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Abstract 

Introduction: Advances in pediatric sickle cell disease (SCD) care 

have resulted in children surviving into adulthood. Transition is a 

time when continuity of care is essential to prevent high rates of 

morbidity and mortality in adolescents and young adults (AYA). This 

descriptive study evaluated patients and caregivers’ experience with 

transition. 

Methods: Survey was conducted with AYA 20-21 years of age who 

transitioned from pediatric to adult care using Feedback and Post-

assessment surveys. 

Results: Fifty-seven AYA attended transition and 15 did not from 

January 2018-January 2021. Eighty-seven percent who attended felt 

prepared to change to adult providers with 89% having seen their 

adult provider since leaving pediatric care. 

Discussion: The preparation received promoted self-efficacy for AYA 

to manage their own health care. AYA who did not attend clinic also 

did very well. The transition process should start early so AYA have 

the confidence needed to transition from pediatric to adult health care. 
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Introduction  

Sickle cell disease is one of the most common 

life-threatening inherited conditions 

affecting approximately 100,000 individuals 

in the United States [1,2]. Landmark advances 

in pediatric sickle cell care have resulted in 

children with sickle cell disease (SCD) 

surviving into adulthood and survival has 

increased to 95% by the age of 18 [3,4]. This is 
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attributed to newborn screening 

implementation, penicillin prophylaxis, 

primary stroke prevention (transcranial 

doppler screening), disease-modifying 

therapies, like Hydroxyurea, and improved 

comprehensive care [5]. With the increasing 

number of sickle cell patients living into 

adulthood there is a need for a successful 

transition program from pediatrics to adult 

hematology care. This is a time when 

continuity of care is essential to prevent high 

rates of morbidity and mortality in young 

adults. This time of transition often means 

patients leaving their parents’ insurance and 

the concerns that accompany this, as well as 

lower medication adherence, higher 

hospitalizations, and acute care utilizations 

[6,7]. There is an abrupt rise in mortality rates 

between 20 to 24 years of age, and it is usually 

within 1-2 years after transfer to adult care 

[8,9]. Lack of information regarding the 

transition process, fear of leaving familiar 

health care providers and being treated as an 

adult, concerns about the costs of treatment 

and the adult provider’s understanding of 

SCD have contributed to the rise in mortality 

rates due to poor transition [10]. 

Transitioning to the adult service is 

challenging not only for the patient, but for 

caregivers and pediatric and hematology 

providers. Barriers to health care transition 

include lack of adult specialized and 

interested providers, loss of health coverage, 

lack of patient preparedness, comorbidities, 

and depression [11]. The physiological, 

psychological, and psychosocial factors speak 

to the complexities of this transitional period 

and the importance of designing 

interventions aimed at addressing these 

barriers [12]. Poor transition also affects the 

health care systems by increasing pressures 

and workloads due to the increased use of 

emergency departments, increase 

hospitalization stays and substantially higher 

overall health care costs [13]. Transition 

programs with different interventions have 

tried to address the barriers and implement 

programs to improve health outcomes, 

patient satisfaction and successful 

transitions. The literature reports the risk of 

morbidity in AYA with SCD can be decrease 

with self-care management [14]. It is essential 

to establish evidence-based transition 

interventions to promote successful 

outcomes and retention in the adult 

hematology service. 

Institution provides care to children, 

adolescents and young adults living with 

SCD. The sickle cell program is one of the 

largest in the United States, where 

approximately 15 AYA transition from this 

sickle cell program to adult care each year. In 

2015, the subspecialty Sickle Cell Adolescent 

Transition Program (SCAT) was developed 

within the hematology division to improve 

patient transitions from pediatric to adult 

health care and improve self-care 

management skills, identified as an essential 

component to transition [15]. 

