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Abstract

Objective: Assess pediatric patients with life-limiting 
conditions and their parents’ ratings of comfort and satis-
faction with using telehealth modalities for a pilot psycho-
educational skills intervention. 

Methods: Pediatric palliative care patients and their fam-
ilies were enrolled in a six-month long psychoeducational 
skills building pilot study. Pediatric patients met individually 
and as a group with their parents via a zoom telehealth plat-
form with two trained mental health practitioners to learn 
coping and relaxation strategies as well as improve commu-
nication about distressing symptoms. Parents and children 
completed a satisfaction survey and participated in a semi-
structured exit interview. The interviews were transcribed 
and analyzed using a grounded theory approach. Results: 
Overall, parents and children were satisfied with the tele-
health aspect of the intervention, however, children were 
significantly more comfortable with the concept in general. 
Qualitative analysis of the interviews yielded similar results 
with parents and children both reporting satisfaction with 
telehealth services, but parents also advocating for periodic 
in-person sessions. Upon review of the free-response sec-
tion of the satisfaction survey, it became apparent that chil-
dren had a greater preference for individual meetings than 
parents. 

Conclusions: Results provide evidence that telehealth 
services increase access to care for families of children with 
life-limiting illnesses. The positive response to the telehealth 
modality of this pilot study suggests that a larger follow-up 
study be conducted to determine best practice models in 
delivering mental health services to this vulnerable popula-
tion.
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Introduction

Palliative care for children and young people with life-limit-
ing conditions is an active and total approach to care, embrac-
ing physical, emotional, social and spiritual elements. It focuses 
on enhancement of quality of life for the child and support for 
the family and includes the management of distressing symp-
toms, provision of respite and care through death and bereave-
ment [1].

As pediatric palliative care services increase in availabil-
ity both in-person and virtually using telehealth, there yet has 
been the same availability of mental services tailored to meet 
the needs of this vulnerable population. Mental health care 
plays a key role in reducing symptoms and suffering of critical-
ly-ill patients [2,3] as well as promoting adherence to medical 
regimens [4]. In turn, preventative mental health interventions 
provided via telehealth in the comfort of a pediatric patient’s 
home, such as anxiety management and symptom communica-
tion training, can lead to a reduction of ER visits and other costly 
medically based services.

Patients and their families have reported that virtual, pe-
diatric palliative care has been comparable, if not better than 
in-person care [5,6]. Patients and their families receiving tele-
health also have been found to benefit from decreased travel 
times, decreased costs, improved communication, and some 
have experienced improved outcomes compared to in-person 
visits due to telehealth [7,8,6,9]. Thus, virtual appointments 
may be an especially attractive alternative for more vulnerable, 
physically compromised pediatric patients lacking adequate 
transportation or seeking treatment at distant facilities.

Despite having many advantages, telehealth in pediatric pal-
liative care may also have drawbacks. For example, although 
telehealth may significantly improve accessibility, it also pre-
vents healthcare providers from capturing whole body lan-
guage and performing physical exams [10]. It is also unclear 
how comfortable vulnerable pediatric patients with life limiting 
conditions are about communicating their feelings and other 
sensitive information over a computer screen. The purpose of 
the current study is to evaluate the satisfaction and comfort of 
pediatric patients with life-limiting conditions and their parents’ 
comfort and satisfaction with utilizing telehealth for mental 
health type services in their homes.

Material and Methods

The research highlighted in this paper belongs to a larger 
pilot psychoeducational skills training program, called Project 
CARE. Project CARE (standing for Comfort and Reflective Ex-
pression) provides interventions aimed at improving coping 
and symptom communication between parents and their chil-
dren with life-limiting illnesses. Through Project CARE, children 
with life-limiting illnesses and their primary caregiver received 
6 months of weekly psychoeducational skills interventions 
consisting of communication training as well as dyadic coping 
skills and relaxation training, all aimed at improving biobehav-
ioral outcomes for these families. Since families with critically 
ill children rarely have opportunities to seek specialized mental 
health services outside of the home, a key objective of Proj-
ect CARE was to offer these interventions in the home both via 
in-person and telehealth services. The current study assesses 
the feasibility of administering the intervention via telehealth 
services. Parents and their children participated in the study 
following written parental consent and child assent. All partici-

pants were recruited through UCLA Health and the study proto-
col was granted Institutional Review Board approval. It should 
be noted that the program was initially a mix of in-person and 
telehealth visits, however due to COVID-19 it was adapted to be 
fully telehealth. Of the twelve parent-child dyads who enrolled 
in the study, nine completed participation and contributed to 
the qualitative and quantitative data analyzed in this report. 
Two dyads withdrew from the study, and one was removed due 
to the child’s severe anxiety interfering with their ability to par-
ticipate. The demographic make-up of the study participants is 
displayed in Table 1.

