S14: Supplemental Table S9. Regression analysis — spearman rank correlations

95%
Confidence Interval
Outcome Predictor N Correlation Lower Upper Nom AdjP  Full
P- value" AdjP-
value value
Number of Person with DS: age at 216 -0.094 -0.225 0.040 0.167 1.000 1.000
indicated baseline survey
evaluations that - pergon with DS: sex 216 0023 -0.156 0.111 0736  1.000  1.000
were
recommended or  erson with DS: race 213 0.004 -0.131 0.138 0955 1.000 1.000
completed Person with DS: ethnicity 213 0.044 -0.091 0.177 0522 1.000 1.000
Person with DS: 216 -0.059 -0.191  0.075 0390  1.000 1.000
primary Insurance at
Randomization
Caregiver: PedsQL 215 0.027 -0.107 0.160 0.695 1.000 1.000
Psychosocial Health
Score”
Caregiver: PedsQL 215 0.021 -0.113 0.154 0.761  1.000  1.000
Physical Functioning
Score’
Caregiver: PedsQL Total 216 0.020 -0.114 0.153 0.771  1.000  1.000
Scale Score’
Caregiver: age at 213 -0.063 -0.196 0.072 0358  1.000  1.000
baseline survey
Caregiver: gender 216 -0.070 -0.201  0.065 0308 1.000 1.000
Caregiver: race 213 0.032 -0.103 0.166 0.639 1.000 1.000
Caregiver: ethnicity 215 -0.016 -0.149 0.118 0.819 1.000  1.000
Caregiver relation to 216 -0.122  -0.251 0.012 0.073  1.000  1.000
person with DS
Caregiver educational 216 -0.141 -0.270 -0.008  0.038  1.000  1.000
level
Caregiver marital status? 216 -0.050 -0.182  0.084 0.462 1.000 1.000
Caregiver: PedsQL FIM 216 -0.050 -0.182 0.084 0462 1.000 1.000

Parental HRQL Summary
Score'



Caregiver: PedsQL FIM
Family Functioning

Summary Score'
Caregiver: PedsQL FIM
Total Scale Score’

Caregiver: low health
literacy ™

Caregiver: low
tt
numeracy

Caregiver: time to
travel to primary care
provider

Caregiver: accessibility of

routine blood tests

Caregiver: accessibility
for referrals to physician
specialist for consultation

Caregiver: accessibility to
complex imaging (CT,
MRI)

Caregiver: out of your
pocket health care costs
for all members of the
household

Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
rating§§

PCP: gender

PCP: race

PCP: ethnicity

PCP role (e.g., MD, NP)
PCP specialty

PCP: years in practice
PCP: panel size

PCP: number of patients
with DS

PCP: practice size

PCP: practice setting

216

216

216

215

216

215

215

202

201

206

206

166
165
166
167
167
165
150
157

166
165

-0.102

-0.063

-0.037

0.025

-0.059

-0.094

-0.057

-0.048

-0.003

0.055

0.014

-0.010
-0.089
-0.059
-0.036

0.037
-0.153
-0.038
-0.047

-0.013
0.045

-0.233

-0.195

-0.169

-0.109

-0.191

-0.225

-0.189

-0.185

-0.142

-0.082

-0.123

-0.162
-0.239
-0.210
-0.187
-0.115
-0.299
-0.197
-0.202

-0.165
-0.109

0.032

0.071

0.097

0.159

0.075

0.040

0.078

0.091

0.135

0.190

0.151

0.142
0.065
0.094
0.116
0.188
-0.001
0.123
0.111

0.139
0.196

0.134

0.353

0.593

0.711

0.387

0.170

0.409

0.498

0.963

0.431

0.840

0.898
0.255
0.448
0.640
0.630
0.048
0.642
0.562

0.864
0.569

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000



PCP: federally
qualified community
health center

PCP: difficulty
obtaining Thyroid
testing

PCP: difficulty
obtaining Celiac
screening

PCP: difficulty
obtaining Audiogram

PCP: difficulty
obtaining Sleep studies

PCP: difficulty
obtaining
Ophthalmology
assessment

PCP: length of
relationship with
patient

PCP: familiarity
with medical
history

PCP: familiarity
with psychosocial
history

PCP: quality of
communication with
caregiver

PCP: duration of
most recent wellness
visit

PCP: were you able to
spend enough time
with [name]?

