition and exercise education.


· Chapters in the Gainesville area are located at the Shands Medical Plaza and The Atrium (Tuesdays or Thursdays at 6 pm).

· Visit www.tops.org to find a meeting near you.

· North Central Florida YMCA


· www.ncfymca.org


· Phone number: (352) 374-YMCA


· There is a membership fee, but the YMCA will provide services to those in financial need regardless of their ability to pay established fees.


· Numerous facilities that provide a variety of programs including aquatics, gymnastics/dance, health and fitness, karate, outdoor recreation, sports, and summer day camp.

· Fitness Activities for Youth 

     Alachua County Department of Health


· http://www.doh.state.fl.us/chdAlachua/cardio/fitness-youth.htm


· Fees vary based on activity.

· A variety of camps, sports classes, and league sport teams are offered throughout the year in several locations throughout Alachua County.

· The Boys and Girls Club of Alachua County

· http://www.myboysandgirlsclub.com/

· Phone number: (352) 372-5342

Note: If you do not live in Alachua County, try calling 


your local health department, cooperative extension 


office, or YMCA for programs in your community. 
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Healthy Habits for Healthy Kids American Dietetic Association, 2003
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Transitioning into Adult Care
A Healthcare Transition Guide  for Teens

#

IT’S TIME TO BE MORE IN CHARGE OF YOUR HEALTH!


THIS BOOK….


	This book is about you and your life...who you are now and what you want to do in the future.  It also includes some information and gives you some activities to do that will help you be more in charge of your life, be     active and healthy and be able to do more of the things you want to do now and in the future.

GETTING STARTED
	So here you are in high school and you are probably thinking more about what you want to do with your friends this weekend, than about the home work that is due tomorrow.  Since you have some special medical needs, those are also on your mind.  Sometimes you may feel your parents are still treating you like you were a little kid; and at other times you may feel like all the things you have to do and think about are just too much.  It’s easy to forget how much you have learned and how much you have changed over the last few years.
The first step in being more in charge of your health, is to take a look at who you are now, and what things are important to you.

Below, write down how you spend your time, what you do and what and who is important to you now.

Outside of school my favorite things to do are
At school I’m “into”

Music I like

My favorite TV shows

My favorite book

Best subject in school

What I’m really good at

What I worry about most

Career I’d like to have

My favorite movies

Chore I hate most

#

Fill in the blanks!!!

YOUR LIFE WHEN YOU ARE AN ADULT
Another way of looking at yourself is to think about some things in your future—like how long you want to go to school, what kind of job you want, and where you want to live.  Below are some questions to ask    yourself.
#

Circle, check, and fill in the answers     below that are true for you.


School and Work
I plan to go to high school………..    Yes   Maybe   No
I plan to finish high school……….     Yes   Maybe   No
I plan to go to college……………….      Yes   Maybe   No
I plan to have a job when I am                               	an adult…………………              Yes   Maybe   No
What kind(s) of job(s) would you like to have?
_________________________________________


Hobbies 
These are my hobbies or interests:  ___________________________________________________________________________________________________________________________
_________________________________________




Where I Will Live
   In my own house or apartment (alone or with                 	roommates)
  With my parents
  With other members of my family (brother, sister, 		aunt, grandparents, etc.)
  Another place (specify):_____________________
     _______________________________________






Living Independently
Be financially independent………         Yes   Maybe   No
Drive a car………………………………..         Yes   Maybe   No
Get married or have a steady 
   partner……………………………….            Yes   Maybe   No
Raise a family……………………….            Yes   Maybe   No
Have lots of friends……………….    Yes   Maybe   No

Growing Up With Special Health Care Needs
Growing up with special health care needs can present many challenges.  However, young people with chronic health conditions and disabilities who were able to meet these challenges and reach their goals, say that they had to do several things to be successful.  They had to:

Take responsibility for themselves
Manage their own health care
Be as physically fit and healthy as possible


#

RESPONSIBILITIES AND 
FREEDOM
	Most teens say that they have more responsibilities in high school…
	Most high schools are big and busy.  You have a different teacher for every class—and you have to find your way from classroom to classroom.
	You have more responsibility for keeping track of your assignments and homework…
	You probably use a notebook to write down and keep track of your assignments and other things you need to remember.
	And many teachers and parents say that teens in high school get to make more decisions for themselves and have a lot more freedom...maybe too much freedom.
	And most teens have heard:
“With privileges come responsibilities and consequences.”
	They say these responsibilities and consequences get you ready to be an adult, have a job, and be on your own.
Responsibility, Privileges, And Consequences
Write down some of the things you are responsible for at home and at school and the privileges you earn if you fulfill your responsibilities and the consequences that you face if you do not...and if you think the responsibilities and consequences are fair or are not fair.