Two psychologists, one working with parents (age range: 34-
55) and another working with the children (age range: 9-21), 
implemented the intervention, administered questionnaires, 
and performed semi-structured interviews over the telecom-
munication platform, Zoom. The program included sessions 
where the psychologists and parent-child dyad all met together. 
A comprehensive battery of psychosocial questionnaires (medi-
cal demographics, pediatric symptoms, pediatric quality of life, 
parent psychological distress, coping resources, satisfaction 
with communication, family environment, spirituality/religios-
ity, and child PTSD inventories) were administered separately 
to parents and children at different time points, which included 
a telehealth evaluation survey and a semi-structured exit inter-
view aimed at assessing their satisfaction with the program. The 
interviews provided participants with the opportunity to ex-
pand upon their responses to the telehealth evaluation survey 
(see Figure 1). Interviewers prompted participants with guided 
questions to ensure all pertinent concepts were addressed. The 
guided questions for parents were:

1.  What were your feelings about the time commitment re-
quired by the program? 

2.  In general, what changes, if any, did the program have on 
your satisfaction with the communication you have with 
your child about his/her symptoms? What about the im-
pact you feel it may have had on your child’s quality of 
life? Your family’s quality of life? 

3.  Throughout the program, what have your experiences 
been when discussing physical versus emotional symp-
toms with your child? 

4.  What symptom or symptoms bothers your child the most? 
What effect, if any, did the intervention have on your sat-
isfaction with your communication with your child about 
this symptom? 

5.  What other parts of the program stood out to you? Were 
you able to use some of those skills in your everyday life? 
How? 

6.  How did you feel about the telehealth portion of the 
study? 

7.  What recommendations would you offer to improve the 
program?) Interview questions for parents and children 
were similarly worded.

Qualitative Data Analysis

Participant interviews were audio and video recorded and 
transcribed verbatim into a standard format. All interviews 
went through two rounds of reliability checking with the excep-
tion of one parent-interview conducted in Spanish. The mean 
length of parent interviews was 158.89 lines (range: 56-307). 
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The mean length of child interviews was 95.33 lines (range: 46-
139). A grounded theory approach was used to analyze the data 
in NVivo, a qualitative coding software program, to allow for the 
identification of themes organically occurring in the data [11]. 
Research assistants and the research coordinator independent-
ly reviewed the first three pairs of interviews and came together 
to identify a base list of concepts observed in the initial review 
of the data. Those concepts were organized into a preliminarily 
codebook with the semi-structured interview prompts provid-
ing the higher order thematic scaffold. Definitions and select 
agreed upon examples were added to the codebook to facili-
tate coding, promote reliability, and minimize rater bias. When 
appropriate, data could be double-coded and marked as such. 
Regular meetings were held to resolve discrepancies in coding 
and to make adjustments to the codebook as needed. Lastly, a 
research assistant and the research coordinator independently 
coded three individual interviews (two parent and one child), 
and upon reaching .80 or higher interrater reliability, the final-
ized codebook was used to analyze each transcript indepen-
dently by the research assistant and the research coordinator. 
Percent agreement and kappa values were calculated for each 
code and the principal investigator acted as a tiebreaker for any 
remaining discrepancies. Refer to Table 5 for a breakdown of in-
terrater agreement and qualitative code frequencies regarding 
satisfaction with the telehealth aspect of Project CARE.

Results

Participant Characteristics

Pediatric patients ranged in age from 9 years to 21 years 
(mean age 14.67). Medical diagnoses were categorized pri-
marily as muscular dystrophy (89%) and having multiple or-
gan transplants (11%). 78 percent of the patients were male. 
More than 55% of the parents self-reported race/ethnicity as 
Latine (55.5%, n=5), 22% were Caucasian, and 22% were Pacific 
Islander. All understood written and spoken English; however, 
one parent used Spanish as the primary language to converse 
with the interviewer. The most common level of education was 
partial college or specialized training. Families resided from a 
distance of 7.6 miles to 89.9 miles (M=28.82 miles) from the 
UCLA Medical Center Campus (Table 1).

Descriptive Analysis of Quantitative Telehealth Evaluation

On a quantitative measure of telehealth satisfaction (Table 
2), pediatric patients rated the highest mean satisfaction with 
the technical feasibility of the telehealth aspect of the program 
(M = 4.56, SD =.527) and the least satisfied with their comfort of 
telehealth use (M = 4.11, SD = .782). All pediatric patients rated 
telehealth satisfaction items relatively high (overall mean score 
= 4.306, on a likert scale of 1 lowest to 5 highest, SD = .464). 
Parents also rated overall telehealth satisfaction relatively high 
(M = 4.267, SD =.679). Parents rated that they would most likely 
use telehealth again (M = 4.56, SD = .527) although comfort 
with telehealth was rated lowest out of the group of satisfaction 
variables (M = 3.78, SD = 1.093). There was significant disagree-
ment (κ = -0.397, p < .05) regarding comfort with telehealth be-
tween pediatric patients and their parents (Table 4).