The purpose of this project was to evaluate 

patients and caregivers’ feedback of the 

health care transition experience and 

evaluate patients’ experiences after 

transitioning to adult hematology care. Goal 

of study was to determine if interventions are 

needed post transition to help patients 

successfully integrate into adult hematology 

care. 
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Methods 

This study was conducted at a large urban, 

pediatric hospital, which provides 

comprehensive hematology care to over 1500 

patients with SCD from birth to 21 years. The 

Institutional Review Board at institution 

approved the study and waived informed 

consent. Demographic information was 

obtained from the electronic medical records 

(Table 1). As a part of standard of care for the 

SCAT clinic, patients and caregivers 

completed a Health Care Transition Feedback 

Survey after their last SCAT clinic visit (Table 

2). Descriptive statistics were used to assess 

patient and caregiver experiences after 

completion of the pediatric SCAT clinic and 

changing from pediatric to adult hematology 

healthcare. Chi Square or Fisher’s Exact tests 

were used when comparing categorical 

variables. Two sample T-tests were used when 

comparing continuous variables. McNamar-

Bowker tests for agreement was utilized to 

evaluate post-assessment feedback (Table 3).

Table 1: Demographics. Note: Table contains patient demographics. SCAT=Sickle Cell Adolescent and 

Young Adult Transition Clinic. 

Demographics 

 
Attended SCAT Did not Attend SCAT 

N=57 N=15 

Age at transition 20.84 20.86 

Sex 
 

  

Female 34(59.3%) 8(54%) 

Male 23(40.6%) 7(47%) 

Genotype  

SB+ 2(3.5%) 0(0%) 

SB0 3(5.2%) 2(13.3%) 

SC 6(10.5%) 2(13.3%) 

SS 46(80.7%) 11(73.3%) 

Currently taking Hydroxyurea 36(63.5%) 8(53%) 

Chronic Transfusion 11(19.2%) 1(6.7%) 

Average Number of Emergency Visits for pain 

in the past year 
3.42 3.74 

Average Number of Hospitalization in the past 

year 
2.38 1.93 

Average Number of SCAT Clinic Visits 2.77 0 
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Table 2: Feedback survey. *The Six Core Elements of Health Care Transition 2.0 Survey. 

  AYA Caregiver 

Questions Answer N % N % 

How often did your/your child previous 

health care provider explain things in a way 

that was easy to understand?  

Always 43 81.13 45 91.84 

Usually 6 11.32 2 4.08 

Sometimes 4 7.55 2 4.08 

Never 0 0 0 0 

No Answer 0 0 0 0 

How often did your/your child previous 

health care provider listen carefully to you?  

Always 44 83.02 43 87.76 

Usually 5 9.43 2 4.08 

Sometimes 3 5.66 4 8.16 

Never 1 1.89 0 0 

No Answer 0 0 0 0 

Did your/your child health care provider 

respect how your customs or beliefs affects 

your care? 

  

A lot 46 86.79% 43 87.76 

Some 4 7.55% 4 8.16 

A little 2 3.77 1 2.04 

Not at all 0 0 1 2.04 

No Answer 1 1.89 0 0 

Did your/your child previous health care 

provider discuss with you/ your child or have 

an office policy that informed you at what age 

you/ your child may need to change to a new 

provider who treats mostly adults?  

Yes 51 96.23 47 95.92 

No 2 3.77 2 4.08% 

No Answer 0 0 0 0 

How often did you/your child schedule 

your/his/her own appointments with your/ 

their previous health care provider? 

Yes 49 88.37 43 89.58 

No 4 9.3 4 8.33 

Not applicable (if child 

has significant intellectual 

disabilities) 0 0 1 2.04 

No Answer 0 0 1 2.04 

How often did you/your child schedule 

your/his/her own appointments with your/ 

their previous health care provider? 

  

A lot 42 79.25 37 75.1 

Some 5 9.43 10 20.41 

A little 4 7.55 0 0 

Not at all 1 1.89 1 2.04 

No Answer 1 1.89 1 2.04 

How often did you/your child schedule 

your/his/her own appointments with your/ 

their previous health care provider?  

A lot 36 67.92 37 75.51 

Some 10 18.87 10 20.41 

A little 2 3.77 2 4.08 

Not at all 5 9.43 4 8.16 

No Answer 0 0 0 0 

How often did you/your child schedule 

your/his/her own appointments with your/ 

their previous health care provider?  

