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THESIS ABSTRACT 

 This research is a sub-study of the original ‘Intense Physiotherapies to Improve Function 

in Young Children with Cerebral Palsy’ study conducted by my advisors Dr. Burris Duncan and 

Dr. Heidi Pottinger. The sub-study was created to obtain qualitative data from the parents of 

children who participated in their study at Tucson Medical Center (TMC). The processes for this 

work included obtaining human subjects-related training to be able to interview the families, 

recruitment of subjects by Dr. Pottinger, preparation for interviewing parents, conducting live 

interviews, and analyzing qualitative data with key findings/themes identified. These findings 

will help to identify areas for improvement for future clinical trials/research with TMC families.  
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SUB-STUDY SYNOPSIS 

Families with a child who have cerebral palsy (CP) were invited to participate in an 

‘Intense Physiotherapies to Improve Function in Young Children with Cerebral Palsy’ study, 

created and led by Burris R Duncan, MD (Principal Investigator), and Heidi Pottinger DrPH, 

MPH, MA (Director). This study was created to evaluate intensive physical therapy (PT) and 

occupational therapy (OT) for the child compared to the standard of care. The children in this 

study were randomly separated into two groups, one receiving PT and OT five days a week for 

12 weeks followed by 36 weeks of therapies once per week, and the other group starting 

therapies once per week for 36 weeks followed by PT and OT five days a week for 12 weeks.  

To gain an understanding of the challenges and successes perceived by families 

participating in the clinical trial at Tucson Medical Center (TMC), qualitative interviews were 

conducted with parents who wanted to participate in this sub-study. A literature review was 

completed to properly prepare for conducting qualitative research, as well as human subjects-

related training. The purpose of this sub-study was to provide an opportunity for the families to 

share their thoughts on changes they saw in their child as a result of the study therapies, as well 

as the challenges/barriers they faced during their time participating in the clinical trial at TMC. 
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Sub-Study Chart 

Study Title Qualitative Interviews with parents about the “Intense Physiotherapies 

to Improve Function in Children with Cerebral Palsy” Clinical Trial at 

Tucson Medical Center 

Study Design Qualitative cohort study 

Study Participants Parents of children who enrolled in the “Intense Physiotherapies to 

Improve Function in Children with Cerebral Palsy” clinical trial at 

Tucson Medical Center 

Planned Sample Size 17 Families  

Planned Study Period 4 Months 

 Objectives Outcome Measures 

Primary 

 

• To sample parents about 

how the clinical trial 

contributed to a perceived 

change in the child.  

• To sample parents about the 

perceived barriers or 

challenges families faced 

while participating in the 

study. 

• Transcribed interviews. 

• Evaluation and 

identification of 

common findings/themes 

reported during the 

interviews. 

• Reported positive 

changes resulting from 

participation in study. 
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BACKGROUND AND RATIONALE 

Cerebral palsy (CP) is a neurological disorder that affects the movement and coordination 

of an individual. CP is characterized by motor impairment that results from brain injury that 

occurs before the cerebral development is complete (Krigger, 2006).  It has been reported that 

around 10,000 babies are born each year with CP, around 1,200 to 1,500 school-aged children 

are diagnosed with CP each year, and CP is the most commonly diagnosed childhood motor 

disability in the U.S. (Centers for Disease Control and Prevention, 2019). To receive a diagnosis, 

there must be an observation of slow motor development, abnormal muscle tone, and unusual 

posture, with an assessment of persistent infantile reflexes, and surveillance of development in 

infants (Krigger, 2006).   

CP impacts the quality of life for a child, causing them to miss milestones in their life, as 

the first years of development are crucial for lifelong learning and development of the child. 

Intervening early in a child’s life has shown a great variety of benefits when a child receives 

needed speech/language therapy, physical therapy, and occupational therapy (Scharf1, Scharf2, 

Stroustrup, 2016). Right now, there are no “cures” for this disorder, however there are therapies 

that can be provided to offer significant improvement in those with CP. Regarding these 

therapies, “The goals of treatment are to improve functionality and capabilities toward 

independence” (Krigger, 2006). Thanks to these interventions, children may have an improved 

quality of life, though there is still a question about the frequency and type of therapies needed in 

order for gains to be made and maintained.   

