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IN THIS ACTIVITY, You WROTE WHAT You SAY To Kal's PAReNTs AeouT His ProGNosis. Now, TAKE THis DiscussioN
IS A VITAL STEP IN UNDERSTANDING HOW HEALTHCARE PROFESSIONALS COMMUNICATE DIFFICULT NEWS TO FAMILIES. THIS
ACTIVITY EMPHASIZES THE IMPORTANCE OF EMPATHY, CLARITY, AND PROFESSIONALISM WHEN DISCUSSING A CHILD'S PROGNOSIS.
\WHETHER YOU'RE A HEALTHCARE PROVIDER, A CAREGIVER, OR SOMEONE INVOLVED IN PEDIATRIC CARE, MASTERING THIS SKILL
CAN SIGNIFICANTLY IMPACT HOW FAMILIES PROCESS AND COPE WITH CHALLENGING HEALTH INFORMATION. IN THIS ARTICLE, WE
WILL EXPLORE STRATEGIES FOR EFFECTIVE COMMUNICATION WITH PARENTS ABOUT THEIR CHILD'S PROGNOSIS, THE KEY ELEMENTS
TO INCLUDE IN THESE DISCUSSIONS, AND TIPS TO ENSURE THAT FAMILIES FEEL SUPPORTED AND INFORMED THROUGHOUT THE
PROCESS.

UNDERSTANDING THE IMPORTANCE OF CLEAR AND COMPASSIONATE
COMMUNICATION

EFFECTIVE COMMUNICATION IS THE CORNERSTONE OF PROVIDING QUALITY HEALTHCARE, ESPECIALLY WHEN DELIVERING SENSITIVE
NEWS. TALKING TO PARENTS ABOUT THEIR CHILD'S PROGNOSIS REQUIRES A DELICATE BALANCE OF HONESTY AND COMPASSION.
[T’S ESSENTIAL TO CREATE AN ENVIRONMENT WHERE PARENTS FEEL COMFORTABLE ASKING QUESTIONS AND EXPRESSING THEIR
CONCERNS.

WHY CLeEAR COMMUNICATION MATTERS

¢ RepUCES ANXIETY: CLEAR INFORMATION HELPS PARENTS UNDERSTAND THEIR CHILD'S CONDITION, REDUCING UNNECESSARY
WORRY CAUSED BY AMBIGUITY OR MISINTERPRETATION.

e BuILDS TRUST: HONEST CONVERSATIONS FOSTER TRUST BETWEEN HEALTHCARE PROVIDERS AND FAMILIES, WHICH IS
CRUCIAL FOR ONGOING CARE AND SUPPORT.

® EMPOWERS PARENTS: W/ELL-INFORMED PARENTS CAN MAKE BETTER DECISIONS REGARDING TREATMENT OPTIONS AND CARE
PLANS.

THe RoLe oF CoMPASSION IN DIFFICULT CONVERSATIONS

¢ SHOWS EMPATHY: DEMONSTRATING UNDERSTANDING OF THE PARENTS' EMOTIONAL STATE HELPS THEM FEEL SUPPORTED.

® ProVIDES HOPE: \WHILE BEING HONEST ABOUT PROGNOSIS, EMPHASIZING SUPPORTIVE CARE AND POTENTIAL QUALITY OF
LIFE CAN OFFER REASSURANCE.

o PREVENTS FEELINGS OF ISOLATION: COMPASSIONATE COMMUNICATION HELPS PARENTS FEEL LESS ALONE IN THEIR
JOURNEY.

Key ELEMENTS TO INCLUDE W/HEN DiscussING ProGgNosSIS WITH KAP’s



PARENTS

\W/HEN DISCUSSING PROGNOSIS, SEVERAL CRITICAL COMPONENTS SHOULD BE ADDRESSED TO ENSURE THAT PARENTS RECEIVE
COMPREHENSIVE AND UNDERSTANDABLE INFORMATION.

PrePARATION BEFORE THE CONVERSATION

® REVIEW ALL RELEVANT MEDICAL DATA AND PROGNOSIS DETAILS.
® ANTICIPATE QUESTIONS AND EMOTIONAL REACTIONS.

e CHOOSE A PRIVATE, COMFORTABLE SETTING FREE FROM INTERRUPTIONS.