Never 5 9.43 5 10.2 

Sometimes 11 20.75 16 32.65 

Usually 14 26.42 8 16.33 

Always 23 43.4 20 40.82 

No Answer 0 0 0 0 
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Question Percent of agreement Test P value Conclusion 

1 83.30% Bowker’s Symmetry Test 0.1718 Agreement 

2 81.30% Bowker’s Symmetry Test 0.3618 Agreement 

3 78.70% Bowker’s Symmetry Test 0.8013 Agreement 

4 91.60% McNemar’s Test 1 Agreement 

5 91.30% McNemar’s Test 1 Agreement 

6 63.00% Bowker’s Symmetry Test 0.2482 Agreement 

7 74.50% Bowker’s Symmetry Test 0.9698 Agreement 

8 60.40% Bowker’s Symmetry Test 0.6934 Agreement 

9 85.40% McNemar’s Test 0.7055 Agreement 

10 69.60% McNemar’s Test 0.285 Agreement 

11 89.40% McNemar’s Test 0.1797 Agreement 

12 72.30% McNemar’s Test 0.7815 Agreement 

Table 3: Feedback Survey comparison. *The above Null hypothesis is that there is marginal homogeneity in 

the 2 by 2 table (agreement). Since all p values are greater than 0.05, there is insufficient evidence of 

disagreement between parents and AYA for each of the question.

Follow-up post-assessment surveys were 

conducted with the transitioned young adult 

three months after transition to adult 

hematology health care, via telephone, to 

assess their utilization of the adult sickle cell 

health care system. Post-assessment 

questionnaires were also conducted with 

patients who did not attend SCAT clinic 

(Table 4). 

Results 

Demographics 

Over the past 4 years (2016-2020),57 patients 

who attended the SCAT Clinic transitioned to 

adult hematology care and 15 patients 

transitioned to adult care without attending 

the clinic. The average age of transition was 

20.84 for those who attended SCAT clinic, 

and 20.86 for those who did not attend. Of the 

patients who attended the SCAT clinic 34 

(59%) were female and 23(41%) were male. 

Most of the patients seen in the SCAT clinic 

had Hb SS disease (46, 81%), 6(10.5%) Had SC, 

3(5%) had SB0 and 2(3.5%) had SB+ 

Thalassemia. AYA not seen in the clinic were 

Hb SS (11,73.3%), Hb SC (2,13.3%) and SBO (2, 

13.3%). Those seen in the clinic who were 

taking hydroxyurea (36,64%) differed only 

slightly from those who were not seen in the 

clinic (8,53%). Eleven (19%) of the patients 

who attended the SCAT clinic were receiving 

https://doi.org/10.37191/Mapsci-2583-4525-1(2)-009


Barbara SB | Volume 1; Issue 2 (2022) | Mapsci-JCPR-1(2)-009 | Review Article 
Citation: Barbara SB, Margulies S, Moffitt B, Holloway P, Campbell A, Martin B. Transitioning from Pediatric to Adult Care in 
Sickle Cell Disease: Patient and Caregiver Feedback. J Clin Ped Res. 2022;1(2):1-12. 
DOI: https://doi.org/10.37191/Mapsci-2583-4525-1(2)-009 

 

 

chronic transfusions and only 1 patient who 

did not attend received chronic transfusion. 

The AYA who attend the SCAT clinic had an 

average of 3.42 emergency visits for pain in 

the past year and those who did not attend 

clinic had 3.74 emergency visits for pain. 

(Table 1) 

Table 4: Post Assessment Survey. 

 

Attended SCAT 

Did Not Attend 

SCAT 

 N=53 N=12 

Do you feel you were adequately prepared to 

transfer? 

  

Yes 46(86.8%) 10(83.3%) 

No 5(9.4%) 2(1.6%) 

No Answer 2(3.7%) 0(0.0%) 

Do you feel you were adequately prepared to 

transfer? 

  

Yes 46(86.8%) 10(83.3%) 

No 5(9.4%) 2(16%) 

No Answer 2(5.6%) 0(0.00%) 

Have you seen an adult provider since you left 

Children’s? 

  

No 4(7.5%) 2(16.7%) 

Yes 47(88.6%) 10(83.3%) 

No Answer 2(3.8%) 0(0.00%) 

Are you satisfied with the care you’ve received? 

  

No 3(5.6%) 3(25%) 

Yes 45(84.9%) 9(75%) 

No Answer 5(9.4%) 0(0.0%) 

Are you on Hydroxyurea?  

No 21(39.6%) 7(58.3%) 

Yes 32(41.6%) 5(41.6%) 

Do you take as prescribed? 

  

No 1(3.1%) 0(0.0%) 

Yes 30(93.8%) 5(100%) 

No Answer 2(6.3%) 0(0.0%) 

Were you on Chronic Transfusion therapy at 

Children’s? 