At Home
At School
Responsibilities
(fair/not fair)


Privileges 
(Stuff I get   to do)


Consequences
(fair/not fair)


#

Fill in the blanks!!!


As you have probably heard from your family, making sure that a teen who has a chronic health condition gets needed care can take a lot of planning.
On the next page are some things that families do for a teen who has a chronic health condition.
STAYING HEALTHY
#

Put a check by the things that your family does to help you be healthy.


My parents or another member of my family:
   Tell me when to take my medications
  Order my medications when I need more
  Schedule appointments with my doctors
  Take me to my medical appointments
  Come into the examination room with me
  Tell the doctors about how I am feeling
  Answer the questions that the doctors ask
  Ask the doctors questions about my condition
  Take notes about what the doctors say
  Remember what the doctors say to do
  Help me learn about and understand my health 	    	condition
  Read books to learn more about my condition
  Look things up on the Internet about my condition
  	Keep a notebook that has information about my 	health care (for example, my diagnosis, medications I 	take, names and phone numbers of my doctors)

















List other things your family does to help you: 
  My family helps me stay healthy by:_________________ _________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
#

NOW THAT YOU’RE IN 
HIGH SCHOOL
...IT’S TIME TO BE MORE IN CHARGE OF YOUR HEALTH CARE
Now the you are in high school, you have more responsibility for keeping track of your assignments and homework.  This shift in responsibility (from your teachers and your parents to you) is to help you prepare for college or vocational training, work and your future independence.








Since you have learned how to be more  responsible and do more things for yourself in school, it’s a good time to start taking more responsibility for your own health.


You know that you need to be as healthy as you can, in order to learn in school, hang out with friends, drive a car, date, and do all the other things that you want to do.  On the previous pages, you checked off some of the things that your family does now to help you be healthy.
On the following page, you can write down some of the things you would like to do for yourself, or learn how to do.
WHAT YOU CAN DO
	1 
	2
	 
Tell someone the name of your health condition (your diagnosis).

Make a list of your medications (with their correct names), when you should take your meds, and why you take them.

Tell someone what you have to do to stay healthy.  (You probably have heard your doctor tell you these things, but most teens expect their parents to remember all this stuff.) 
	3 
	 
REMEMBER
If you want to be able to do things on your own, like drive a car, go to the mall, or spend the weekend at a friend’s house, you need to be more in charge of your health.  Also, you need to know what to do in case of an emergency and your family is not around.


  ________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
Now write down some other things that you could take more responsibility for:
   1.  Taking my medications when I am supposed to.
  2.  Order my medications when I need more.
  3.  Call to make an appointment with my doctors.
  4.  Read books to learn more about my condition.
  5.  Look things up on the Internet about my condition.
  6.  Help keep a notebook that has information 	about my health care.
Maybe today is a good time to talk to your family about taking more responsibility for your own health care. 
Remember, parents are more likely to give your more privileges when you show them that you are more            responsible.
TALKING WITH YOUR      DOCTORS
Now is a good time to get ready to be more in charge of your next visit with a doctor.
Here are some things you should be able to do at a medical visit:
   1.  Spend some time alone with the doctor (without your 	mother or father or other adult).
  2.  Ask your doctors for answers to the questions you 	have about your health.
  3.  Let your doctors know when you don’t understand.
  4.  Answer many of the questions that the doctor asks 	about how your are feeling and how you have been 	doing.
If you thing about it, your doctors probably ask about the same stuff every time you see them.
Write down the questions that your doctors ask at every visit.  It’s OK to ask your family for help remembering what these questions are.
  ________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________


From the list on the previous page, pick two questions you would like to answer at your next doctor’s visit.  Let your parents know that you would like to be the one to answer these questions.  Try writing down what your answer would be.  If you want to take responsibility for answering more questions, use another sheet of paper.  Don’t let the space on this page limit you!  You can practice saying your answers ahead of time, so you will really be ready.  And its OK to write down your questions and take them with you.
  If the doctor asks:_________________________�����_____
_______________________________________________
_______________________________________________
_______________________________________________
  I could say:____________________________________
_______________________________________________
_______________________________________________
_______________________________________________
  If the doctor asks:______________________________
_______________________________________________
_______________________________________________
_______________________________________________
  I could say:____________________________________
_______________________________________________
_______________________________________________
_________________________________________
#

Write out the questions and        answers.
 