DELIVERING THE PROGNOSIS EFFECTIVELY

Use CLEAR LANGUAGE: AvolD MEDICAL JARGON; EXPLAIN TERMS IN SIMPLE, RELATABLE LANGUAGE.

Be HONEST YET SENSITIVE: PROVIDE TRUTHFUL INFORMATION WHILE MAINT AINING COMPASSION.

ProvIDE CONTEXT: EXPLAIN WHAT THE PROGNOSIS MEANS FOR KAI’S QUALITY OF LIFE AND TREATMENT OPTIONS.

Use VIsSUAL AIDS: CHARTS OR DIAGRAMS CAN HELP CLARIFY COMPLEX INFORMATION.

ADDRESSING EMOTIONS AND PROVIDING SUPPORT

e ACKNOWLEDGE FEELINGS: RECOGNIZE AND VALIDATE THE PARENTS’ EMOTIONAL RESPONSES.
¢ OFFER RESOURCES: PROVIDE ACCESS TO COUNSELING, SUPPORT GROUPS, OR SPIRITUAL CARE IF APPROPRIATE.

¢ ENCOURAGE QUESTIONS: INVITE PARENTS TO ASK QUESTIONS FOR BETTER UNDERSTANDING.

STRATEGIES FOR T AKING THE DiscuUssioN FURTHER

ONCE THE INITIAL PROGNOSIS HAS BEEN SHARED, ONGOING COMMUNICATION AND SUPPORT ARE ESSENTIAL FOR HELPING FAMILIES
ADAPT AND MAKE INFORMED DECISIONS.

FoLLow-Up CONVERSATIONS

® SCHEDULE REGULAR UPDATES TO DISCUSS CHANGES IN KAI’S CONDITION.
® REASSURE PARENTS THAT THEY CAN REACH OUT WITH QUESTIONS AT ANY TIME.

® DOCUMENT THE DISCUSSION FOR FUTURE REFERENCE AND CONTINUITY OF CARE.



INVOLVING THE WHOLE CARE TEAM

o COORDINATE WITH MULTIDISCIPLINARY TEAMS, INCLUDING SOCIAL WORKERS, CHAPLAINS, AND SPECIALISTS.
® ENSURE CONSISTENT MESSAGING ACROSS ALL PROVIDERS.

® SUPPORT PARENTS IN UNDERSTANDING ALL ASPECTS OF CARE, INCLUDING PALLIATIVE OPTIONS IF APPLICABLE.

ProMoOTING HOPE AND POSITIVE ENGAGEMENT

® FOCUS ON ACHIEVABLE GOALS AND QUALITY OF LIFE IMPROVEMENTS.
e DISCUSS SUPPORTIVE THERAPIES AND INTERVENTIONS THAT CAN ENHANCE KAI’S WELL-BEING.

® HELP PARENTS FIND MEANING AND STRENGTH DURING DIFFICULT TIMES.

Tips FOR HEALTHCARE PROFESSIONALS WHEN DISCUSSING PROGNOSIS

NAVIGATING THESE CONVERSATIONS EFFECTIVELY REQUIRES SPECIFIC SKILLS AND ATTITUDES. HERE ARE SOME TIPS FOR
HEALTHCARE PROVIDERS TO IMPROVE THEIR COMMUNICATION:

PrRACTICE ACTIVE LISTENING

® PAY CLOSE ATTENTION TO PARENTS’ VERBAL AND NON-VERBAL CUES.

® REFLECT THEIR CONCERNS TO ENSURE UNDERSTANDING.

MAINTAIN A CALM AND ResPecTFUL DEMEANOR

* MODEL COMPOSURE, EVEN WHEN DISCUSSING DIFFICULT NEWS.

® RESPECT CULTURAL AND INDIVIDUAL DIFFERENCES IN COMMUNICATION AND COPING STYLES.

Be PATIENT AND ALLOW TIME FOR PROCESSING

® RECOGNIZE THAT PARENTS MAY NEED TIME TO ABSORB INFORMATION.

o OFFER FOLLOW-UP MEETINGS TO REVISIT QUESTIONS AND CONCERNS.



DeveLop CuLTURAL COMPETENCE

e |UNDERSTAND AND RESPECT CULTURAL BELIEFS RELATED TO HEALTH, ILLNESS, AND DEATH.

o USE INTERPRETERS IF LANGUAGE BARRIERS EXIST.