  

No 37(69.8%) 9(75.0%) 

Yes 14(26%) 2(16.7%) 

No Answer 2(3.8%) 1(8.3%) 

Are you currently on Transfusion Therapy? 

  

No 39(78%) 10(83.3%) 

Yes 14(26.4%) 1(8.3%) 

No Answer 0(0.0%) 1(8.3%) 

Have you been hospitalized since transferring to 

adult care? 

  

No 29(50.0%) 8(66.7%) 

Yes 22(41.5%) 3(25.0%) 

No Answer 2(3.8%) 1(8.3%) 
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How could your child's health care provider have made the move to an adult health care provider 

better for you and your child? 

There was nothing more CNMC could have done. Transition went smoothly. "You all did great". Very 

prepared (n=30) 

You help her to do things like make appointments, know medications. 

Transition was very easy 

The transition clinic was an excellent resource and beneficial to my son. 

Have her start going to the adult provider 1-2 more times before transition. 

Before they transition to the adult provider, it would have been helpful to have a representative from the 

new site present at CNH to make the transition seamless. 

Would like to stay at Children's, extend the age at Children's to 26. 

I think that the transition to adult care was well explained. 

Overall done well. Medical Records all sent to Adult Provider. 

Made more specific where she could go. Problems with who would take her insurance. 

Too much unplanned. 

Overall Done well. Medical Records all sent to adult provider. Maybe 1 year before they transfer and their 

records. 

Not the same care at adult care provider. 

Give him a better referral for a better doctor. 

Not really. Be at children's forever. 

The support my daughter received was very helpful. The pandemic slowed some things down but with the 

help of the transition team, my daughter got a lot of the questions she asked answered to transition. 

They could have sent more of her medical information to the adult provider before transitioning, but good 

job 

More information on insurance changes as an adult. Social Security switched him to Medicaid. 

Wasn't aware of need for extra help after switching insurance 

Transition Clinic was very helpful. Researchers were reluctant to leave. Emergency doesn't fast track adults 

like Children's. 

Table 5: Caregivers Responses.

Feedback survey 

Fifty-three (93%) of AYA who attended the 

SCAT clinic completed the health care 

transition feedback survey for youth and 49 

caregiver dyads completed the survey (Table 

2). Forty-three (81%) AYA and 45 (92%) 

(p>0.05) caregivers responded that their 

previous health care provider always explains 

things in a way that was easy to understand. 

Forty-four (83%) AYA and 43(88%) caregivers 

responded that their previous health care 

provider always listened carefully to them 

during their appointments. Most AYA (46, 

87%) felt that their health care provider 

respected their beliefs and customs and 43 

(88%) caregivers responded similarly. Fifty-

one (96%) AYA and 47(96%) caregivers felt 

their previous health care provider discussed 

with them the office policy that informed 

them at what age the AYA may need to 

change to a new provider who treats mostly 

adults. Forty-nine (88%) AYA responded that 
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the provider talked with the without a 

caregiver present. Out of the 48 caregivers 

who responded, 43(90%) reported that the 

provider talked with the AYA without them in 

the room. Most (42,79%) AYA reported their 

previous health care provider actively work 

with them to gain skills to manage their own 

health and health care, which was 

comparable to how the caregivers responded 

(37,75%). Thirty-six (68%) AYA responded 

that the providers actively work with them a 

lot to think about the future, while 5(9%) 

responded some. Only 23(43%) of the AYA 

always scheduled their own appointments, 14 

(26%) usually did and 11(21%) sometimes 

schedule their own appointments. with their 

previous health care provider. This was 

analogous to the 20(41%) caregivers who 

responded that the AYA always scheduled 

their own appointments and 8(16%) respond 

usually and 16(33%) responded sometimes. 

Comparably, 5(9%) AYA and 5(10%) 

caregivers responded that the AYA never 

made their own appointments. Both the AYA 

(47,89%) and caregivers (45,92%) agreed that 

their previous provider explained the legal 

changes in privacy, decision-making, and 

consent that take place at age AYA is 18. Most, 

41(89%) AYA and 40(96%) caregivers also 

responded that their previous health care 

provider actively worked with them to create 

a written plan to meet their health goals and 

needs. Twelve (23%) AYA responded that this 

did not happen, and 7(14%) caregivers agreed 

this did not happen as well. Forty-eight (77%) 

AYA and 47(96%) caregivers responded that 

the health care provider created and shared 

the patient’s medical summary with the AYA. 