On a free response subsection of the quantitative evaluation 
(Figure 1), pediatric patients and parent participants recorded 
additional feedback as part of the telehealth evaluation (Table 
2). Comments generally supported the adjunctive use of tele-
health and found it to be an effective method for psychoeduca-
tional skills training.

Qualitative Data Regarding Telehealth Usage

A qualitative exit interview was conducted with both the pe-
diatric patient and parent separately regarding program satis-
faction and thoughts for future program improvement. Table 5 
summarizes the telehealth aspects covered. Overall, there were 
more endorsements of being satisfied with the use of telehealth 
(27 endorsements) than those endorsements indicating that in-
person was preferred (7 endorsements) or that there were is-
sues with feasibility (3 endorsements).

Table 1: Project CARE Participant Demographics.

Characteristic Child Parent

 No. (%), n = 9 No. (%), n = 9

Distance (mi), mean (range) 28.82 (7.66-89.90)

Annual Household Income*  

$10,000-$19,999 2 (22.22)

$20,000-$39,999 0

$40,000-$59,999 3 (33.33)

$60,000-$79,999 1 (11.11)

$80,000-$99,999 1 (11.11)

$100,000-$149,999 1 (11.11)

Age, mean (range) 14.67 (9 - 21) 42.14 (34 - 55)**

Child's Gender   

Male 7 (77.78) --

Female 2 (22.22) --

Child's Diagnosis   

Muscular Dystrophy 8 (89.89) --

Multiple Organ Transplant 1 (11.11) --

Receiving Schooling & Aid   

Schooling 7 (77.78) --

Special Ed 5 (55.56) --

Special Services in the Home 6 (66.67) --

Fluent in English 9 (100) 8 (89.89)

Ethnicity   

Latine 5 (55.56) 5 (55.56)

Caucasian 2 (22.22) 2 (22.22)

Asian/Pacific Islander 2 (22.22) 2 (22.22)

Participating Parent   

Mother -- 8 (89.89)

Father -- 1 (11.11)

Highest Level of Education of 
Participating Parent

--  

Less than 7th grade -- 2 (22.22)

Partial high school -- 0

High school graduate -- 0

Partial college or specialized training -- 4 (44.44)

Bachelor's degree -- 2 (22.22)

Graduate/professional training -- 1 (11.11)

Note: Displayed demographics feature only dyads that completed par-
ticipation in Project CARE. Direct distance, in miles, calculated from 
provided latitude and longitude to UCLA Ronald Regan Medical Cen-
ter's latitude and longitude in Excel. * Missing data from a dyad. ** 
Missing data from two parents.
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Table 3: Project CARE Telehealth Evaluation Descriptive Statis-
tics.

Variable Child Report Parent Report

 M SD M SD

Comfort with Telehealth 4.11 0.782 3.78 1.093

Satisfaction Compared to In-Person -- -- 4.22 1.093

Effectiveness of Telehealth Communication 4.33 0.707 4.22 1.093

Technical Feasibility 4.56 0.527 4.56 0.527

Would use Telehealth again 4.22 0.833 4.56 0.527

Total Telehealth Rating 17.22 1.856 21.33 3.391

Average Telehealth Rating 4.306 0.464 4.267 0.679

Note: Variables were measured using a likert scale (1 = not, 2 = a little, 
3 = somewhat, 4 = quite, 5 = very). The variable, "Satisfaction com-
pared to in-person" was omitted for child report due to it being beyond 
their comprehension.

Table 4: Parent-Child Agreement on Project CARE Telehealth 
Evaluation.

Variable R Value Kappa Value

Comfort with Telehealth 0.033 -0.397*

Effectiveness of Telehealth Communication -0.108 -0.038

Technical Feasibility 0.55 0.55

Would use Telehealth again -0.032 -0.102

Average Telehealth Rating 0.245 -0.025

Note: * Indicates significance at p < .05.

Table 5: Qualitative Interview Frequencies of Telehealth Endorsements 

Qualitative Code Description
Total

N = 18
Child Endorsements**

n = 9

Parent 
Endorsements*

 n = 9

Qualitative Coder Rating 
Agreement

(%) Kappa Value

Dissatisfaction with Telehealth In-person is better. 7 1 6 100.00 1.00

General Telehealth Comments Comments acknowledging Telehealth, 
but not impact on experience. 6 4 2 99.20 0.90

Satisfaction with Telehealth Advantages about using telehealth. 27 15 12 100.00 1.00

Technical Difficulties Feasibility issues with telehealth. 3 0 3 100.00 1.00

Note: Overall unweighted kappa value for coders is .98 (calculated by paragraph because of formatting used in transcription process). * 
Frequencies indicate the number of times a topic was endorsed across parent qualitative interviews. ** Frequencies indicate the number of 
times a topic was endorsed across child qualitative interviews.