The purpose of the “Intense Physiotherapies to Improve Function in Young Children with 

Cerebral Palsy” clinical trial is to evaluate the effect of providing physical and occupational 

therapies five times a week for 12 weeks and compare this intensive protocol with the standard 



 10 

of care of therapies administered once or twice per week in children between the ages of 12 

months and 36 months who have been diagnosed with mild-to-moderate spastic CP. The children 

enrolled in the clinical trial are separated into two experimental groups. Early Intense Group 1: 

Having the children begin with the intense physiotherapies five days a week, including PT and 

OT for 30 minutes each per day, for 12 weeks and ending with the same therapies either once or 

twice a week for 36 weeks (based on the current standard of care at each site). Delayed Intense 

Group 2: Having the children begin with the standard of care therapies at their site for 36 weeks 

and ending with the intense physiotherapies for 12 weeks. The aims for this study included 

comparing the effectiveness of the intense physiotherapy regimen with standard of care regimen 

in the management of children with spastic cerebral palsy, determining if the functional gains by 

children with spastic cerebral palsy achieved with intense physiotherapy program continued to 

improve, deteriorate, or were static, and assessing if children receiving the intense series of 

therapies during the first 12-weeks will have made greater functional gains than those receiving 

them during the last 12-weeks of the 48-week protocol (Duncan et al, 2014). 

   The purpose of this sub-study was to conduct live interviews with parents who 

participated in the trial described above at Tucson Medical Center (in Tucson, AZ) in order to 

obtain qualitative information from the families on their thoughts and feelings about their 

experience with the Intense Physiotherapies clinical trial. Interviews also aimed to sample their 

perspectives on the perceived changes they saw, what barriers/challenges the families faced, and 

any perceived successes during the study and after.   The goal for this thesis was to provide an 

opportunity family to share their strengths-based perspectives through sharing their unique 

experience and stories. Overall, this work aims to contribute knowledge for improving future 
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studies similar to this one for families in Tucson, AZ, and to better understand families who have 

a child with CP.  

 

AIMS AND OBJECTIVES 

Aims/Research Questions Objectives 

• What changes did you observe in 

your child as a result of your 

family’s participation in the study?	

• What overall and specific 

barriers/challenges did you 

face/overcome during your time 

participating in the study?	

 

 

• Interview the parents on their experience 

with their participation in the study. 

Discuss how the study impacted their 

child, and what they needed to overcome 

to stay committed to the study. To 

evaluate the impact of the family’s 

participation in the study 

 

 

STUDY DESIGN 

The family members interviewed were those who participated in the multi-site clinical 

trial at the site in Tucson, AZ (TMC), where Dr. Pottinger was the main study point of contact 

with the families. To be able to pursue this sub-study, a personnel modification was required to 

add the student researcher (AC) to the IRB of record for the study at TMC, as well as a 

modification to the protocol incorporating the new scope of work and new methods. In addition 

to being added to the IRB, prior to designing the study, the student researcher (AC) completed a 
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literature review about how to properly conduct and report qualitative interviews and research. 

She was also required to obtain training in the following topics: Conflict of Interest Disclosure, 

CITI Good Clinical Practice, and REDCap to be able to conduct the interviews and properly 

upload the interview transcripts and data to the research electronic data capture software 

program.  

An electronic letter was created by the Co-Principal Investigators (HP and DD) and 

approved by the IRB of record prior to being emailed by the study director (HP) to the family 

members who were part of the study, and for whom contact information was still 

current/available (N=17). Once the family members received an e-mail, they were to respond 

regarding their interest, and the student researcher (AC) then was allowed to contact and 

communicate with those parents to schedule an interview. The interviews were scheduled for one 

hour and, due to the COVID-19 pandemic, were to be conducted live, online via Zoom. In 

addition, the student researcher (AC) was responsible for emailing the eConsent form to 

interested participants, and answering any questions or concerns, prior to each interview. When 

the eConsent form was signed by the participant, the student researcher (AC) forwarded the 

information to the study director (HP) so that she could schedule and communicate to the 

interview participants an official Zoom meeting time with a link and password.  

The study director (HP) emailed 17 families from Tucson Medical Center, who participated in 

the original clinical trial. Due to COVID-19 precautions and personal matters, there were not too 

many responses indicating interest/availability for the interview, and so the original deadline was 

extended twice where the electronic letter was resent with a new date to respond. In total, six 

responded (35% response rate) and one of those six was later lost to follow-up. Therefore, a total 

of five out of 17 parents (29% response rate) participated in the interview. 
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Interviews focused on two “grand-tour” questions, 1) What changes did the family’s 

observe in their child as a result of their participation in the study?, and 2) What overall and 

specific barriers/challenges did the family face/overcome during their time participating in the 

study? While these were the main questions to be asked and answered, there were additional 

open-ended questions prompted by their responses which enabled them to share additional 

experiences and perspectives in their interview. All questions were framed to be strengths-based 

in order to empower the parent to share as little or as much of their unique experiences and 

perspectives as they felt comfortable sharing.  

Once the data was available, the student researcher uploaded it to REDCap where all 

documents and data were stored for security purposes/to maintain the participant's privacy. The 

student researcher (AC) was then able to refer back to the conversations with the parents to 

accurately identify the themes. Important quotes could also be highlighted to report the 

conversations more accurately.  