Finally, 39(76%) AYA and 35(71%) caregivers 

responded that that their previous health care 

provider provided them with information 

about community resources. All the questions 

that were answered by the AYA and caregivers 

when compared showed agreement (p≥ 

0.005) (Table 3). There were four questions 

that only the caregivers were asked about the 

transition process. Forty-four (90%) 

caregivers knew how their child would be 

insured as he/she became an adult. Forty- 

three (88%) reported the health care provider 

assisted in identifying a new adult provider 

for the AYA to transfer to. Thirty-five (71%) 

caregivers responded that the adult health 

care provider had the medical records before 

the first visit and 5(10%) didn’t know. At least 

half (25,51%) of caregivers felt that their AYA 

was very prepared to change to the adult 

health care provider, 19(39%) felt the AYA 

were somewhat prepared and 2(4%) felt the 

AYA were not prepared. 

Caregiver responses 

Caregivers provided feedback on how the 

SCAT clinic team could have improved the 

transition process for their AYA (Table 5). 

Most felt the transition went smoothly and 

the support the AYA received was helpful. 

One caregiver felt seeing the adult provider 

more than once before transition would be 

helpful, a few had insurance concerns, and 

some would prefer not to leave pediatric care. 

Post assessment survey 

Three months after AYA transitioned to adult 

care they were called for follow up and 65 

AYA responded to the post-assessment 

survey. Those who did not attend SCAT clinic 

were also called. (Table 4). Forty-six (87%) 

AYA who attend SCAT felt adequately 

prepared to transfer, 47(89%) AYA had seen 

their adult provider since leaving their 
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pediatric provider, and 45(85%) were satisfied 

with the care they were receiving. Ten out of 

the twelve AYA who responded and did not 

attend SCAT had seen their adult provider 

and felt adequately prepared and 9(75%) were 

satisfied with their care. Of note, the SCAT 

clinic did help these AYA find an adult 

provider and sent their medical records 

before the first visit. Only 32(42%) patients 

who were seen in SCAT clinic were 

continuing to take hydroxyurea, and 5(42%) 

of those who were not seen in SCAT clinic 

were taking Hydroxyurea. Fourteen (26%) 

AYA were on chronic transfusion in Pediatrics 

and were all still on transfusion after 

transitioning to adult care, compared to the 2 

AYA on transfusion who had not been seen in 

SCAT clinic and 1 was still on chronic 

transfusion. Of the 51 respondents, 22(42%) 

AYA who were seen in SCAT clinic had been 

hospitalized since leaving CNH and 3(25%) 

who had not been seen in SCAT clinic had 

been hospitalized. 

Discussion 

The literature supports the need for 

educational intervention to improve 

transition skills in adolescents with SCD [16]. 

There are positive correlations between self-

efficacy during transition and positive patient 

outcomes in the SCD population [17]. Study 

demonstrates that the SCAT clinic provided 

education and promoted self-efficacy for AYA 

to manage their own health care. 

Overall, most participants in study reported a 

positive transition experience transitioning to 

adult care. However, there is room for 

improvement in patient preparedness earlier 

in the transition process in hopes to lessen 

fear and anxiety related to leaving their 

pediatric facility. We recognize the need to 

start the transition process earlier than the 

age of 18, so that AYA can begin early 

preparation to self-manage. Studies have 

shown that discussion of transition to adult 

care should start as early as 13 years of age. See 

the need to share more community services to 

provide additional support during and after 

transition to adult health care. In the process 

of starting transition preparation at the age of 

12. Most caregivers felt their AYA were ready, 

however, the timing of transition to adult care 

should be determined in part by both the 

AYA’s and parent’s perceived readiness [18]. 

Also, essential for a successful transition 

program is the follow up experience after they 

are in the adult hematology system. Nearly 

90% of young adults reported establishing an 

adult hematology home. Research showed 

that transition may be improved if pediatric 

hematology centers assist and verify adult 

provider contact [19]. Program assisted in 

identifying an adult hematologist and 

provided a comprehensive medical summary 

for the adult provider, regardless of whether 

they attend the SCAT clinic. Due to the 

ongoing communication between the AYA in 

Program after transition were able to support 

them during a crucial time to prevent lost to 

follow up. This was also instituted regardless 

of SCAT attendance. Although not captured 

in data, there were AYA who did not return to 

their adult provider after the first clinic visit. 

