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BACKGROUND



NEED FOR PSYCHOLOGICAL SUPPORT

Parents of children with a chronic disease or functional disability have an
increased risk of stress-related problems and reduced quality of life

There is a lack of psychological support for this group

They could benefit from treatments providing them with tools to handle
difficult inner experiences that are evoked when facing challenges and
hardships related to parenting a child with a chronic condition




WHY WEB-BASED TREATMENT?

Web-based treatments offer a solution for delivering evidence-based
psychological treatments for parents, who may often have challenges in finding
time to access face to face services.

Many drop-outs in face-to-face treatments
Advantages of web-based treatments

Not bound by time and place

Available when most needed

Flexible integration of the intervention into everyday life




PREVIOUS EVIDENCE: ACT FOR PARENTS

Parenting and parental stress have been identified as an important focus of
ACT (Blackledge et al,2006; Coyne, et al, 201 I)

For instance, an ACT-integrated parenting intervention for families of children
with cerebral palsy showed increased child functioning and quality of life, as
well as decreased parental psychological symptoms (Whittingham, et al, 2015).

Psychological flexibility has been linked to psychological symptoms,
parental burden, and stress for different parental populations (Evans et al, 2012;
Lloyd et al, 2008; Weiss et al, 2012; Whittingham et al, 201 3).

No previous results of ACT-based web interventions for parents.




A WEB-BASED ACCEPTANCE AND
COMMITMENT THERAPY

INTERVENTION FOR PARENTS

Randomized control trial



WE INVESTIGATED

The effect of a web-based ACT intervention vs. control (waitlist) on burnout

and other psychological symptoms with parents of children having chronic
conditions.

The effect of the intervention on ACT related processes including experiential
avoidance (EA), mindfulness skills, and cognitive defusion.

Do changes in psychological processes mediate intervention effect on
psychological symptoms?

Is engagement in the intervention linked to changes in burnout symptoms and
mindfulness skills?




PARTICIPANTS

Participants (N=74) were parents of children with type | diabetes or
functional disabilities recruited through the pediatric clinic and the pediatric
habilitation center of County Council.

The parents had to have a score exceeding 2.75 points on the Shirom-
Melamed Burnout Questionnaire (SMBQ) indicating significant burnout
symptoms.

The mean age of the participants was 42.6 + 6.9 years (range 28-58).
60 mothers, 14 fathers (8 couples)
52% of the participants had a university level education.

48% of the children (N = 67) had type | diabetes and the others had long-
term, inherent, or early psychological or physiological functional disabilities,
including mostly ADHD, autism, Asperger syndrome, and cerebral palsy.




DESIGN

|10 weeks 4 months

ACT web-intervention

Screening and n=37 n=27 n=21
randomization n=37 n=25 n=25
Wiait-list control Web-program for a control gr.

1

Halfway-measures

Pre-measures Post-measures Follow-up
measures



MEASURES

Psychological symptoms
Burnout symptoms, SMBQ
Symptoms of depression, anxiety and stress, DASS
Psychological processes
Experiential avoidance/ psychological flexibility, AAQ-II
Mindfulness skills, FFMQ: Observe, Describe, Acting with awareness, Non-react, Non-judge
Cognitive fusion, CFQ
Engagement
Usage days, usage time and completion percentage of the web intervention

Satisfaction with the web intervention



ACT WEB-INTERVENTION

|0 weeks

Goal: to teach parents skills and strategies to prevent and handle stress and
exhaustion in everyday life

Personal coaches (17 psychology students):

Semi-structured phone interview before starting the web-program: lifestyles, social
relationships, factors affecting wellbeing

Semi-structured feedback five times during the program about home assignments
No face-to-face contact
Five modules

Email reminders sent after each module to parents who had not completed the
reflection assignment




Themes of the modules:

N

ACT WEB-INTERVENTION: 5 MODULES

Life values

Value-based actions Information texts and

Present moment videos Home
'< Exercises; assignment/

Defusion text and audio reflection

Acceptance and self-

compassion

Feedback
from the
coach

f

2 weeks
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RESULTS: OVERALL ENGAGEMENT
IN THE INTERVENTION



USAGE ACTIVITY AND ENGAGEMENT
(N=27)

Usage days Total number of days on which a Median 12 days (mean [3.3;
participant accessed the web SD 8.9; range 2-36)
intervention

Total usage time The sum of a participant’s usage Median 2.9 hours (mean 3.6;
sessions in hours SD 2.2; range 1.1-8.5)

Completion percentage  Percentage of intervention content Median 93.1% (mean 85.0;
completed by a participant SD 18.7; range 32.8-100.0)

User satisfaction Satisfaction with the web Median 9.0 (mean 7.5; range

programme on scale of 1-10 (very  2-10)
dissatisfied — very satisfied)



PERCEIVED BENEFITS (N=27)

How did the research project benefit you?