Each interview began with a brief introduction by the student researcher (AC), where the 

purpose of the sub-study was outlined. The participants were first asked to share their story on 

how they decided to participate in the study, which then continued to have a flow of conversation 

which led to the two main questions/aims for the interview. This allowed the participants to share 

what their journey through the duration of the study was like. The transcribed data was then 

examined to identify any common findings/themes.  
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PARTICIPANT IDENTIFICATION 

Study Participants 

 The participants of this study needed to be those who originally participated in the 

“Intense Physiotherapies to Improve Function in Young Children with Cerebral Palsy” study at 

Tucson Medical Center (TMC). There were 17 parents total who participated in the clinical trial 

at TMC. Contacting family members from TMC allowed for consistency in solely obtaining 

qualitative data relevant to the same region, study site, recruitment process, intervention, and so 

forth. Five mothers and one grandmother responded to the initial requests to participate and four 

mothers and one grandmother completed a study interview.  

 

Inclusion Criteria 

• Participants were involved with the “Intense Physiotherapies to Improve Function in 

Young Children with Cerebral Palsy” study at Tucson Medical Center. 

• Participants are willing and able to give signed consent for participation in the Zoom 

interview sub-study. 

 

Exclusion Criteria 

The participant may not enter the study if ANY of the following apply: 

• Did not participate in the initial “Intense Physiotherapies to Improve Function in 

Young Children with Cerebral Palsy” study at Tucson Medical Center 

• Participants are not willing and able to give signed consent for participation in the 

Zoom interview sub-study. 
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STUDY ACTIVITIES 

Recruitment 

Eligible parents/guardians were recruited using an IRB-approved letter sent by Dr. 

Pottinger via e-mail. For confidentiality, participants were contacted by Dr. Pottinger, the study 

director for the main study and one of the Co- Principle Investigators for this sub-study and 

asked to contact the student researcher (AC) if they were interested (See Appendix). 

 

Definition of End of Study 

The end of study was the date of the last interview on Thursday, July 16th, 2020. 
 
 

DATA MANAGEMENT 

Data Recording and Record Keeping 

The interviews were conducted via Zoom. Once the interview was scheduled, the study 

director (HP) scheduled an official Zoom meeting for the duration of one hour. Interviews were 

recorded and all dialogue was transcribed for data analysis by Zoom. After the password-

protected interviews were completed, the videos and transcripts were saved briefly on the cloud, 

and the study director downloaded the files to a password-protected file which was shared with 

the student researcher (AC). The student researcher (AC) then uploaded the transcripts and 

videos to REDCap: The University of Arizona Health Sciences Center for Biomedical 

Informatics & Biostatistics program, where all the forms, and data are securely stored.  

 

Participant Confidentiality 

Participants’ anonymity was maintained throughout the sub-study. All documents and 

Zoom recordings have been stored securely on REDCap and only accessible by IRB authorized 
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personnel for this sub-study. The study complies with the Data Protection Act, which requires 

data to be anonymized as soon as it is practical to do so. 

 

ANALYSIS 

Description of Analytical Methods 

During the process of conducting the interviews with the participant parents, the 

information will be recorded and transcribed, in addition to the student researcher (AC) manually 

taking notes. Conversations are documented by recalling the information after the interview was 

completed (Allen, 2017). This method of interviewing, recording and transcribing is one 

available to social scientists to process the information through interactions with participants in 

the interviews and elicit the participants’ experiences and perceptions (Allen, 2017). When it was 

time to analyze the notes, the method followed was analyzing exactly what was said by the 

participant. The analysis of the data collected from the interview follows a thematic analysis 

which incorporates identifying patterns from the conversations and recurring findings/themes. 

This thematic analysis “gives voice” to the participants, acknowledging their decisions and 

recognizing their feelings (Braun & Clarke, 2006). Steps taken to analyze the qualitative data 

from the interviews are listed below. 

1. Familiarization with the information transcripted down by reading and re-reading the data 

and noting down initial ideas.  

2. Search for themes from the conversations from the participants and gather all the data for 

each theme. 

3.  Review themes by ensuring they relate to addressing the study purpose/grand-tour 

questions asked during the interview. 
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4. Define and name the themes by understanding the stories from the families and providing 

clear statements for each. 

5. Produce a report, by relating the analysis back to the purpose of the interview and 

providing feedback on the barriers and successes of the intense physiotherapies clinical 

trial. 

(Braun & Clarke, 2006) 

 

The Number of Participants 

Five guardians (one grandmother and four mothers) completed the sub-study interview. 

 

Qualitative Data Collected 

Each parent took the time to share their personal story, navigating their way through their 

commitment to the study for their child. The student researcher (AC) created an outline to 

reference during the interviews to ensure that she introduced herself and the purpose of the sub-

study, as well as ensure that she asked the grand-tour questions. The outline provided her with 

standard guidance throughout in order to provide consistent interviews. Participants shared what 

their experiences were like during the duration of the study, and how it had impacted their 

child’s life after the study. Below are summaries from each of the five participant/guardian 

interviews, ordered from the first to final scheduled interview, which highlight answers to the 

sub-study questions and their overall experiences. 