 Remember, when you are alone with your doctor you can talk about some things you may not want to discuss when your parents are in the room.
 

  Therefore, it is important that you learn how to speak up for yourself, ask the questions that are important to YOU and then remember what the doctors says.
  



You can write down one or more questions you have about your condition and how to stay healthy on the postcard provided with this handbook.  Next time you see your doctor, take these questions with you and ASK!  If you have more questions, use another sheet of paper.  Don’t let the space on the card limit you!
Doctors want their patients to have the information they need to be healthy.  And they are happy when their patients take the time to think about their questions ahead of time, and bring written questions with them to their visits.

WHAT TO SAY WHEN YOU DON’T UNDERSTAND
Sometimes it’s hard to understand and remember what the doctor tells you.  Sometimes they use words you don’t really understand.  Sometimes they give you way too much information.  Sometimes they don't really answer the question you ask.  It might be better if they gave you something to read, rather than giving you a lecture.
Since doctors really do want teens to have the information they need to be healthy, you need to let them know when you don’t really understand what they are talking about…..
If you don’t understand,                   you might say:
Please tell me more about that.
What does that mean in simple English?
Could you explain that to me again?
Could you write that down for me?
Where can I find more information about this?
Is there something you can give me to read?


What else could you say when you don’t understand
  ________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
_________________________________________
REMEMBER -
There is no such things as a               “dumb question.”
Being in high school can be really great:  new friends and being old enough to do more things on your own.  And it can be really hard:  more responsibilities; finding friends who are really friends; dealing with lots of changes in you and your life.  And having a chronic health condition and maybe feeling that you are a little         different can make it even harder.
One thing that many high school aged teens do to deal with all the changes, and keep in touch with who they are and what they are feeling is to keep a journal.
Some write in a    spiral notebook and some type into a computer.  Taking time to put your thoughts and feelings into words and onto paper can really help make sense of what is     going on.


Expressing your feelings in writing can help to keep things that bother you from going around and around in your head.
You can also write down your goals—for school—or for taking responsibility of your own health care—Writing down these goals can help you focus on what is really important to you and will help you see how much progress you are making.
Try it for yourself and see.
What do you have to loose?
More About Transition
By reading this booklet and completing the activities, you have started to be more in charge of your life and your health and are better prepared to do more of the things you want to do now and in the    future.
Now that you have gotten started, on the following page are some websites you can look at that will help you keep moving in the right direction.
Children’s Medical Services Web Site
www.cms-kids.com
This web site has lots of information for teens and for parents about staying healthy and preparing for the future.
Health Care Transition Training Web Site
hctransitions.ichp.ufl.edu
This website was developed by the University of Florida for teens,   parents, and professionals.  It has lots of information about transition and some videos about teens who have taken charge of their health.
This is Health Care Transition
video.ichp.ufl.edu/tihct.php
This 30-minute on-line video gives you lots of information about     getting ready to receive health care from doctors who take care of adults.
Jim’s Story
video.ichp.ufl.edu/JimStory2.php
This 10-minute on-line video is about a young man with Cystic Fibrosis.
College and Beyond
video.ichp.ufl.edu/collegeandbeyond.php
This 20-minute on-line video is about Jeff, a young man who has a  severe physical disability.  As he grew up, Jeff learned how to be in charge of his health and make medical decisions with his doctors.  This helped him be able to be independent and successful at college.  Now he is about to graduate and get a job!
Healthy and Ready to Work Web Site
www.hrtw.org
This web site has lots of information about being healthy and getting ready for the future!
#

WEBSITES
Take a look at that list again, and think about the things that you can do right now or want to do this year, so that you can be more in charge.  
NOW is a good time to learn as much as you can about your health care needs.  Here are some things you should be able to do now that you are in high school.
#

Look at the list below and circle the things you could take more responsibility for.
 It’s OK to write down and take your questions with you, to help you remember.  Or you can give the written questions to your doctors, and let them read them themselves.
Some doctors let their patients send questions to them in an      e-mail and respond the same way.           
Do any of your    doctors use e-mail?
Pediatric Pulmonary Center
University of Florida
P.O. Box 100296
Gainesville, Fl 32610-0296
Phone: 352-273-8380
Fax: 352-392-4450
E-mail:  seaside1@ufl.edu