Figure 1: Project CARE Telehealth Evaluation Form.

Note: Children received a similarly worded and formatted version of 
the same evaluation form.

Discussion

A pilot sample of children with life limiting illnesses and their 
parents who participated in the Project CARE program were, 
overall, satisfied with the telehealth aspect of the program and 
found telehealth to be an effective modality in receiving psy-
choeducational intervention services. When pediatric partici-
pants were asked to comment on their experiences using tele-
health for the program, some examples of comments were: “It 
gave us the opportunity to talk,” “None (re: to improve on), just 
more meetings with zoom. I want to stay involved,” and want-
ing “Additional time with the program.” Similarly, parents did 
note regarding telehealth use: “…I didn’t have any problems. 
Everything worked well,” “…I like the breakout rooms.” Overall, 
there was a higher number of endorsements for telehealth and 
a lower number of endorsements for in-person being preferred.

Although there were more positive reports on the quantita-
tive ratings, participants provided more detailed feedback in ar-
eas of the evaluation that asked for additional comments/free 
responses. When mentioning in-person services in comparison 
to telehealth, they mostly favored incorporating in-person time 
with telehealth as a hybrid approach (e.g., “After COVID is over, 
to have in-person visits mixed with zoom”). The pilot of our in-
tervention study during the main quarantine period of the CO-
VID pandemic from 2020-2021, provided us with an interesting 
historical snapshot of the needs of children with life-limiting 
conditions. Namely, the scarcity of medical resources (including 
home care staff availability), social distancing and quarantine 
limitations before the availability of a vaccine, which in turn, 
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lent to additional feelings of distress and isolation in an already 
vulnerable medical population, created a unique opportunity 
to pilot a telehealth mental health intervention. Other stud-
ies evaluating telehealth satisfaction and efficacy during COVID 
demonstrate similar results, which support the benefits of using 
this modality [12,13,14]. It would be important to continue the 
study of telehealth for mental health services in pediatric pallia-
tive care during less dire historical circumstances and evaluate if 
consumer usage is as valued in its impact on patient care.

When comparing child to parent endorsements of comfort 
in utilizing telehealth, parents voiced less comfort with this 
newer modality of service delivery. It could be that the scant 
resources of in-person contact during the COVID pandemic 
prompted parents to wish for further service provider contact 
during the quarantine period. Current literature reveals posi-
tive feasibility and satisfaction ratings among pediatric patients, 
caregivers, and clinicians who utilize telehealth for psychology 
and psychiatry services [15,16,17,9]. Furthermore, ongoing re-
search does not reveal a significant difference between pediat-
ric patient and caregiver satisfaction ratings, and both groups 
typically report they would use telehealth again [15,18,19]. As a 
result, further studies in this field may provide valuable insight 
to help support and expand telehealth through improving pa-
tient and caregiver satisfaction while maintaining the feasibility 
of this type of service delivery. Children and parents endorsed 
a balance with regards to preference of individual versus group 
meetings during their course of participating in the intervention 
program. The literature also supports the preference of either 
individual or group therapy sessions via telehealth [20,21]. De-
pending on topic, age group and patient population. This could 
translate to further investigation of group versus individual tele-
health therapy efficacy and satisfaction in a pediatric palliative 
care population depending on disease severity, family involve-
ment and other factors affecting youth confronting serious ill-
nesses and their parents. 

Another important dynamic we noted involved the cultural 
implications of the pilot intervention on our Spanish-speaking 
population. One family in particular noted that it was easier 
to include their Spanish-speaking father in a family group ses-
sion using telehealth from their home because being in his own 
home minimized the stigma for him of mental health interven-
tion and created a “safe” space for this father to speak more 
freely about his emotions. With more ethnic-minority groups 
having limited access to highly specialized mental health ser-
vices, studies have examined how telehealth has improved ac-
cessibility to services [22,19], however, it would also be critical 
to evaluate how telehealth can be used to capture the content 
and methods necessary to be sensitive to the needs of ethnic 
minority pediatric palliative care patients and their families. Fu-
ture study of this novel and timely area of mental health care 
using telehealth for pediatric palliative care families could in-
clude review of this service with a larger and more diverse (e.g., 
diagnostic group diversity and cultural diversity) sample size 
of participants and investigating which elements of the inter-
vention may be best conducted in person and what parts were 
best capitalized by the use of telehealth, in both individual and 
group therapy formats.
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