 

Participant #1: The first participant was a mother. The mother introduced herself, and then 

began to share how her family found out her child had CP. She shared her child had a stroke 
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when he was born that affected the right side of his brain. When they enrolled in the study, her 

husband was attending graduate school and she was working part-time as a nurse. The mother 

shared how they were already pursuing standard of care therapy and therefore participating in the 

study wasn’t a big change or commitment. The parents made it their lifestyle, she said. She 

explained how the most progress they saw in their child was when they were going to therapy 

five days a week. The biggest challenge they faced was the change of schedule with their 

schooling and work. The mother admitted there were a lot of sacrifices she and her husband 

made, to be able to commit to the study.  The husband was in school full-time, and she needed to 

start working night shifts to be able to attend the therapies to fit with her husband’s and child’s 

schedules. She admitted this caused her and him to struggle with scheduling and experiencing a 

lack of sleep. She explained how there were times when she and her husband were feeling “burnt 

out.” However, she explained that participating in this study was not a hard decision. She 

appreciated that this study would provide therapy for her child for free, as she and her husband 

noticed their child was missing milestones in his life with just the standard of care therapy he 

was already pursuing. She greatly appreciated having her child be a part of the study as she saw 

great progression as by the end of the study and even today, he is moving around a lot more. The 

specific positive change she saw as a result from participating in the study is, he was able to 

walk. When asked about her opinion of the study overall, she believed having multiple days of 

therapy during the week (intense physiotherapies) is the way to go. She also stated how this 

study “opened floodgates of research for children.” 

 

Participant #2: The second participant was a mother who spoke about her son.  She shared that 

she had an emergency Cesarean section in which her uterus burst, and her child experienced 
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hypoxic-ischemic encephalopathy. She explained how her child needed to stay in the neonatal 

intensive care unit (NICU) as he was experiencing acid reflux. When I asked how she and her 

husband heard about the study, she shared how she learned about the study at the University of 

Arizona. However, at first, her child did not meet the criteria as he was too young to participate. 

Although this was so, she explained how after some time she continued to follow up with Dr. 

Pottinger and Dr. Duncan in which her child finally met the inclusion criteria to be able to 

participate in the main study. Her child was randomized to the group that started with therapy 

five days a week and she said this was not a huge change to their life, as her child was already 

doing therapy three days a week. She stated, “he had stamina.” She shares that she believes she 

saw the most progress in her child with going to therapy five days a week as this provided more 

engagement. She didn’t believe that she saw much progress with just going to therapy once a 

week. The biggest changes she noticed in her child was by the end of the whole study, he finally 

was able to army crawl on all fours, engage with his knees, and was able to make fists. When 

asked what the biggest barriers she and her family faced, she said there weren’t any huge 

difficulties she can remember. During the time they had a nanny who helped with taking the 

child to therapy, as she and her husband worked. However, she also shared how their bosses 

were understanding of their situation and worked with them on their work schedules. The biggest 

successes she noted from the study was the progress of her child meeting milestones from the 

intensive therapy and the “family” that was created during their participation with the study 

teams and therapists. She shared that Tucson Medical Center was a “guiding light”, which 

created a family for them and their child as he created friendships with the other children. She 

also shared that he had a new sense of confidence in himself. She had great appreciation for the 

study and when asked if she would do again, she more than agreed she would. 



 20 

 

Participant #3: The third participant was a grandmother, who spoke about her granddaughter, as 

she and her husband are her guardians. She spoke about how they were part of the group that 

started with the five days of therapy for 12 weeks. She admitted she saw progress with their child 

throughout the whole study. However, she shared that she saw a more rapid progression with the 

five days of therapy. When asked about what barriers she felt they faced, she admitted that there 

wasn't anything prominent she could think of. She mentioned how everyone at Tucson Medical 

Center was so knowledgeable and helpful throughout the whole process. The only thing she 

shared that could be seen as a challenge, was how she and her husband couldn’t “mimic” exactly 

what the care providers were doing during the therapy sessions when they went home. She 

shared how she appreciated the care and intensive therapy provided because she felt that 

contributed to their child’s progression in the ability to perform certain tasks. When asked if she 

could change anything about the study, she stated that she would think of maybe ending it with 

the intense physiotherapies rather than starting with it, to have her child gradually increase her 

daily activity with the therapies. She explained, how starting with therapy once a week would be 

a great way to get her child used to the therapies which then could lead to the intensive phase.  