This booklet was produced by the          Pediatric Pulmonary Social Work Team of the University of Florida, headed by Susan Horky, LCSW.
“Transitioning Into Adult Care” is based on the health care transition guide for teens, Now that you’re in High School produced by Children’s Medical Services, Florida Department of Health.  Members of this production team include:

John G. Reiss, Ph. D.—Author (ICHP/UF)
Randal Miller—Project Coordinator (ICHP/UF)
Robert Peck—Designer (ICHP/UF)
Susan J. Redmon, R.N., M.P.H.—Programmatic Contract      Manager

Note:  Design of Now that you’re in High School is based on “Since You’re Not a Kid Anymore”, which was designed by Mohini Raum (AUM Studios) in collaboration with John Reiss and Randall Miller.
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UTILIZING VIDEO TECHNOLOGY TO IDENTIFY COMMON THEMES IN ADOLESCENTS WITH CYSTIC FIBROSIS

Jordan Bicher, Susan Horky

This study was funded by
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Future Directions

Limitations

The purpose of this study is to understand how to improve quality of life by determining what alterations could be made in health care systems in the management of youth with chronic illness. Cystic fibrosis is a major concern for health care professionals due to longer living patients that require more care.  Therefore, more information about their daily lives is needed to provide the ultimate treatment package. Qualitative research, such as video narration, will be integral to gaining insight on the lived experience of adolescents with cystic fibrosis and to investigate common themes 

relative to treatment options. 

The qualitative nature of this study makes lends itself to multiple avenues of further research.   Video project diaries have become popular as a mode of data collection all over the U.S.  Types of chronic illness have also expanded the repertoire to gain an understanding of the lived experience of youth suffering from diseases such as asthma, sickle cell, spina bifida, and HIV.  Medication adherence is by far not the only research topic to consider studying. Other topics vary from how they feel about CF to how they cope with their illness, to their relationship with their families, to the activities they enjoy, and those they are restricted from because of their illness.  Adolescents are also not the only group that can be studied.  In the future, it would be beneficial to examine other population groups, varying in age, location, and nationality. .  

In November, 2012, 73 tapes from 22 adolescents with Cystic Fibrosis (ages 12-18, 6 females and 16 males), were analyzed.  Interim findings derived from the VIA Research group showed that many adolescents polled had complex and varying feelings about their condition.  Ten overarching themes were revealed:  “CF is central to my life,” “Not comfortable discussing it,” “I can’t do what I want to do,” “I dislike it,” “I feel different from others,” “I don’t have control,” “I’m not going to let it stop me,”  “I’m tired of explaining it,” “It doesn’t impact my life much,” and “Life is normal despite my CF.” In about 25% of the tapes, teenagers complained that CF was “a pain.” They disliked having CF and the hardships that accompany it (i.e. treatments, hospital visits, inability to participate in activities with friends). 

To improve quality of life, and for the purposes of this discussion, we are focusing on medication adherence, and the factors that affect adherence in the participants in our study.  Due to the abundance in number of transcripts, there are nearly an infinite number of transcripts one could look at, and an infinite number of factors that affect adherence. Limitations could possibly include that we only had the opportunity to ask subjects to participate who are in the University of Florida/Shands Pediatric Pulmonary system. In future studies, tapes from youth all over the United States would be integrated into the system to offer a differing sample.

The ultimate goal of this study to better understand the “lived experience” of adolescents with Cystic Fibrosis, in order to educate ourselves as clinicians, and apply the tactics we’ve learned that will work best to improve quality of life of these adolescents.  Although “statistical significance” is not measured in qualitative analysis, many correlations were made between measured variables.  There was a definite association between participants with good health and medication adherence. Congruently, medication adherence was linked to a strong personal routine, organization, optimism, and belief in the benefits of treatment.).  By analyzing the comments made by these individuals, it became apparent that not all forms of treatment will work for all individuals, and so a more individual approach toward adherence should be used, as opposed to an “umbrella approach.”  As a recommendation to providers, the possibility of shortening treatment and allowing for error to relieve treatment burden, can have a positive effect on adherence. 