During program’s follow up, able to identify 

them and assist to reconnect them with their 

adult provider or help them gain access to 

another adult hematology provider. There 

was outreach to the adult hematologist if they 

were having issues in establishing continuity 

of care for the AYA. Feedback from caregivers 
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is an essential part of the transition process. 

Most caregivers were pleased with the process 

and felt their AYA were well prepared. 

However, the close attention must be pay to 

other concerns, though few, to continue to 

improve the transition experience and 

hopefully ensure the AYA remains connected 

to their adult provider. Having the caregiver 

present in a least one SCAT visit can help to 

address concerns surrounding insurance 

issues and whether a medical summary was 

sent to the adult provider prior to the visit, 

which is always done but caregivers may not 

be aware of this practice. 

Implications for practice 

Transitioning from pediatric to adult 

healthcare can be a stressful time for both 

AYA and caregiver. In addition to assessing 

transition readiness and providing disease 

education, there is a need to determine the 

effectiveness of the transition program from 

the AYA and caregiver’s perspective. 

Including the caregiver in the first transition 

session can do much to educate both about 

the process, address any concerns or 

misconceptions and get buy in from both AYA 

and caregiver. It may also be a good idea to 

include the caregiver at the last transition 

clinic visit as well, to summarize the content 

learned, review transition plans and address 

any lingering concerns. Having the AYA visit 

the adult provider prior to transition has been 

well received by all parties and has proven 

helpful in allaying uncertainties, anxieties, 

and fears. This should also be a consideration, 

as feedback results from caregiver responses 

suggested that transition patients visit their 

identified adult hematology facility at least 

twice before leaving pediatric care. More than 

one visit with the adult provider may allow 

more time for patients to become familiar 

with the new provider and facility before 

transitioning and ensure their comfort with 

the provider. The transition clinic may also be 

enhanced by partnering more with 

neighboring adult hospitals to ensure a warm 

patient hand off. Developing a “transition 

day” event and inviting adult hematology 

providers to speak at the SCAT clinic and 

discuss services offered, as well as allowing 

patients to become familiar with the adult 

provider, may reduce anxiety and fear with 

attending their first adult appointment. 

Moreover, telemedicine has emerged and can 

also play a role in bridging the gap, allowing 

the pediatric provider to attend the patient’s 

first adult hematology visit remotely. For 

patients who have significant disease severity, 

the use of a telemedicine visit with the 

patient, pediatric provider, and adult 

hematologists can ensure effective 

communication between teams. A combined 

pediatric and adult clinic visit should also be 

considered. More research is needed in these 

areas. 

There were limitations to this study. It was 

conducted at a single site, which may limit 

generalizability of the findings. The 

generalizability is also limited by the small 

sample size in the group that did not attend 

SCAT clinic (n=15). Due to mix matched 

groups, statistical significance could not be 

determined between those who attend SCAT 

and those who did not. The Post Assessment 

Survey was created by the SCD team and lacks 

validation. Although most AYA and 

caregivers completed the surveys, some did 

not, therefore do not have their input. 

Findings were also limited by measurements 
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of self-report, which can lead to bias in 

reporting. 

Successful transition from pediatric to adult 

heath care depends on many factors. 

Incorporating a team approach to the process, 

establishing a relationship with the new adult 

hematology provider, and individualizing the 

transition program to fit the unique needs of 

the AYA is important for a successful 

transition program as the time of transition is 

a time of increased morbidity and mortality 

[20]. 

The results of this findings suggest that most 

AYA who attended SCAT clinic felt well 

prepared for the transfer to adult hematologic 

care. Transition educational modules and 

material were presented in an age-

appropriate manner, as the majority of AYA 

stated their pediatric health care provider 

explained things in a way that was easy to 

understand.  