She felt that there was a more rapid and long-lasting effect of having therapy for five days a 

week. She stated, “the constant stimulation of the brain” is what contributed to their 

granddaughter's success and gain from the overall study. For their granddaughter, she shared she 

noticed a significant change in her hand movements. Although not fully functional, by the end of 

the study her right hand was able to have almost full mobility, which she saw as a great success 

from the study. She also shared how now their granddaughter can crawl which was something 

she had been unable to do, and now her movement just keeps increasing. At the end of the 
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interview, I asked her what she would recommend or take away from this study for someone 

who is thinking about participating in intense physiotherapies for their child, and she stated. “I 

would highly encourage them, if there’s anybody who has even slightly considered it, to do it 

because it was worth it. I said, my one regret was that it didn’t continue.” She also shared how 

their granddaughter made a friend for life from participating in the study. Overall, the 

grandmother had a wonderful experience with the study and has shared how it has greatly 

impacted the life of their granddaughter. 

 

Participant #4: The fourth participant was a mother, who spoke about her son. She shared how 

they were part of the group who started their child with therapies five days a week. She reported 

that their child was already participating in therapy at Tucson Medical Center as their son was 

diagnosed early with CP. She shared how he was missing milestones in his development and felt 

that this was a great opportunity for their son to be involved in. She shared how the therapies felt 

more like play for their son than work. She admitted Dr. Pottinger was great at keeping 

communication throughout the study and felt truly supported by Tucson Medical Center and the 

other providers in the study. She explained the biggest barriers they faced were scheduling with 

their jobs but were able to make it work. She shared that this was their only child, and both 

wanted to devote all their time to him, and each of their work allowed them to change their 

schedules. She shared how there were one or two times when other family members needed to 

help them, but other than that they were able to attend all of the therapies. She explained her 

child didn’t have fine motor function before joining the study. However, when asked how is after 

participating in the study, she said “he can run, his speech is about the same, but his gross motor 

skills have shown improvement.” She also shared how he can walk, crawl, and walk up and 
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down stairs. She felt that what helped with their child's progress was how they were remaining 

active at home as well. They had homework from the study therapies and would follow through 

with it. She admitted that she and her husband saw a faster progression in his motor skills during 

the intensive part of the study compared to therapy once a week, she felt his progress slowed 

down with only having therapy once a week. When asked about what she would change, she 

admitted she would’ve liked to have therapy three times a week the whole time, as she noticed 

her son being tired and exhausted with having therapy five days a week. She felt that meeting 

once a week still provided great benefit but just didn’t see as fast of a progression as compared to 

the five days a week. She explained there were certain therapists her son would “click with” 

which she felt was normal for any care. In the end, she felt that the biggest challenge her family 

faced was the difficulty of accepting their child had a disability. However, she felt their 

experience was very good as her child made great friends and the medical environment was very 

supportive. She didn’t see this study as a burden but as therapies that provided significant change 

as he can talk more, run, and is doing “fabulous.” She also shared he had started reaching his 

milestones as a result which meant the most to them. 

 

Participant #5:  The final participant interviewed was a mother who shared how her son was 

diagnosed with CP when he was one year old. She specifically remembered her, and her husband 

being told their son would never be able to walk. She shared she heard about the study from one 

of the therapists from Tucson Medical Center who referred her to speak to Dr. Duncan, and 

therefore reached out to him. Their child was randomized to group two, which meant starting 

therapies once a week for 36 weeks and ending finishing with therapy five times a week for 12 

weeks. She shared how he had initially needed to use a walker but now at three years old he no 
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longer needs to use one. She explained how she appreciated starting with the standard therapy 

because it allowed her son to gradually become accustomed to the therapies. She shared that with 

the intensive therapies she saw her son “making more strides” and saw the “most dramatic 

changes.” She noticed his gradual progress from participating in the study. She shared how the 

intense physiotherapies caused her son to be more tired and struggling to continue with the 

therapy. She admitted this was a struggle in terms of commitment but did notice the intense 

physiotherapies is where she noticed the most progression in his motor skills. She said this study 

contributed to him “surpassing” what the doctors had told him about he would be capable of 

when he grows up. She noted she noticed a lot of more strength and mobility with participating 

in the intense physiotherapies. She shared with the intense physiotherapies phase, she noticed by 

day 2 or 3 her son would get tired. She said because of the therapy he was able to stand and stay 

flat. He was able to sit up more unassisted which was a great accomplishment. She shares even 

today he struggles a little, but it has improved drastically because of the study and the therapies 

that were provided for him. She admitted the biggest challenge she and her family faced was the 

commitment of participating and attending all therapies throughout the study. She admitted 

during the intense phase of the study she had lost her job in which it was hard to find others to 

help them with attending the sessions, but the providers were very supportive. In the end, she felt 

the study was very successful as Dr. Duncan was very knowledgeable and everyone was very 

supportive. “This study felt more than just a study” she said. The only thing she’d want to 

change is to have more communication with Dr. Duncan throughout the study. However, other 

than this she loved the study and highly recommends it to other families. She appreciated the 

commitment from the providers and the support from everyone as a part of the study. What she 

took away from this study, is she appreciated how Dr. Duncan praised her and her husband for 
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their commitment to their child and participation in the study to help their child’s quality of life. 