Purpose





	Cystic fibrosis (CF) is a genetically recessive disorder that primarily affects the lungs, pancreas, gastrointestinal tract, and liver. The gene responsible for cystic fibrosis is called “CFTR,” the cystic fibrosis trans-membrane conductance regulator. Its mutation results in defective diffusion of sodium and chloride crossing plasma membranes, resulting in congested lungs and increased mucous secretion. The thick mucous secretion in the digestive and respiratory systems leads to infection and inflammation in the airways. Unlike many genetic disorders, cystic fibrosis is most common in those of European descent, with approximately one in every twenty-five people being carriers (Gee, L., Abbott, J., Conway, S. P., Etherington, C., & Webb, A. K., 2000).  Advancements in medicine have dramatically improved the lives of those diagnosed with cystic fibrosis, however, those diagnosed still face the possibility of an early death, with life expectancy averaging around thirty-five years old.  

	

















Background & Significance

The study began by recruitment of youth between the ages of twelve and eighteen from the Pediatric Pulmonary Clinic at Shands/UF, under the supervision and instruction of Susan Horky. Patients of the appropriate age were approached by Susan Horky during their clinic visit and asked if they would like to participate in a research study to learn more about their lives as related to having CF.  If the teen and his/her family agreed to participate in the study, they were asked to sign a release waiver, briefed on the videotaping process, and asked to complete at least five hours of tape.  

Setting & Recruitment





Sample consisted of 22 adolescents, aged 12-18 years old.  There were 6 females and 16 males who participated.  All participants were recruited from the Pediatric Pulmonary Clinic at Shands/UF.



Sample 



Using the Video Intervention/Prevention Assessment software and qualitative data analysis techniques, we hope to more expertly examine the lives of adolescents with Cystic Fibrosis.  The goal of using video narratives to obtain information allows researchers and clinicians to understand the illness through the patient’s perspective, to learn more about each patient and how that illness affects him or her, and to build trust within the patient-clinician relationship.  Information garnered from these video diaries will be used to develop more effective medicinal interventions helping to engage adolescents in their own self care, leading to improved quality of life of those suffering from chronic disease. 







Specific Aims







Design







Variables

	

Procedures








Smoking around your child is dangerous and can make their Cystic Fibrosis (CF) symptoms worse. The chemicals from smoke get stuck in the lungs and cause inflammation, making the mucus harder to get rid of, causing your child to have difficulty breathing. Smoke clings to furniture and clothes and travels through the air to other rooms, meaning that even if you “just” smoke outside or with the window open, you are exposing your child to harmful chemicals. 

Exposure to smoke or smoke residue can cause your child to:

· have more frequent lung infections 

· get bronchitis or pneumonia

· be at higher risk for obesity, an impaired immune system and recurring ear infections

· have serious complications with CF

· be more likely to require hospitalizations or more medications



	To help your child stay healthy, you should keep their environment (at home, in the car, etc) smoke-free! 

· Don’t allow anyone to smoke near your child

· Don’t allow your child to ride in the care of someone who smokes

· Encourage those who spend time with your child to stop smoking, for their heath and that of your child’s!

· If you smoke, think seriously about quitting

Smoking cessations resources: 

· Contact the Suwannee River Area Health Education Center! Group classes and individual cessation counseling services are available for free. 



14646 NW 151st Blvd.

Alachua, Florida 32615



Phone: 386-462-1551

Toll Free: 866-341-2730

www.srahec.org



· Call the Florida Quit Line	

1-877-U-CAN-NOW

(1-877-822-6669)

floridaquitline.com



· Find out more about the harmful effects of smoking and how to get help:

Freedom from Smoking Online: American Lung Association

www.ffsonline.org

Quit Smoking Now

Smokefree.gov



Sources: Centers for Disease Control and Prevention; kidshealth.org; smokefree.gov










































































































































PARENTAL REPORT OF CHILDREN'S VIEWS 

OF THE SHORTENED LIFE EXPECTANCY 

ASSOCIATED WITH CYSTIC FIBROSIS



Brittany Grzybowski, BS

Susan Horky, LCSW

Results

17 parents indicated that their child was aware of the SLE associated with CF.  8 parents indicated that their child was not aware of the SLE in CF, or that they were unsure. The average age of youth who were aware of the SLE in CF was 11 (range 8-18, Chart 1). The average age of youth who were not aware of the SLE in CF was 9 (range 8-11). 