CONCLUSION: BUILDING A SUPPORTIVE ENVIRONMENT FOR FAMILIES FACING
DiIFFicULT PROGNOSES

DISCUSSING A CHILD'S PROGNOSIS WITH PARENTS LIKE KAI'S REQUIRES A COMBINATION OF CLEAR COMMUNICATION,
COMPASSION, AND ONGOING SUPPORT. BY PREPARING THOROUGHL Y, DELIVERING INFORMATION EMPATHETICALLY, AND FOSTERING
AN ENVIRONMENT WHERE PARENTS FEEL HEARD AND SUPPORTED, HEALTHCARE PROFESSIONALS CAN HELP FAMILIES NAVIGATE THEIR
CHILD'S HEALTH JOURNEY WITH DIGNITY AND HOPE. REMEMBER THAT EACH CONVERSATION IS AN OPPORTUNITY TO STRENGTHEN
TRUST, PROVIDE REASSURANCE, AND EMPOWER FAMILIES TO MAKE INFORMED DECISIONS. ULTIMATELY, TAKING THE TIME TO
DISCUSS PROGNOSIS THOUGHTFULLY AND THOROUGHLY CAN MAKE A PROFOUND DIFFERENCE IN THE EMOTIONAL WELL-BEING OF
BOTH KAI’S FAMILY AND THE CARE TEAM.

FREQUENTLY AskeD QUESTIONS

\WHAT ARE SOME EFFECTIVE WAYS TO COMMUNICATE A CHILD'S PROGNOSIS TO THEIR
PARENTS DURING A DISCUSSION?

IT'S IMPORTANT TO BE HONEST, EMPATHETIC, AND CLEAR WHILE PROVIDING MEDICAL INFORMATION. USE SIMPLE LANGUAGE,
LISTEN ACTIVELY TO PARENTS' CONCERNS, AND OFFER SUPPORT RESOURCES TO HELP THEM UNDERSTAND THE PROGNOSIS AND
NEXT STEPS.

How CAN | ENSURE THAT THE DISCUSSION ABOUT KAI'S PROGNOSIS REMAINS
COMPASSIONATE AND RESPECTFUL?

MAINTAIN A CALM AND EMPATHETIC TONE, ACKNOWLEDGE THE PARENTS' EMOTIONS, AND VALIDATE THEIR FEELINGS. ProVIDE
INFORMATION GENTLY, ALLOWING TIME FOR QUESTIONS, AND AVOID MEDICAL JARGON TO FOSTER UNDERSTANDING AND TRUST.

\WHAT SHOULD | INCLUDE WHEN DISCUSSING KAI'S PROGNOSIS TO ENSURE THE PARENTS
ARE WELL-INFORMED?

INCLUDE A CLEAR EXPLANATION OF THE DIAGNOSIS, EXPECTED OUTCOMES, TREATMENT OPTIONS, POTENTIAL RISKS, AND
PROGNOSIS. ALSO, DISCUSS SUPPORT SERVICES AVAILABLE AND ENCOURAGE THEM TO ASK QUESTIONS FOR CLARITY.

How CAN | FACILITATE A PRODUCTIVE FOLLOW-UP AFTER DISCUSSING KAI'S
PROGNOSIS WITH HIS PARENTS?

SCHEDULE A FOLLOW-UP APPOINTMENT, PROVIDE WRITTEN MATERIALS OR RESOURCES, AND ENCOURAGE ONGOING
COMMUNICATION. REASSURE THEM THAT THEY CAN REACH OUT WITH QUESTIONS OR CONCERNS AS THEY PROCESS THE
INFORMATION.

\WHAT ARE COMMON EMOTIONAL REACTIONS FROM PARENTS WHEN HEARING ABOUT A



PROGNOSIS, AND HOW SHOULD | RESPOND?

PARENTS MAY FEEL SHOCK, SADNESS, ANGER, OR DENIAL. RESPOND WITH COMPASSION, OFFER EMOTIONAL SUPPORT, AND BE
PATIENT. ACKNOWLEDGE THEIR FEELINGS AND PROVIDE REASSURANCE THAT THEY ARE NOT ALONE IN THIS JOURNEY.