The last thing she said to me, was how without the study she wouldn’t believe her son would be 

where he is now. She shared what made this study different from other therapies, was the people 

involved, and the proactive atmosphere provided throughout the duration of study. She 

appreciated the genuine care from everyone involved, which she thinks has contributed to the 

productive change in her child and changed his life. 
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Findings and Themes 

Aim/Research Questions Common Findings/Themes 

• What changes did you observe in 

your child as a result of your 

family’s participation in the 

study?	

	

	

	

	

	

	

	

	

	

	

	

	

• After interviewing each parent and 

analyzing their interview transcripts, the 

most common theme reported regarding 

observed changes was how fast their 

progression was during the intense 

physiotherapies phase of the study 

compared to the standard of care phase. 

Overall, when each child was diagnosed 

with CP the parent’s/guardians were told 

that their child wouldn’t be able to function 

normally. The biggest change they 

observed, was their children were reaching 

“milestones” and surpassing what was 

expected of them with their child being 

diagnosed with CP. Each child obtained 

more motor function (for example some 

being able to crawl, walk, move their hands, 

move their legs, and being able to stand). 

The children were also more active and 

engaged in their therapies because of the 

support and care provided by the team.  
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• What overall and specific 

barriers/challenges did you 

face/overcome during your time 

participating in the study?	

 

 

 

 

• The common challenges/barriers the 

family’s faced was being able to attend all 

of the therapies. The participants all noted 

how they needed to change their work and 

school schedules to be able to attend all of 

the therapies. Each family had to make 

sacrifices regarding their sleep, jobs, and 

time to be able to participate in this study. 

Some other findings were the families 

having trouble mimicking the practices 

learned in therapy to do at home with their 

child. Lastly, another main finding was how 

some families didn’t feel they faced any 

challenging obstacles while participating in 

the study. All of the families managed to 

commit to the study and felt that any 

“obstacles” they faced were not too 

challenging. The families were resilient in 

their commitment to the study for their 

child. 
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CONCLUSION 

 The inspiration for this thesis was to provide the opportunity for, and have the 

opportunity to hear, the stories and experiences of parents who have a child with a special health 

care need. In pursuit of understanding the family’s perceptions of the study, understanding the 

impact of having a child with CP on the whole family was also a motivation for this research.  

This qualitative sub-study was able to contribute relevant data about a clinical trial which 

provided an intervention for children who have CP and that included their parents. Parents 

shared first-hand experiences and information to better understand how their family’s 

participation in the study impacted their and their child’s lives. With this in mind, the overall 

goal was to understand their perceived challenges/barriers, and whether they believed the study 

resulted in any changes for their child. Understanding their individual experiences helped to 

reveal not only what some of the perceived successes and challenges were for these families but 

also what could potentially be improved for future research and protocols for similar work in this 

community.  

 Overall, after reviewing and analyzing the conversations, parent’s all perceived that the 

original study provided a significant change in each of their child’s lives. The parents all shared 

the immense devotion, sacrifice, and love for their child and wanted to obtain the most out of this 

study. Each participant shared the intense physiotherapies part of the study was where there was 

the most progression of performance in their child. Although the commitment to the study was 

difficult, each participant appreciated the time, effort, and lasting impact from it.  The study 

provided a positive change for each of the child’s lives as they began to meet “milestones” and 

are now able to move and perform activities that they were unable to before the study. The 

biggest take-away from the participants participating in this study is how everyone involved truly 
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cared for the child and provided great care and support for each family. Dr. Duncan and Dr. 

Pottinger were involved throughout the study and provided each family with the dedication and 

support they needed for their participation.  

 Although only five out of the 17 families contacted participated, the information 

collected was still valuable to understanding the original questions for this sub-study. This sub-

study was designed prior to the COVID-19 pandemic and therefore interviews had to be pivoted 

to an online format. It is possible the circumstances surrounding the interviews, including school 

and clinic closures, and other barriers contributed to the ~30% response rate.  Even so, all of the 

stories shared from each participant provided a better understanding of what responding families 

had to face in order to participate in the clinical trial and obtain a unique experience of care at 

Tucson Medical Center. In can be concluded, that the responding parent’s perceived that the 

intensive therapies phase of the study provided the most success in the child’s motor skills and 

overall performance. As reported by the parents, they believed the consistency of daily therapies 

allowed the child to progress faster compared to the standard of care with therapy once a week. 

The study was perceived by parent’s to be successful in creating a lasting impact on their child, 

as all the families interviewed explained how their child benefited greatly from the study and if 

they had the chance, they would most definitely do it again. 

 

 

 

 

 

 



 29 

REFERENCES 

Allen, M. (2017). Interviews, Recording and Transcribing. The SAGE Encyclopedia of  

Communication Research Methods. doi: 10.4135/9781483381411.n275 

Bax M, Goldstein M, Rosenbaum P, et al. Executive Committee for the Definition of Cerebral  

Palsy. Proposed definition and classification of cerebral palsy, April 2005. Dev Med  

Child Neurol 2005;47:571–6. 