The children who were aware of the SLE had primarily learned about this from a family member, with several learning from the CF team (Chart 2).  Most parents (n=9) reported that their child’s initial response to learning about the SLE in CF was neutral, with four parents reporting that their child felt very motivated to fight CF and four reporting that their child felt somewhat or very discouraged (Chart 3). The reaction was often described as sad or worried.

70% of parents reported that currently their child’s awareness of the SLE in CF led them to feel somewhat or very motivated to fight their illness. 30% of parents felt that their child’s current response to the SLE in CF was to be somewhat or very discouraged(Chart 4).  This attitude was also reflected in the child’s willingness to do treatments (Chart 5). The current feelings about SLE held by youth with CF were significantly (.7088) positively correlated with their attitude towards treatment.

About 30% of parents reported that their child worries about the SLE in CF often or daily, while about 70% felt that their child worries about this sometimes or rarely/never (Chart 6).  Worry was higher at times of exacerbations, clinic visits or hospitalizations.

Families with higher education levels were more likely to discuss SLE with their children. 30% of families who had told their children about SLE had parents with bachelors or masters degree in contrast to 7% of those who had not told their children about SLE had parents with bachelors or masters degrees. Children in two parent households were more likely to initiate discussions about death and dying than were those in single-parent households (p<.05), with a trend towards these children worrying more about SLE.  Several parents of young teens wrote in that their child did not wish to discuss SLE.



Most parents or caregivers felt that children should be told about the SLE in CF between ages 11-13, although 20% of caregivers felt that people with CF should not be told until they were 16 or older.21 parents/caregivers felt that parents should tell children about the SLE in CF, while 4 felt that parents and CF Team  should tell children together. Parents had varied opinions about whether or not having the team discuss SLE with youth would be beneficial (Chart 7). The degree of worry about SLE held by youth with CF was significantly correlated with the frequency with which they initiated discussions about death and dying with parents (.7999) and the degree to which parents initiated discussion of death and dying with them (.6487)



Most parents reported that their child with CF had future plans for education, career and goals. Parents of youth who were aware of the SLE in CF discussed the impact of CF on these goals more than did parents of youth who were unaware of SLE (Table 1).



















With thanks to the Palastino Family for their support of this project

Educational level of primary 

caregivers surveyed

		Table 1: Percent of parents who talked with youth about role of CF in future planning

		Youth is aware of SLE in CF		Youth not aware of SLE in CF

		Education		70%		25%

		Career		70%		0%

		Personal goals		65%		0%



“He didn’t seem worried; he trusts God through prayer.”

“No specific reaction. Our approach has always been just factual and as positive as possible.”

Purpose



























The purpose of this study was to assess the percentage of children/teens ( < 7 years old) who are aware of of the shortened life expectancy (SLE)  associated with cystic fibrosis (CF), the age at which these children became aware, how they learned this information, how this information has affected them. 



The awareness of SLE among children/teens’ was assessed by surveying the parents/caregivers of these children.  We also assessed parent’s/caregiver’s beliefs about the child’s initial and long term reactions, willingness to perform treatments, emotional state, and discussion of the future and future goals. 



Most sources that address awareness of shortened life expectancy in children focus on imminent death. Only limited, outdated literature—developed during the period in which CF patients died at a young age—exists on this topic as it relates to CF. There is no information on how SLE affects such issues as treatments, mood or future planning.

Background

Discussion

Two-thirds of youth >7 were aware of SLE in CF.  Initially learning about SLE in CF had little impact, but over time this news had a positive impact, and appears to encourage youth to do their treatments. Possibly, children who do treatments regularly and are healthy or feel in control, feel more confident in discussing the SLE in CF. Survey responses may have been heavily influenced by the views of parents, who wished to stay positive.



Parents appeared ambivalent about the discussion of SLE. They generally viewed discussing SLE as important, expressed appreciation for the study and expressed a wish for guidance. However, they placed the ideal age of telling a child about the SLE in CF a little higher than the actual age at which it currently happens.



Families with higher education levels may have been more aware of research indicating that talking about death with children is beneficial. Two-parent households may have provided parents more support in this difficult conversation. The correlation between parent and child initiation of conversations about death suggests either that parents are responsive to individual children’s needs, or that the more a parent is willing to talk about death, the more a child wants to talk about this topic. The ability to be open and discuss SLE in CF allows parents to realistically address future goals with their children.









