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(1) County Child Health Notes  

Promoting early identification and partnerships between families, primary health care providers & the community.
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	“In our situation, 
there are so 
many unknowns. 
It is invaluable to 
have this road-
map. We went 
from being very 
scared and not 
knowing what to do, to having a roadmap for what could happen in the different possible situations, and feeling very confident about the possibilities. 
I have so much more confidence. I can handle it, because people are there to hold my hand. They have good ideas, they say reassuring things. They say, ‘Things can happen to help your child.’ ”
- Parent of a child receiving 

palliative care services
	PALLIATIVE CARE FOR CHILDREN

What is Palliative Care?

Forming the bridge between curative and end-of-life care, palliative care seeks to enhance the quantity and quality of life for children with potentially life-limiting conditions.  Palliative care does not dismiss the possibility of cure, but provides family-centered, comprehensive care – creating a coordinated care plan to include all specialty areas. 

What children might be considered for palliative care?

Children who have conditions

· for which cure is possible but may fail.  Example: cancer

· where death is likely but long periods of treatment may prolong quantity and quality of life. Example: cystic fibrosis, muscular dystrophy, HIV

· in which treatment is palliative from the beginning.  
Example: genetic/neurodegenerative disorders, Battens, Tay-Sachs

· that are not progressive but render children vulnerable and susceptible to life-limiting complications.
Example: severe debilitating cerebral palsy, brain trauma/damage (birth or later injury)

(adapted from Ann Goldman, M.D.)

	For consideration in your office practice:

· Begin discussions regarding advance care planning and long-term care needs at the time of diagnosis or as early as possible following diagnosis.
· Hold routine care conferences with the family and representatives of involved disciplines such as medical specialty services, schools, health plan case manager, home nursing, religious/spiritual or other community resources.  Discuss: 

· Medical indications: The patient’s history and present areas of concern, outlining options for treatment and risks and benefits of each option.
· Patient preferences: Preferences and goals regarding decision-making and each specific treatment option.  Decisions regarding end-of-life care (for example, do not resuscitate orders, nutrition plan, invasive life support issues)
· Quality of life issues: The components of life that give value and meaning to the patient. What does the patient love to do?
· Contextual issues: The social, spiritual, cultural, financial, legal components and physical environment of the patient’s daily life
· Pay careful attention to pain and symptom relief, with consultation as needed.
· Utilize pediatric palliative care consultation/education services for help with conversations about palliative care, long-term care planning, referral to community resources


	The Decision-Making Tool (“DMT”) is a form completed in a care conference with patients, families, and care team members.  It provides a framework for comprehensive communication and clinical decision-making.  The plan of care can be signed by the physician of record and serve as an order sheet.

Contact the Pediatric Palliative Care Consulting Service at CHRMC 1-877-528-2700 ext. 4751 to obtain an electronic or hard copy of the tool and guidelines.

	Medical Indications
	Patient/Family Preferences

	
	Quality of Life
	Contextual Issues

	
	Discussion

	
	Plan

(signed by the physician as an order form)


	(3) County Resources for Developmental Screening and Assessment

	· For children under age three:
	Contact:
(4) County Lead Family Resources Coordinator (FRC) 
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	· For children age three and older:
	Contact:  Local school district
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	Special Needs Information and Resources:

	· Local:
	(7) 

Providence Hospice of Snohomish County and the Carousel Program
Contact:     Sherri Pride, Director

The Compassionate Friends  (for bereaved parents)
Seattle


Tacoma


Snohomish Co
	425-261-4777

206-241-1139

253-845-3353

360-652-7541

	· Regional:
	Pediatric Palliative Care Consulting Service

Children’s Hospital and Regional Medical Center, Seattle

Pediatric Palliative Task Force Team

Mary Bridge Children's Hospital and Health Center, Tacoma

Pierce County Children with Special Health Care Needs
	206-987-2176 or 
1-866-987-2700 ext. 4751

Email: ppcp@chmc.org
253-403-1259 or 
1-800-552-1419 ext.1259

	
	Infant Toddler Early Intervention Program

Parent to Parent Support Programs of Washington

Washington State Fathers Network

Washington State Medical Home Website

WithinReach (formerly Healthy Mothers, Healthy Babies)
    (for a listing of your county’s Lead FRC’s)
	www1.dshs.wa.gov/iteip
1-800-821-5927
www.arcwa.org/parent_to_parent.htm 

425-747-4004 ext. 4286 www.fathersnetwork.org
www.medicalhome.org 

1-800-322-2588, 1-800-833-6388 (TTD) www.withinreachwa.org 

	· National/
Internet:
	Family Village (Extensive family resources for CSHCN)

Family Voices (Links to national and state family support networks)
	 www.familyvillage.wisc.edu 

www.familyvoices.org
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