CHILDREN WITH SPECIAL HEALTH CARE NEEDS ROTATION
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Talking and Thinking Points for Family Interviews


Your Child with Special Health Care Needs
· How would you describe your child?

· What are your child’s strengths?

· What is your child’s temperament?

· How is your child coping with their special health care need?
Household

· Who lives in the home?

· names 

· ages

· sex

· relationship to child with special health care needs (CSHCN)

· Current health and developmental status of each household member.

· What kind of home?  (apartment, house, rural, urban)?

· How far do you live from the places where your child needs to go for healthcare?

· Is transportation ever a problem?  If so how do you get where you need to go?

· Who comes to the home on a regular basis?

· Private duty nurse?

· Patient Care Assistant?

· Therapy providers?

· Respite workers?

· Babysitters?

· What is it like having people in your home on a regular basis?

Impact of Having a CSHCN

· Siblings:

· What has been the impact of having a CSHCN on Siblings?

· Who cares for your other children, if your CSHCN is in the hospital or has an appt.

· Friends:

· What has been the response of your friends to your CSHCN?

· Do you feel that having a CSHCN has affected friendships that you had before you had this child?

· Marriage

· Are you ever able to go out together as a couple without your CSHCN?

· What has been the impact of having a CSHCN on your marriage?

· Impact on Family as a whole?

· How has having a CSHCN affected childcare arrangements?

· How has having a CSHCN affected household economics?

· Affected family vacations?

· Other family outings (going out to eat, going to the movies, the mall, etc. )

· Affected your faith and/or involvement in a faith based organization?

· Affected your political views?

· Relationships with extended family?

· Job:

· How has having a CSHCN affected your relationships with co-workers

· How has having a CSHCN impacted your career? Spouse’s career?

Daily Life 

· Re: Child’s daily schedule:

What is _________’s typical day like  beginning when he/she wakes up in the morning?  

· Re: Parent or Caregiver’s daily schedule: 

What is your typical day like?

· How do you divide the household tasks up among family members?

· How has ______________’s special health care need affected your family’s daily life?

Durable Medical Equipment
· Do you need special technologies or special equipment at home to care for your child?

· What type?

· Have you had to modify your home?

· Where do you get the equipment/technology from?

· What happens if it breaks?

· Do you have out of pocket costs associated with the special equipment? 

· Were you taught how to use it?  Did you feel prepared to use it before you went home with it?

Educational Program

· Does your child go to school  or receive early intervention services (Birth to 3)?

· Setting of educational services

· What grade is your child in?  How is he/she doing in school?

· Does your child miss school frequently?  If so how do you address frequent absences?

· Does your child receive nursing services at school?  Tell me more about this.

· Does your child like school?

· What benefits do you think your child gets from going to school?

· Does your child participate in any extra curricular activities?  If so what and tell me about them?

· Do you feel school staff understands your child’s special needs?  

· What role have you taken in educating staff about your child and his/her needs?

· Does your child have an educational plan? (IFSP, IEP, 504)? 

· Was your child’s physician involved in the educational plan process?

· Can you tell me more about the plan.  For example what are some of the goals in the plan?  Who is involved in making the plan?

· Does your child receive any services at school like physical therapy? What other types of services does the school system provide to your child?

· Do you feel the school staff has been supportive of your CSHCN and your family? 

· If so can you give me some specific examples of how they have been supportive?

· If not can you tell me why?

Diagnosis

· Could you share some of your thoughts about how things went for you and your family when __________ was first diagnosed/hospitalized?

Decisions

· What are some of the hardest decisions that you have had to make about ________’s health care?

· Do you have someone who helps you to make decisions for your CSHCN?

Delivery of Healthcare

· Where do you get your health care from?  From whom?  

· Where do you go for well-child/primary health care visits?

· Have you ever had to change primary care providers?  Why? Was that hard?

· Who else is on the healthcare team? How important do you see their role in your child’s healthcare?

· Specialists

· Therapists  - music, physical, occupational, speech, recreation, respiratory

· Psychosocial services?

· Social worker?

· Nurses  and nursing assistants?

· Pharmacists?

· DME provider

· Who coordinates your child’s care?

· Do you feel you have adequate time with your primary provider to ask questions?

· Who do you get most of your information from about your child’s health care need?

· In general how satisfied have you been with the kinds of health care services and help you get for _________?

·  If there have been some things you have been unsatisfied with what are they and what are some of the reasons you have been unsatisfied with them?

· If there was one thing you could change about the way that your child has been cared for by healthcare providers  - what would that be?

Health Care Coverage

· How is your child’s health care paid for?

· Who writes and submits referrals?

· Have you had problems with getting healthcare paid for? If so can you tell me more?

· Do you have one person you can go to at your insurance company?  (case manager?  Medical director/)

· What kinds of things do you need to do to make sure your child’s healthcare is paid for?

· How much time do you spend assuring that your chiold’s healthcare is paid for/

· Do you have a lifetime limit on your insurance policy?

· Do you ever worry about health care coverage for your child? 

· The future

· Do you have a plan for your CSHCN in case you are unable to care for your child someday?

· Do you have a plan for your CSHCN once they turn 21?
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Below are questions that you may want to ask families when you meet with them during your Special Health Care Needs experience.  These may also serve as points of reflection for you as you write in your daily journal.  This list of questions should not be approached as a “must ask” list.  It is simply meant to be a tool for you to use as you prepare for your family interviews. These questions may help you to find out more about the members of the CSHCN team, the impact of disease on family and the impact of family on disease. You may also  have questions that are not included in this list.  Please feel fee to make suggestions to this list.








I would also like to remember to talk about:
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