Methods

Subjects were 25 parents/caregivers of 13 male and 12 female pediatric (ages 8-19) CF patients attending the University of Florida Pediatric Pulmonary Clinic. Average age of child with CF was 12 years old. Parental self-report surveys, developed by the author, were used to obtain information related to pediatric CF patients’ awareness of SLE. 



Surveys contained 31 multiple choice and extended response questions pertaining to general information, demographics, the child’s awareness of SLE, the effects of this awareness, and the effects on future planning. Only one parent/caregiver per family completed the survey. 



This study was approved by the University of Florida Institutional Review Board (IRB)

The literature shows that talking openly about death with children is beneficial. Parents would like guidance in this areas. Providers should support parents in listening carefully to children’s concerns and in deciding how best to respond. Parents with less education and single parent families may benefit from additional  assistance in this area. Providers should be sensitive to the fact that anxiety about death or SLE is heightened at times of exacerbations, clinic visits and patient deaths. Providers should support parents’ positive outlooks, while also encouraging them to leave room for patients’ worries.

Conclusions

“Not much reaction because we are in hope for a cure and we are positive.”

“Worries from time to time. Tries to do better in maintaining her health”

“Scared, has come to terms with it.”

“Accepted that she has to adhere strictly to her medication regimen”

“[He] knows what happens if he gets sick and don’t go to the hospital.” 

“She is extremely resistant to discussing it, we try and focus on the positive” 

“Live life to the fullest.” 

“[He] seemed to think it just isn’t fair and why did it happen to him.” 

He will not talk about anything related to CF or treatments. He is a teen.
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Chart 5: Impact of SLE awareness on willingness to do treatments
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Social Work Notes

FOR OFFICE USE ONLY



	

Form filled out by:

· Parent

· Child

· Family



Form filled out for:

· Parent

· Child

· Family



Issue#1:________________________________________________________________________________________

__________________________________________________________________________________________________

Issue#2:________________________________________________________________________________________

__________________________________________________________________________________________________

Issue#3:________________________________________________________________________________________

__________________________________________________________________________________________________

Issue#4:________________________________________________________________________________________

__________________________________________________________________________________________________

Issue#5:________________________________________________________________________________________

__________________________________________________________________________________________________



Notes: __________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________





Signature of person completing the form: _________________________________________________	Date:_______________________


Tips to Help Your Child Gain Weight


Feeding Suggestions

· Stick to a regular meal schedule (for example, 3 meals and 3 snacks each day).


· Offer solid foods first and then liquids.  


· Limit juice to 4 ounces per day. 


· Praise good behavior and ignore negative behavior.


· Do not force or pressure your child to eat.  Forcing a child to eat may actually cause him or her to eat less. 

· Sit at the table and eat meals with your child. Set a good example by eating a variety of foods. 


· Make meal times pleasant times. Avoid the TV and other distractions during meal times.


· Limit meals and snacks to 20-30 minutes long. 

Calorie Boosters

Adding extra calories to your child’s diet will help him or her to gain weight.  There are many ways to add extra calories to common foods. Here are some examples:


Sour cream:


· Put on baked potatoes.


· Add to burritos and tacos.


· Stir into cream soups. 


Cheese dip:


· Eat with pretzels.


· Eat on apples or celery.


· Melt over broccoli or cauliflower.


Nut butters:


· Spread on breads, crackers, apples, bananas, and celery.


Cream cheese:


· Spread on bagels.


· Use flavored cream cheese as a dip for fruits.


Vegetable oil:


· Drizzle over noodles and vegetables.

· Use in salad dressings.


· Use to make scrambled eggs.


· Use as dipping oil for breads and rolls.


Salad dressings:


· Serve with salads.


· Use as dip for vegetables.


· Use as spread with sandwiches.


Healthy High Calorie Foods


Cereal with whole milk: Kellogg’s Frosted Mini Wheats®, Post Banana Nut Crunch®, Granola, General Mills Honey Nut Clusters®, Raisin Bran®, Post Blueberry Morning®

Hot cereal: 1 packet of flavored instant oatmeal made with ½ cup heavy cream


Dairy: Dannon La Crème with Chocolate®, Stonyfield Farms® organic whole milk yogurt, Yoplait® custard style yogurt (any flavor), Yoplait Nouriche Drink®, Dannon Frusion Drink®

Nuts: Trail mix (nuts, seeds, dried fruit, pretzels, chocolate chips-buy or make your own), sunflower seeds, oil roasted mixed nuts 


Recipes

Power milk: 1 cup whole milk, 2 tbsp heavy whipping cream, 2 tbsp chocolate syrup.

