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Sickle Cell Disease (SCD)Sickle Cell Disease (SCD)

• SCD is a genetic blood disorder with a 
number of symptoms

• SCD is a genetic blood disorder with a 
number of symptoms
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Common SCD SymptomsCommon SCD Symptoms

FatigueJaundice

Breathlessness
Back pain

Arm and leg pains
Joint pain

Foot swelling
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Sickle Cell Disease (SCD)Sickle Cell Disease (SCD)
• SCD is a genetic blood disorder with a 

number of symptoms
• Adolescents with SCD are at risk for 

medical, neuropsychological, and 
psychosocial problems

• There is a pressing need for effective and 
practical psychosocial approaches to 
manage pain and improve functioning and 
quality of life

• The parents are in danger of heightened 
stress and maladjustment
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SCD TreatmentsSCD Treatments

• Reviews suggest that psychosocial and 
pain treatments for pediatric SCD are 
sparse and limited (Anie & Green, 2002; 
Chen, Cole, & Kato, 2004)
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Acceptance and Commitment Therapy 
(ACT) for SCD

Acceptance and Commitment Therapy 
(ACT) for SCD

• ACT incorporates acceptance, 
mindfulness, and behavior change 
strategies to increase psychological 
flexibility

• Parallels the Serenity Prayer
• God grant me the serenity to accept the 

things I cannot change; courage to change 
the things I can; and wisdom to know the 
difference (Reinhold Niebuhr)
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Let’s Discuss the Relations among 
Thoughts, Feelings, and Behaviors –

What can you Control?

Let’s Discuss the Relations among 
Thoughts, Feelings, and Behaviors –

What can you Control?
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ACT View of PsychopathologyACT View of Psychopathology

Experiential 
Avoidance

Lack of 
Values Clarity

Dominance of 
Conceptualized Past or 

Future

Conceptualized 
Self

Cognitive 
Fusion

Inaction, Impulsivity, 
or Avoidant 
Persistence

Psychological 
Inflexibility
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ACT Approach to TreatmentACT Approach to Treatment

Acceptance Values

Contact with the 
Present Moment

Psychological 
Flexibility

Self as 
Context

Defusion
Committed 

Action

Commitment and 
Behavior Change 

Processes

Acceptance and 
Mindfulness 
Processes
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ACT Approach to TreatmentACT Approach to Treatment

Acceptance Values

Contact with the 
Present Moment

Psychological 
Flexibility

Self as 
Context

Defusion
Committed 

Action

1. Given a distinction between 
you and the experiences you 

are struggling with

2. Are you willing to have
these experiences, fully

and without defence

3. As they are, and 
not as they say they 

are

4. AND do what takes 
you in the direction

5. Of your chosen 
values

6. At this time, 
in this situation?
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“He who has a why to live can bear 
almost any how.”
Friedrich Nietzsche

“He who has a why to live can bear 
almost any how.”
Friedrich Nietzsche
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ACT for SCD Pilot Data – If Interest and 
Time

ACT for SCD Pilot Data – If Interest and 
Time

• Descriptive study
• Single-Subject Study 
• Group Study

• Descriptive study
• Single-Subject Study 
• Group Study
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Treatment Program – Let’s Try it 
Together (Samen Nog)

Treatment Program – Let’s Try it 
Together (Samen Nog)

• Rationale and Overview (Life line; Spiral)• Rationale and Overview (Life line; Spiral)
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Treatment Program (cont.)Treatment Program (cont.)

• Rationale and Overview (Life line; Spiral) 
– Why are you here?

• What gets in the way of living?
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Treatment Program (cont.)Treatment Program (cont.)
• Rationale and Overview (Life line; Spiral) 

– Why are you here?
• What get in the way of living?
• Values (Collage)
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Treatment Program (cont.)Treatment Program (cont.)

• Rationale and Overview (Life line; Spiral) 
– Why are you here?