PCP: caregiver able
to provide
information

PCP: did the caregiver
talk about any
concerns he/she had
about [name]’s
health?

167

167

167

166

167

166

159

167

167

167

166

166

165

163

-0.028

-0.290

-0.213

-0.051

0.004

0.049

-0.056

-0.070

-0.046

0.036

-0.004

0.038

0.003

0.195

-0.179

-0.424

-0.354

-0.202

-0.148

-0.104

-0.210

-0.219

-0.196

-0.116

-0.156

-0.115

-0.150

0.042

0.124

-0.145

-0.063

0.102

0.155

0.199

0.100

0.083

0.107

0.187

0.149

0.189

0.155

0.338

0.718

<.001

0.005

0.515

0.963

0.533

0.480

0.371

0.555

0.643

0.962

0.626

0.972

0.012

1.000

0.006

0.272

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

0.604

1.000

0.056

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



How would
you rate the
Caregiver
Checklist?

Person with DS: age at
baseline survey

Person with DS: sex

Person with DS: race
Person with DS:
ethnicity

Person with DS:
primary Insurance at
Randomization

Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

Score%

Caregiver: PedsQL
Total Scale Score’
Caregiver: age at
baseline survey
Caregiver: gender
Caregiver: race
Caregiver: ethnicity

Caregiver: how are
you related to
[name]?

Caregiver: what is the
highest level or grade
of school that you
have completed?

Caregiver: what is
your marital status?
Caregiver: PedsQL
FIM Parental HRQL
§
Summary Score
Caregiver: PedsQL

FIM Family
Functioning Summary

il
Score

Caregiver: PedsQL
FIM Total Scale

#
Score

101

101

100
100

101

100

101

101

101

101
100
101
101

101

101

101

101

101

-0.002

-0.006

-0.018
0.234

0.019

-0.120

0.002

-0.109

0.095

0.089
-0.001
0.295
-0.153

-0.127

0.033

-0.099

-0.039

-0.063

-0.193

-0.201

-0.213
0.039

-0.177

-0.309

-0.194

-0.298

-0.103

-0.108
-0.198

0.106
-0.338

-0.315

-0.164

-0.289

-0.232

-0.255

0.1948

0.190

0.179
0.412

0.214

0.078

0.197

0.089

0.285

0.280
0.195
0.464
0.044

0.070

0.227

0.098

0.158

0.134

0.982

0.956

0.860
0.018

0.848

0.232

0.986

0.278

0.345

0.375
0.990
0.002
0.126

0.203

0.743

0.323

0.700

0.531

1.000

1.000

1.000
0.912

1.000

1.000

1.000

1.000

1.000

1.000
1.000
0.127
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000



Caregiver: low health
literacy ™
Caregiver: low

T
numeracyT

Caregiver: time to
travel to primary care
provider

Caregiver: routine blood

tests (blood counts,
lead)

Caregiver: referral to
physician specialist
for consultation

Caregiver:
complex imaging
(CT, MRI)

Caregiver: out of your
pocket health care
costs for all members
of the household

Caregiver:
HCAHPS" top-
level score (%)

Caregiver: wellness visit
.88

rating

PCP: gender

PCP: race

PCP: ethnicity

PCP: role (e.g., MD,
NP)