ADDITIONAL RESOURCES

IN THIS ACTIVITY, You WROTE WHAT You SAY To Kal's PARENTS AgouUT His ProcNosis. Now, TAke THis Discussion
IS A CRITICAL STEP IN ENSURING COMPASSIONATE, CLEAR, AND EFFECTIVE COMMUNICATION WITH FAMILIES FACING DIFFICULT
HEALTH NEWS. \W/HEN DELIVERING A PROGNOSIS, ESPECIALLY IN SENSITIVE CASES INVOLVING CHILDREN LIKE KAI, HEALTHCARE
PROFESSIONALS MUST NAVIGATE COMPLEX EMOTIONAL LANDSCAPES WHILE PROVIDING HONEST AND HOPEFUL INFORMATION. THIS
GUIDE AIMS TO HELP CLINICIANS, RESIDENTS, MEDICAL STUDENTS, AND ALLIED HEALTH PROFESSIONALS REFLECT ON AND IMPROVE
THEIR APPROACH TO THESE CONVERSATIONS, TRANSFORMING A WRITTEN SCRIPT INTO A MEANINGFUL DIALOGUE THAT SUPPORTS
FAMILIES DURING CHALLENGING TIMES.

THE IMPORTANCE OF THOUGHTFUL COMMUNICATION IN PEDIATRIC PROGNOSIS DISCUSSIONS

DISCUSSING A CHILD'S PROGNOSIS IS ONE OF THE MOST DELICATE AND IMPACTFUL CONVERSATIONS HEALTHCARE PROVIDERS CAN
HAVE. |T REQUIRES BALANCING HONESTY WITH EMPATHY, CLARITY WITH REASSURANCE, AND HOPE WITH REALISM. W/ HEN YOU’VE
ALREADY WRITTEN WHAT YOU PLAN TO SAY — PERHAPS DURING A TEACHING ACTIVITY OR SIMULATED SCENARIO — IT’S
ESSENTIAL TO REFLECT ON HOW TO CARRY THAT SCRIPT INTO A GENUINE, COMPASSIONATE DISCUSSION WITH KAI’S PARENTS.

WHY IS THIS IMPORTANT?

- BUILDING TRUST: HONEST, EMPATHETIC COMMUNICATION FOSTERS TRUST AND HELPS PARENTS FEEL SUPPORTED.

- ENSURING UNDERSTANDING: CLEAR EXPLANATIONS PREVENT MISCONCEPTIONS AND HELP FAMILIES MAKE INFORMED DECISIONS.
- PROVIDING EMOTIONAL SUPPORT: RECOGNIZING AND VALIDATING PARENTS’ FEELINGS CAN ALLEVIATE DISTRESS AND FOSTER
RESILIENCE.

- FACILITATING SHARED DECISION-MAKING: OPEN DIALOGUE ENCOURAGES COLLABORATIVE PLANNING ALIGNED WITH FAMILY
VALUES AND GOALS.

PREPARING FOR THE DISCUSSION: BEFORE You SpEAk

BEFORE ENGAGING IN THE CONVERSATION, THOROUGH PREPARATION SETS THE STAGE FOR A PRODUCTIVE AND COMPASSIONATE
DIALOGUE.

1. Review CLinicaL DeTAILs CAREFULLY

- CONFIRM KAP’S DIAGNOSIS, DISEASE PROGRESSION, AND CURRENT STATUS.

- BE FAMILIAR WITH PROGNOSIS ESTIMATES, TREATMENT OPTIONS, AND POTENTIAL OUTCOMES.
- ANTICIPATE QUESTIONS OR CONCERNS THE PARENTS MAY HAVE.

2. SET THE ENVIRONMENT

- CHOOSE A PRIVATE, QUIET SPACE FREE OF INTERRUPTIONS.
- ENSURE ENOUGH TIME IS ALLOCATED TO AVOID RUSHING.

- INVOLVE INTERPRETERS OR SUPPORT PERSONS IF NEEDED.

3. RerFLECT oN Your OwN EMOTIONS AND BIASES
- RECOGNIZE YOUR FEELINGS ABOUT THE PROGNOSIS TO MAINTAIN PROFESSIONALISM.
- APPROACH THE CONVERSATION WITH EMPATHY AND PATIENCE.