Patients who attended SCAT clinic also had 

fewer emergency room visits for sickle cell 

pain than those who did not attend. This 

finding suggests and is confirmed by the 

literature that disease severity and multiple 

hospitalizations may lead to poorer transition 

outcomes if patients are unable to receive 

transition education and support due to their 

ongoing acute medical needs [8,21]. Follow up 

after transition has proven to be essential and 

cannot be overemphasized. Further research 

is needed in follow up to determine transition 

programs’ effectiveness and AYA survival 

rates. Researchers found that those who did 

not attend SCAT clinic also did well, possibly 

due to SCD team identifying an adult provider 

and ensuring the provider had their medical 

summary and providing follow up 

assessments. Starting the transition process 

earlier can also help AYA begin the process of 

self-management sooner and hopefully by the 

time they reach adulthood they are not afraid 

of the process. Not captured in the data is the 

graduation ceremony provided to AYA after 

SCAT clinic completion. They are presented 

with a certificate of graduation and ring the 

‘Victory Bell”, signifying SCAT completion. 

This helps AYA and caregivers to view 

transition as another developmental 

milestone, not a “kicking out of the program” 

and hopefully will help them welcome entry 

into adulthood.

References 

1. Ashley-Koch A, Yang Q, Olney RS. Sickle hemoglobin (HbS) allele and sickle cell disease: a huge review. Am J 

Epidemiol. 2000;151(9):839-45. PubMed | CrossRef 

2. Newland JA. Factors influencing independence in adolescents with sickle cell disease. J Child Adolesc Psychiatr 

Nurs. 2008;21(3):177-85. PubMed | CrossRef 

3. Quinn CT, Rogers ZR, McCavit TL, Buchanan GR. Improved survival of children and adolescents with sickle cell 

disease. Blood. 2010;115(17):3447-52. PubMed | CrossRef 

4. Lanzkron S, Carroll CP, Haywood Jr C. Mortality rates and age at death from sickle cell disease: US, 1979–2005. 

Public Health Rep. 2013;128(2):110-6. PubMed | CrossRef 

5. Kapoor S, Little JA, Pecker LH. Advances in the treatment of sickle cell disease. InMayo Clinic Proceedings 

2018;93(12):1810-1824. PubMed | CrossRef 

6. Butler SM. How the health system overlooks young adults with chronic conditions. JAMA Health Forum. Health 

Forum. 2021;2(6):e211685. PubMed | CrossRef 

7. Stollon NB, Paine, CW, Lucas, MS. Transitioning adolescents and young adults with sickle cell disease from 

pediatric to adult care: Provider perspectives. J Pediatric Hematol Oncol. 2015;31(8):577-83. PubMed | CrossRef 

https://doi.org/10.37191/Mapsci-2583-4525-1(2)-009
https://pubmed.ncbi.nlm.nih.gov/10791557/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1093/oxfordjournals.aje.a010288
https://pubmed.ncbi.nlm.nih.gov/18667050/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1111/j.1744-6171.2008.00149.x
https://pubmed.ncbi.nlm.nih.gov/20194891/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1182/blood-2009-07-233700
https://pubmed.ncbi.nlm.nih.gov/23450875/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1177/003335491312800206
https://pubmed.ncbi.nlm.nih.gov/30414734/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1016/j.mayocp.2018.08.001
https://pubmed.ncbi.nlm.nih.gov/36218749/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1001/jamahealthforum.2021.1685
https://pubmed.ncbi.nlm.nih.gov/26492583/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1097/MPH.0000000000000427


 

 

Barbara SB | Volume 1; Issue 2 (2022) | Mapsci-JCPR-1(2)-009 | Review Article 
Citation: Barbara SB, Margulies S, Moffitt B, Holloway P, Campbell A, Martin B. Transitioning from Pediatric to Adult Care in 
Sickle Cell Disease: Patient and Caregiver Feedback. J Clin Ped Res. 2022;1(2):1-12. 
DOI: https://doi.org/10.37191/Mapsci-2583-4525-1(2)-009 

 

 
 

 

8. Mez J, Daneshvar DH, Kiernan PT, Abdolmohammadi B, Alvarez VE, Huber BR et al. Clinicopathological 

evaluation of chronic traumatic encephalopathy in players of American football. JAMA. 2017;318(4):360-70. 