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in  

Psychology, 3(2), 77–101. doi: 10.1191/1478088706qp063oa. 

Data and Statistics for Cerebral Palsy. (2019, October 31). Centers for Disease Control and  

Prevention. Retrieved from: https://www.cdc.gov/ncbddd/cp/data.html 

Krigger KW. Cerebral palsy: an overview. Am Fam Physician. 2006;73(1):91-100. 

Pottinger, H. L., & Duncan, B. R. (2014). Intense Physiotherapies to Improve Function in 

 Young Children with Cerebral Palsy. Tucson, AZ: U.S National Library of Medicine.  

Retrieved from https://clinicaltrials.gov/ct2/show/NCT02167022?cond=cerebral  

palsy&cntry=US&state=US:AZ&city=tucson&rank=3 

Scharf RJ, Scharf GJ, Stroustrup A. Developmental Milestones [published correction appears in  

Pediatr Rev. 2016 Jun;37(6):266]. Pediatr Rev. 2016;37(1):25-47. doi:10.1542/pir.2014- 

0103 

Wimalasundera N, Stevenson VL. Cerebral palsy. Pract Neurol. 2016;16(3):184-194.  

doi:10.1136/practneurol-2015-001184 

 

 

 



 30 

APPENDIX 

Parent Letter 

Dear TMC Study Families, 
 
We hope that you and your family are all doing very well and staying safe. The reason for our 
correspondence is we have recently added a new sub-study to the “Intense physiotherapies to 
improve function in young children with cerebral palsy” clinical trial that you previously 
participated in.  
 
The sub-study is called “Qualitative parent interviews about the ‘Intense physiotherapies to 
improve function in children with cerebral palsy’ clinical trial” and the purpose is to provide you 
with an opportunity to share your perspective(s) on the following questions (more may arise 
during interviews):  
 
1) What changes were observed in your child as a result of their participation in the study? and  
2) What overall and specific barriers/challenges did you and your family face/overcome during 
the time you participated in the study?  
 
This sub-study will help us to better understand both your personal experience as well as the 
potential social/family system impact of your family’s participation. Results will also help the 
study team as we develop new research protocols and questions in the future.  
 
This study is completely voluntary and will involve a 1-hour virtual, recorded, qualitative 
interview with you and research personnel via Zoom to learn more about your experience 
participating in the clinical trial “Intense physiotherapies to improve function in children with 
cerebral palsy”.  
 
Information about you will be kept confidential to what is permitted or required by law.  
 
We are so grateful for all the time you dedicated to the main study and we hope you will help us 
with this next phase, as it will help us to better understand your perspectives to not only report 
them in the literature but also to help us with next steps.  
 
If you wish to participate, please reply to this e-mail and let us know by (XX/XX/XX)!  
Alexis Chavez, our research assistant, will reach out to you right away to schedule your 
interview at your convenience. Her email address is alexischavez@arizona.edu and her  
phone number is (XXX) XXX-XXX. Alexis has been working very hard with us to use this 
research experience as her Honors Thesis.  
 
Thank you and we look forward to hearing from you all! 
 
Gratefully,  
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Informed Consent 

REDCap: The University of Arizona Health Sciences Center for Biomedical Informatics & 
Biostatistics  
______________________________________________________________________________ 

The University of Arizona Consent to Participate in Research Addendum 
 

Study Title: Qualitative parent interviews about the “Intense physiotherapies to improve 
function in children with cerebral palsy” clinical trial  
 
Principal Investigator: Burris Duncan, MD  
 
Sponsor: National Institute of Child Health & Human Services  

• This is a consent addendum for research participation. It contains important 
additional information about this study and what to expect if you participate (or 
continue to participate). Please consider the information carefully. Feel free to 
discuss the information with your friends and family and to ask questions before 
making your decision about whether or not to participate.  

• Your participation is voluntary. You may refuse to participate (or to continue to 
participate) in this study. If you decide to take part in the study, you may leave the 
study at any time. No matter what decision you make, there will be no penalty to 
you, and you will not lose any of your usual benefits. Your decision will not 
affect your future relationship with The University of Arizona. If you are a 
student or employee at The University of Arizona, your decision will not affect 
your grades or employment status.  

• This consent addendum provides information in addition to the main consent for 
the research study in which you are participating. If you decide to participate (or 
to continue to participate), you will be asked to sign this form and will receive a 
copy of the signed form. All other information in the original consent form not 
addressed in this addendum still applies. Please refer to it for any questions you 
might have.  
 

Throughout this consent addendum, “you” refers to the study participant.  
 
What will you be asked to do in this sub-study?  

• This study will involve a 1-hour virtual, recorded, qualitative interview with you 
and research personnel to learn more about your experience participating in the 
clinical trial “Intense physiotherapies to improve function in children with 
cerebral palsy”.  
 