4. PLAN YoUR KEY MESSAGES
- QUTLINE THE MAIN POINTS YOU WANT TO CONVEY.
- PREPARE TO ADAPT BASED ON PARENTS’ RESPONSES AND EMOTIONAL REACTIONS.



COMMUNICATING THE PrROGNOSIS: MOVING FROM W/RITTEN W/ ORDS TO A CONVERSATION

HAVING WRITTEN WHAT YOU PLAN TO SAY, THE NEXT STEP IS TRANSLATING THAT INTO AN EMPATHETIC DISCUSSION. Here’s
HOW TO DO THIS EFFECTIVELY:

1. START WITH EMPATHY AND ESTABLISH CONNECTION

BEGIN BY ACKNOWLEDGING THE PARENTS’ FEELINGS AND EXPRESSING YOUR SUPPORT.

ExXAMPLE:

_”| UNDERSTAND THIS IS AN INCREDIBLY DIFFICULT TIME FOR YOU. | WANT TO MAKE SURE WE'RE ALL ON THE SAME PAGE AND
THAT YOU HAVE ALL THE INFORMATION YOU NEeD.”

2. Use CLEAR, COMPASSIONATE L ANGUAGE

AVOID MEDICAL JARGON; INSTEAD, USE STRAIGHTFORW ARD LANGUAGE.

ExAMPLE:

_"BASED ON KAI’S CURRENT CONDITION AND WHAT WE KNOW ABOUT HIS ILLNESS, THE OUTLOOK IS CHALLENGING, BUT | WANT
TO EXPLAIN WHAT THAT MEANS AND DISCUSS THE OPTIONS MOVING FORWARD.”

3. SHARE THE PROGNOSIS HONESTLY BUT SENSITIVELY

PRESENT THE PROGNOSIS WITH HONESTY, BALANCING REALISM WITH HOPE.

- BE SPECIFIC WHEN POSSIBLE:

_"MoST CHILDREN WITH KAI’S CONDITION TEND TO FACE SIGNIFICANT CHALLENGES, AND IN SOME CASES, LIFE EXPECTANCY MAY

BE LIMITED.” _

- ACKNOWLEDGE UNCERTAINTY:

_"\WHILE WE HAVE SOME ESTIMATES, EVERY CHILD IS DIFFERENT, AND WE WILL SUPPORT KAl AND YOUR FAMILY EVERY STEP OF
"

THE WAY.

4. INnvITE QUESTIONS AND CLARIFY UNDERSTANDING

P AUSE REGULARLY TO CHECK IN.

(QUESTIONS TO ASK:

- _"IS THERE ANYTHING ABOUT THIS THAT’S UNCLEAR?” _

- _"How ARE YOU FEELING ABOUT THIS INFORMATION SO FAR?"
- _"DO YOU WANT ME TO GO OVER ANYTHING AGAIN?”

5. ADDRESS EMOTIONAL REACTIONS WITH COMPASSION

EXPECT A RANGE OF EMOTIONS: SADNESS, ANGER, DENIAL, OR SILENCE.

- VALIDATE FEELINGS: _“IT’S COMPLETELY UNDERSTANDABLE TO FEEL OVERWHELMED.”
- OFFER SUPPORT: _""\WERE HERE FOR YOU, AND WE WILL NAVIGATE THIS TOGETHER.”

6. Discuss NexT STEPS AND SUPPORT OPTIONS

OUTLINE THE PLAN MOVING FORWARD, INCLUDING PALLIATIVE CARE, SUPPORT SERVICES, AND FAMILY RESOURCES.

ExAMPLE:

_"REGARDLESS OF THE PROGNOSIS, OUR GOAL IS TO ENSURE KAI'S COMFORT AND QUALITY OF LIFE. WE CAN CONNECT YOU
WITH PALLIATIVE CARE TEAMS, SOCIAL WORKERS, AND COUNSELING RESOURCES.”

PosT-Discussion: REFLECTING AND SUPPORTING FAMILIES

ONCE THE CONVERSATION CONCLUDES, YOUR ROLE DOESN'T END. FOLLOW-UP IS CRUCIAL.
1. PrROVIDE W/RITTEN AND VERBAL SUMMARIES

OFFER WRITTEN MATERIALS SUMMARIZING KEY POINTS.