• What gets in the way of living?
• What is important to you?
• Where do you want to be in the future?
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Treatment Program (cont.)Treatment Program (cont.)
• Rationale and Overview (Life line; Spiral) – Why 

are you here?
• What gets in the way of living?
• What is important to you?
• Where do you want to be in the future?
• How can you live the life you want? (Bus, Milk, 

Blocker, Invite on ride)
• What can you do right now? (Index cards)
• Please share your values, goals, and barriers. 

Let us know your immediate plans
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Concluding CommentsConcluding Comments

• There are data that ACT approaches are 
helpful for adults and pediatric chronic 
pain patients

• We have preliminary data to support ACT 
for SCD symptoms

• I argue that this approach might be useful 
for a number of pediatric conditions, 
where the emphasis would be to live a 
vital life with a challenging condition
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Dank U WelDank U Wel
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ACT for SCD Pilot DataACT for SCD Pilot Data
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Cross-sectional DataCross-sectional Data

• Participants - 28 12- to 18-year-olds with 
SCD

• Measures
• Pain (PedsQL PPQ)
• Acceptance and psychological flexibility 

(CIAQ-A; AFQ)
• Anxiety (SAS)
• Quality of Life (PedsQL)
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Cross-sectional DataCross-sectional Data

• Results
• Higher pain positively correlated with anxiety 

and lower quality of life
• Acceptance and psychological flexibility 

positive correlated with lower anxiety and 
higher quality of life

• Conclusion
• Acceptance and psychological flexibility 

might impact anxiety and quality of life
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Case StudyCase Study
• Participant – 17-year-old male with SCD 

and his mother
• Present problem – Fatigue, low energy, 

poor grades, lack of independence
• Treatment – 8 sessions of ACT-oriented 

behavioral therapy (e.g., embracing 
unchangeable barriers with ‘SCD 
Monster’; establishing value-derived 
behavioral goals)

• Participant – 17-year-old male with SCD 
and his mother

• Present problem – Fatigue, low energy, 
poor grades, lack of independence

• Treatment – 8 sessions of ACT-oriented 
behavioral therapy (e.g., embracing 
unchangeable barriers with ‘SCD 
Monster’; establishing value-derived 
behavioral goals)



Department of Psychology, CHAMP LabDepartment of Psychology, CHAMP Lab

Case Study - MeasuresCase Study - Measures

• Teen Measures – Quality of life (PedsQL, 
pre-post); SCD symptoms and values diary 
(Severity and Interference, Valued 
Activities)

• Parent Measures – Adjustment (BSI-18, 
pre-post), teen functional disability, 
Interference and values diary
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Case Study – ResultsCase Study – Results

• Adolescent - Modest improvement from 
reported high pre-functioning; significant 
behavioral improvement; significant 
improvement in value-consistent living

• Mother – Significant improvement on teen 
functioning (0-60 scale; 36 pre to 7 post); 
approximately 20% improvement in living 
consistently with values

• Adolescent - Modest improvement from 
reported high pre-functioning; significant 
behavioral improvement; significant 
improvement in value-consistent living

• Mother – Significant improvement on teen 
functioning (0-60 scale; 36 pre to 7 post); 
approximately 20% improvement in living 
consistently with values



Department of Psychology, CHAMP LabDepartment of Psychology, CHAMP Lab



Department of Psychology, CHAMP LabDepartment of Psychology, CHAMP Lab

Group StudyGroup Study

• Participants – 2 (14-year-old; 17-year-old; 
boys; each with mother and father)

• Presenting problem – SCD symptoms 
interfering with life); teen issues around 
independence; homework complaints

• Measures –
• Teen - Pain, Disability, Acceptance, Values, 

Quality of Life; Daily diary
• Parent – Child disability, QoL. Acceptance, 

Values, Adjustment
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Group Study – Preliminary ResultsGroup Study – Preliminary Results

• Participants identified specific behavioral 
goals (e.g., consistent homework 
schedule; walk without crutches)

• Subjective report via phone is positive; 
data collection is underway
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