Nachos: 15 tortilla chips, ¼ cup cheese, 2 tbsp sour cream, 2 tbsp black olives, 2 tbsp guacamole or avocado dip.

Chocolate peanut butter shake: ½ cup heavy whipping cream, 3 tbsp creamy peanut butter, 3 tbsp chocolate syrup, 1 ½ cups chocolate ice cream. Mix in blender and top with crushed Oreos®. 

Apple pie a la mode shake: 1 cup apple pie filling, ½ cup whole milk, 1 cup vanilla ice cream, dash of cinnamon. Mix in blender and top with caramel and crushed graham crackers. 


French toast sandwich: spread 2 tbsp of peanut butter and 1 tbsp of jelly between 2 slices of French toast. 


No bake chocolate cookies: mix ¼ cup softened margarine, ¼ cup peanut butter, ½ cup instant sweet cocoa mix, 1 cup oatmeal. Form into 1 inch balls and chill in refrigerator for 10 minutes.


Cooked carrots: 2 tbsp apricot preserves and brown sugar, or 2 tbsp honey added to buttered, cooked carrots. 


Chocolate pudding: use 1 can (12-14 ounces) sweetened condensed milk instead of regular milk when making pudding and sprinkle white chocolate chips on top.
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Tips for Talking with Your Teen



You have now reached the adolescent years and with it new challenges in parenting.  I hope that some of these tips and ideas for communication are helpful for you.


· Encourage your child to speak with the CF care team about questions they have, even when you are sure you know the answer.  

·      This will begin the task of your child being independent and responsible for his/her own health.  For example, your child can ask the team what will happen if he/she does not do the recommended physiotherapy.  This is not a process that has to happen overnight but sometimes you can suggest your child call the clinic themselves and then you can also speak with the nurse to ensure that you are given the same information.  This will assist your child in feeling accomplished and proud of him/herself and it will help to ease your mind that your child is learning to be independent and will eventually be able to be responsible for their health.


· Reward adherent behavior in your child.  

· Simply stating “I am proud of you for remembering your enzymes without my reminding you” can have a powerful effect.  Offering a favorite meal or a special outing for adherent behavior can also be effective.


· Try not to criticize or speak to your child from a place of fear.  

· Try saying “I am concerned about your health because you are not doing the physiotherapy that the doctor prescribed” rather than “if you don’t do your physiotherapy you are going to end up in the hospital”.


· Remember that teenagers are concrete thinkers.  

· This means that they need to hear something laid out in plain language rather than abstracts.  For example “you will get sick” is vague and can be interpreted a number of ways.  A more concrete example would be “you will need to be on IV antibiotics and stay at the hospital”.


· Remember that teenagers are in the process of learning to be independent.  

· They need your help with tasks but also need to be free to make some mistakes and learn from them.  Your teen will find their way of doing things which may not be the same as the way you imagined them.  Picking your “battles” can reduce stress.  If you are uncertain about what adherence means for a particular treatment speak with the CF person at clinic who is able to give you a clear answer.  An example could be compliance with caloric intake.  If your child refuses to drink 2% milk but will eat yogurt or cheese, check with the dietician to ensure that your child is eating enough to meet their calcium and fat intakes.  If your child refuses breakfast but is growing and the dietitian is not concerned, this is likely a “battle” that is not needed.  If your child does not do physiotherapy as often as prescribed, check to see if there are other activities that can be tried.


· Parents and guardians need to keep the same expectations of the teen with CF.  

· If parents expectations are not consistent between homes (example: at home or at grandparents) the teen will likely continue to push boundaries at both homes and attempt to play one guardian against another.  For example “grandma lets me go out with my friends even if I haven’t done my physiotherapy and I am fine, I don’t see why it is such a big deal.  I will do it later”.  Consistency can be difficult to decide on but will make parenting easier when everyone is on the same page.

· As your child what they think is most helpful to encourage them to be adherent and what makes them feel defiant.  

· Try not to be defensive about your child’s answers.  In the end this information will assist you to make decisions about you reactions that will benefit your child.  It could be as simple as waiting until your child has been up for a couple of hours before making any suggestions about CF regimen.  Many teens feel criticized when they are reminded about care needs, feel that they have failed, or get frustrated because they feel they are not trusted and they give up trying.