PubMed | CrossRef 

9. Hamideh D, Alvarez O. Sickle cell disease related mortality in the United States (1999–2009). Pediatr Blood 

Cancer. 2013;60(9):1482-6. PubMed | CrossRef 

10. Mulchan SS, Valenzuela JM, Crosby LE, Diaz Pow Sang C. Applicability of the SMART model of transition 

readiness for sickle-cell disease. J Pediatr Psychol. 2016;41(5):543-54. PubMed | CrossRef 

11. Saulsberry AC, Porter JS, Hankins JS. A program of transition to adult care for sickle cell disease. Hematology 

2014, Hematology Am Soc Hematol Educ Program. 2019;2019(1):496-504. PubMed | CrossRef 

12. Allemang B, Allan, K, Johnson C. Impact of a transition program with navigator on loss to follow-up, medication 

adherence, and appointment attendance in hemoglobinopathies. Pediatr Blood Cancer. 2019;66(8):e27781. 

PubMed | CrossRef 

13. Inusa BP, Stewart CE, Mathurin-Charles S, Porter J, Hsu LL, Atoyebi W et al. Paediatric to adult transition care 

for patients with sickle cell disease: a global perspective. Lancet Haematol. 2020;7(4):e329-41. PubMed | CrossRef 

14. Crosby LE, Joffe NE, Kidwell KM, Harry O, McTate EA, Nwankwo C et al. Perceptions of a self-management 

intervention for adolescents with sickle cell disease. Clin. Child Psychol. Psychiatry. 2022;10(1):79.  

15. Badawy SM, Cronin RM, Hankins J, Crosby L, DeBaun M, Thompson AA et al. Patient-centered eHealth 

interventions for children, adolescents, and adults with sickle cell disease: systematic review. J Med Internet 

Res. 2018;20(7):e10940. PubMed | CrossRef 

16. Calhoun CL, Abel RA, Pham HA, Thompson S, King AA. Implementation of an educational intervention to 

optimize self‐management and transition readiness in young adults with sickle cell disease. Pediatr Blood 

Cancer. 2019;66(7):e27722. PubMed | CrossRef 

17.  Molter BL, Abrahamson K. Self-efficacy, transition, and patient outcomes in the sickle cell disease population. 

Pain Manag Nurs. 2015;16(3):418-24. PubMed | CrossRef 

18. Speller Brown B, Kelly, K.P, VanGraafeiland B, Feetham S, et al. Measuring transition readiness: A correlational 

study of perceptions of parent and adolescents and young adults with sickle cell disease. J Pediatr Nurs. 2015; 

30;788-796. 

19. Travis K, Wood A, Yeh P, Allahabadi S, Chien LC, Curtis S et al. Pediatric to adult transition in sickle cell disease: 

survey results from young adult patients. Acta Haematol. 2020;143(2):163-75. 

20. Blinder MA, Vekeman F, Sasane M, Trahey A, Paley C, Duh MS. Age‐related treatment patterns in sickle cell 

disease patients and the associated sickle cell complications and healthcare costs. Pediatr Blood Cancer. 

2013;60(5):828-35. PubMed | CrossRef 

21. Hemker BG, Brousseau DC, Yan K, Hoffmann RG, Panepinto JA. When children with sickle‐cell disease become 

adults: Lack of outpatient care leads to increased use of the emergency department. Am J Hematol. 

2011;86(10):863-5. PubMed | CrossRef 

https://doi.org/10.37191/Mapsci-2583-4525-1(2)-009
https://pubmed.ncbi.nlm.nih.gov/20371788/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1001/jama.2010.378
https://pubmed.ncbi.nlm.nih.gov/23637037/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1002/pbc.24557
https://pubmed.ncbi.nlm.nih.gov/26717957/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1093/jpepsy/jsv120
https://pubmed.ncbi.nlm.nih.gov/31808907/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1182/hematology.2019000054
https://pubmed.ncbi.nlm.nih.gov/31045326/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1002/pbc.27781
https://pubmed.ncbi.nlm.nih.gov/32220342/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1016/S2352-3026(20)30036-3
https://pubmed.ncbi.nlm.nih.gov/30026178/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.2196/10940
https://pubmed.ncbi.nlm.nih.gov/30907500/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1002/pbc.27722
https://pubmed.ncbi.nlm.nih.gov/25047808/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1016/j.pmn.2014.06.001
https://pubmed.ncbi.nlm.nih.gov/23335275/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1002/pbc.24459
https://pubmed.ncbi.nlm.nih.gov/21815184/
file:///D:/Receiving/November/04.11.22-spellar%20Brown%20B/10.1002/ajh.22106