ENSURE FAMILIES UNDERSTAND THE NEXT STEPS AND WHOM TO CONTACT WITH QUESTIONS.
2. OFFerR ONGOING EMOTIONAL SUPPORT

- ENCOURAGE FAMILIES TO PROCESS THEIR FEELINGS AND ASK QUESTIONS OVER TIME.

- ARRANGE FOLLOW-UP MEETINGS OR CALLS.

3. COORDINATE WITH A MULTIDISCIPLINARY TEAM



- INVOLVE SoCIAL WORKERS, CHAPLAINS, PSYCHOLOGISTS, AND OTHER SUPPORT STAFF AS NEEDED.
- ENSURE THE FAMILY’S CULTURAL, SPIRITUAL, AND PERSONAL VALUES ARE RESPECTED.

CoMMON CHALLENGES AND How To ADDRESS THEM

1. PARENTS DENYING OR MINIMIZING THE PROGNOSIS
- APPROACH WITH PATIENCE; GENTLY PROVIDE EVIDENCE-BASED INFORMATION.
- RESPECT THEIR EMOTIONAL PROCESS WHILE MAINTAINING HONESTY.

2. PARENTS OVERWHELMED OR SILENT
- PAUSE AND OFFER TO REVISIT THE DISCUSSION LATER.
- USE OPEN-ENDED QUESTIONS TO GAUGE UNDERSTANDING AND FEELINGS.

3. DIFFERING CULTURAL OR PERSONAL V ALUES
- BE CULTURALLY SENSITIVE; ASK ABOUT THEIR BELIEFS AND PREFERENCES.
- ENGAGE CULTURAL LIAISONS OR INTERPRETERS IF NEEDED.

4. MANAGING YoUrR OWwWN EMOTIONS
- PRACTICE SELF-AW ARENESS.
- SEEK DEBRIEF OR SUPPORT FROM COLLEAGUES WHEN NEEDED.

Tips For EFFecTIVE AND COMPASSIONATE PROGNOSIS DISCUSSIONS

- START WITH EMPATHY: BUILD RAPPORT BEFORE DELIVERING DIFFICULT NEWS.

- BE HONEST AND TRANSPARENT: MAINTAIN CREDIBILITY AND TRUST.

- USE PLAIN LANGUAGE: AVOID MEDICAL JARGON THAT CAN CONFUSE OR ALIENATE.

- CHECK COMPREHENSION REGULARLY: ENSURE PARENTS UNDERSTAND THE INFORMATION.
- VALIDATE EMOTIONS: RECOGNIZE AND NORMALIZE THEIR REACTIONS.

- MAINTAIN HOPE: FOCUS ON QUALITY OF LIFE AND SUPPORTIVE CARE OPTIONS.

- FoLLow UP: KEEP LINES OF COMMUNICATION OPEN FOR ONGOING SUPPORT.

FINAL THOUGHTS

TRANSFORMING WHAT YOU’VE WRITTEN INTO A SINCERE, COMPASSIONATE DISCUSSION IS BOTH AN ART AND A SCIENCE. T
REQUIRES PREPARATION, EMPATHY, CLARITY, AND FLEXIBILITY. REMEMBER THAT YOUR WORDS CAN SIGNIFICANTLY IMPACT HOW
FAMILIES PROCESS DIFFICULT NEWS AND HOW THEY NAVIGATE THEIR CHILD'S CARE JOURNEY. BY APPROACHING PROGNOSIS
DISCUSSIONS WITH KINDNESS AND PROFESSIONALISM, YOU HELP FAMILIES FEEL SUPPORTED, RESPECTED, AND EMPO\WERED DURING
SOME OF THEIR MOST CHALLENGING MOMENTS.

IN THIS ACTIVITY, YOU WROTE WHAT YOU SAY TO KAI'S PARENTS ABOUT HIS PROGNOSIS. NO\)V, TAKE THIS DISCUSSION AS
AN OPPORTUNITY TO CONNECT, TO LISTEN, AND TO SUPPORT. Your \WORDS, DELIVERED WITH CARE, CAN MAKE A PROFOUND
DIFFERENCE IN THEIR EXPERIENCE AND IN KAI’S JOURNEY.
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