Why is this sub-study being done?  
• The purpose of this sub-study is to provide you with an opportunity to share your 

perspective(s) on the following questions (more may arise during interviews): 
1)changes you observed in your child as a result of their participation in the study, 
2) overall and specific barriers/challenges you and your family faced/overcame 
during the time you participated in the study, and 3) any successes you perceived 
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during and as a result of your participation. This will help us to better understand 
the social/family system impact of your participation and will help the study team 
as we develop new research protocols and questions in the future.  
 

Will information from this sub-study be kept confidential?  
• Information about you will be kept confidential to what is permitted or required 

by law. People who have access to your information include the Principal 
Investigator and research study personnel. Representatives of regulatory agencies 
such as OHRP or the FDA and entities such as the University of Arizona Human 
Subjects protection program may access your records to make sure the study is 
being run correctly and that information is collected properly. Study personnel at 
the institutions where study procedures, data collection and monitoring, and data 
analyses are being performed (University of Arizona) will see your identifiable 
information. However, any information that is sent to the the agency that funds 
this study (The National Institutes of Health) or to the Data & Safety Monitoring 
Board (a group of experts who are monitoring the safety of this study) will be 
coded with a number so that they cannot tell who you are or who your child is. 
Representatives from these entities can see information that has your name on it if 
they come to the study site to view records. If there are any reports about this 
study, your name will not be in them.  

Who can be contacted about this sub-study?  
• For questions, concerns, or complaints about the study you may contact the 

Principal Investigator or the Study Director. The Principal Investigator Burris 
Duncan, MD can be reached at (XXX) XXX-XXXX. The Study Director Heidi 
Pottinger, DrPH, MPH, MA can be reached at (XXX) XXX-XXXX.  

 
For questions about your rights as a participant in this study or to discuss other study-related 
concerns or complaints with someone who is not part of the research team, you may contact the 
Human Subjects Protection Program at XXX-XXX-XXXX or 
http://rgw.arizona.edu/compliance/human-subjects-protection-program.  
 
Will I be paid to be in this study? Will I have to pay anything to be in this study?  
 
You will not be paid for being in this study. Being in this study will take your time (approx. 1 
hour). 
 
Signing the consent form addendum  
 
I have read (or someone has read to me) this form, and I am aware that I am being given new 
information about the research study. I have had the opportunity to ask questions and have had 
them answered to my satisfaction.  
 
I voluntarily agree to participate in this study. I am not giving up any legal rights by signing this 
form. I will be given a copy of this signed form. 
 
______________________________________________________________________________ 
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Interview Questions Outline 

______________________________________________________________________________ 

‘Intense Physiotherapies to Improve Function in Young Children with Cerebral Palsy’: 
Sub-Study  

Parent Interview Questions  
  
Introduction:  
 “Hello, my name is Alexis Chavez and I am a senior at the University of Arizona. I first 
wanted to thank you for agreeing to participate in this Sub-study which is associated with my 
honors thesis. Dr. Burris Duncan and Dr. Heidi Pottinger agreed to be my thesis advisors and 
have trained me to become a part of their research team for the ‘Intense Physiotherapies to 
Improve Function in Young Children with Cerebral Palsy’ study. The purpose of my thesis stems 
from my passion for understanding people and their stories. Throughout my college experience, I 
have learned and appreciated the importance of listening to people and understanding them as an 
individual. As someone who wants to pursue a career in medicine, I strive to be an advocate and 
provider who listens to others – to see not just illness but an individual with their own story. 
With the help of both Dr. Duncan and Dr. Pottinger, I have created a thesis that would allow me 
to provide you with the opportunity to share your stories and experiences with their study. With 
this interview, we hope to gain an understanding of how this study has impacted your and your 
child’s’ life, as well as to help us understand what your perceived successes were related to the 
study as well as the challenges you faced and/or overcame.”  
  
Main Questions:  

● What specific positive changes did you observe in your child as a result of 
their participation in the study? How did these impact your family?  

● What specific barriers/challenges did you and your family face/overcome 
during the time you participated in the study?  

Clarifying Questions Examples:  
● What was your impression of the intense (5 days a week) portion of the study?  

○ How did it compare to the effectiveness of the once per week phase?  
○ Was it worth the effort?  

● I understand there were challenges committing to 5 days a week of therapies, 
could you provide some examples of the challenges you faced/overcame?  

● I hear you say you saw some changes in your child, could you expand on 
some examples of how they were before the study and how they were after? 
How are they now?  

● How did you decide to participate in this study?   
● Could you explain examples of the barriers you and your family had to face 

during this study?  
○ What did you have to do to overcome these?  

● I understand this was a huge commitment, do you feel it was worth it in the 
end?  

○ In what ways has this positively impacted you and your child’s life? 
How has it positively impacted your family?  