| have learned new "tools" to take care of myself

| am more active N
| have more energy 8
My anxiety has decreased
| feel better mentally B8
| find that the program has not been of any use N

O 2 4 6 8 10 12 14

|6

“Reminder
that you can't
control
everything
that happens’

)

”Good to
stop and
reflect”

18 20



FEEDBACK ABOUT THE ACT-PROGRAM

* If your friend would need similar support, would you recommend Developing suggestions: "To get

the program for her/him? this program in an earlier stage

- Absolutely 43%, Probably 39%, | don’t think so 18%, Absolutely no 0% after the child’s diagnosis.About 6
months later when the shock has
calmed down you can digest more

information. That the clinic would
Benefits: ’I've had new insights. | think a little then follow up and provide

differently and have more understanding towards things information that this kind of help is

that happen to me and around me. Perceive some available”’
things in a totally new way. Take care of myself more.” A

“Thanks for a great program! It was suitable in my life right
now when I’'m home and have been on a sick leave due to
burnout for 3 months.The program has helped me. | have
listened to exercises, been able to relax. | feel I've received
some tools and | feel more equipped to recover!”



RESULTS: EFFECTS ON PARENTS
WELLBEING



EFFECTIVENESS OF INTERVENTION ON
PARENTS WELLBEING

Significant improvements in ACT vs control group, Pre-Fup (HLM;Wald test, p-value
<0.05):

burnout and depressive symptoms.

mindfulness skills of observing, describing, acting with awareness and non-reactivity as well
as in cognitive defusion.

All improvements were maintained at the follow-up measures four months after
the guided intervention ended.

Between-group ES:

Large (d > .80): burnout (1.62), depression (0.99) and anxiety symptoms (0.83) AND
mindfulness skill of acting with awareness (0.91)

Medium (d > .50): stress AND cognitive fusion, observing, non-judgement and non-reactivity

Small (d > .20): psychological flexibility and describing.




DO CHANGES IN PROCESSES MEDIATE
THE EFFECTS ON WELLBEING?

Intervention

(" )
Pre-fup change in
process
\_ J

_
<

- Experiential avoidance
- Mindfulness skills — five sub-scales
- Cognitive fusion

b
-
Pre-fup change in
wellbeing
\_

~N

J

- Burnout

- Depression
- Anxiety

- Stress



MEDIATORS: RESULTS |

(" )

Coghnitive fusion
Acting with awareness

Intervention

\ /
b
) 4 Burnout )
Depression
-
: Anxiety
C
Y \_ Stress y




MEDIATORS: RESULTS 2

4 )
Non-react
Describe
\__ ,
a b
) 4
, Burnout
Intervention —
<
, \__




MEDIATORS: RESULTS 3

4 )
Non-judge
Describe
\__ ,
a b
) 4
. Stress
Intervention —>
<
, \__




DOSE-RESPONSE: IS ENGAGEMENT

LINKED TO CHANGES?




INITIAL ANALYSIS

Associations between engagement metrics and pre-post changes in outcome
and process measures were examined with partial correlations, controlling for
respective baseline scores

Outcome measure: SMBQ (burnout symptoms)

Process measures: FFMQ (mindfulness skills, with subscales) and CFQ (cognitive
defusion)




INITIAL RESULTS:
PRE-POST CHANGES X ENGAGEMENT

SMBQ

FFMQ

FFMQ Observe
FFMQ Describe
FFMQ Awareness
FFMQ Non-react
FFMQ Non-judge
CFQ

07 (.75)
25 (.23)
28 (.17)
12 (57)
02 (91)
20 (.33)
11 (.60)
23 (.26)

24 (.25)
25 (.23)
33 (.10)
15 (46)
12 (.55)
.36 (.07)
11 (.59)
19 (.36)

19 (.37)
.39 (.05)*
23 (.26)
19 (.35)
28 (.16)
23 (.25)
47 (.02)*
43 (.03)*

18 (:40)

44 (.03)*
.39 (.05)*
12 (.58)

-29 (.16)

51 (.008)%*
04 (.84)

22 (.27)



CONCLUSIONS AND CLINICAL
IMPLICATIONS



CONCLUSIONS

A web-based ACT intervention can be used to improve psychological wellbeing
of parents of children with chronic condition suffering from burnout
symptoms.

Our results provides evidence for the processes of change stated by an ACT-
model

Promoting cognitive defusion and mindfulness skills, especially acting with
awareness, seems to be beneficial in order to affect parents’ psychological
symptoms

Usage activity does not seem to be associated with changes in burnout
symptoms, mindfulness skills or cognitive defusion skills

Participants were instructed to apply the exercises in the programme into their
everyday life; we did not assess how actively they did so




FUTURE DIRECTIONS

Engagement measures should be developed further, e.g.
Extent of reflection by writing
Ecological momentary assessment and weekly self-assessment

Increasing value-related activities

Need of a personal coach should be investigated, i.e., Is a personal coach needed
in a web-intervention or would it be used independently?

Quality and amount of feedback and support
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