PCP: specialty
PCP: years in practice
PCP: panel size

PCP: number of patients
with DS
PCP: practice size

PCP: practice setting

PCP: federally qualified
community health
center

PCP: difficulty
obtaining Thyroid

101

101

101

101

100

95

100

101

101

82
82
82
81

82
81
73
79

82
82
82

82

-0.093

0.006

-0.084

-0.075

-0.162

-0.116

-0.011

0.209

0.215

0.040
0.089
-0.047
-0.001

-0.072
-0.052
-0.089
-0.099

0.055
0.143
0.174

0.147

-0.284

-0.189

-0.275

-0.266

-0.348

-0.311

-0.207

0.015

0.021

-0.178
-0.130
-0.262
-0.220

-0.285
-0.267
-0.313
-0.313

-0.164
-0.076
-0.044

-0.072

0.104

0.201

0.113

0.122

0.035

0.087

0.186

0.389

0.394

0.255
0.300
0.172
0.217

0.147
0.168
0.144
0.125

0.269
0.349
0.377

0.353

0.351

0.951

0.400

0.456

0.105

0.260

0914

0.034

0.029

0.718
0.423
0.672
0.990

0.517
0.645
0.452
0.384

0.624
0.197
0.115

0.185

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000



Would you
recommend
DSC2U to
another

testing

PCP: difficulty
obtaining Celiac
screening

PCP: difficulty
obtaining Audiogram

PCP: difficulty
obtaining Sleep studies

PCP: difficulty
obtaining
Ophthalmology
assessment

PCP: length of
relationship with
patient

PCP: familiarity
with medical
history

PCP: familiarity
with psychosocial
history

PCP: quality of
communication with
caregiver

PCP: duration of
most recent wellness
visit

PCP: were you able to
spend enough time
with [name]?

PCP: caregiver able

to provide
information

PCP: did the
caregiver talk to you
about any concerns
about [name]’s
health?

Person with DS: age at
baseline survey

Person with DS: sex

Person with DS: race

82

82

82

82

75

82

82

82

82

82

81

81

101

101
100

0.136

-0.023

0.029

0.133

-0.126

-0.007

0.089

-0.034

0.095

-0.027

0.178

0.091

-0.027

0.023
-0.017

-0.083

-0.239

-0.189

-0.086

-0.343

-0.223

-0.131

-0.249

-0.124

-0.243

-0.042

-0.130

-0.221

-0.174
-0.212

0.343

0.195

0.245

0.340

0.104

0.211

0.300

0.185

0.306

0.191

0.382

0.304

0.170

0.217
0.180

0.220

0.839

0.793

0.231

0.280

0.952

0.426

0.762

0.393

0.809

0.109

0.416

0.791

0.822
0.870

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000



caregiver?

Person with DS:
ethnicity

Person with DS:
primary Insurance at
Randomization

Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

Score'
Caregiver: PedsQL
Total Scale Score”

Caregiver: age at
baseline survey

Caregiver: gender
Caregiver: race

Caregiver: ethnicity

Caregiver: how are you

related to [name]?

Caregiver: what is the

highest level or grade of

school that you have
completed?

Caregiver: what is your

marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary

§
Score

Caregiver: PedsQL FIM

Family Functioning

1
Summary Score

Caregiver: PedsQL FIM

Total Scale Score#

Caregiver: low health
literacy™

Caregiver: low
tt
numeracy

Caregiver: time to
travel to primary care
provider

100

101

100

101

101

101

101
100
101
101

101

101

101

101

101

101

101

101

0.182

0.003

-0.157

0.038

-0.118

-0.038

-0.026
0.062
0.164
0.041

0.030

-0.051

-0.102

-0.102

-0.099

-0.116

0.032

-0.103

-0.015

-0.193

-0.343

-0.159

-0.306

-0.232

-0.220
-0.136
-0.032
-0.156

-0.166

-0.244

-0.291

-0.291

-0.289

-0.305

-0.164

-0.293

0.365

0.198

0.040

0.231

0.080

0.158

0.170
0.256
0.349
0.235

0.224

0.146

0.096

0.096

0.098

0.081

0.226

0.094

0.069

0.977

0.116

0.708

0.240

0.702

0.795
0.536
0.099
0.682

0.764

0.614

0.310

0.309

0.323

0.246

0.747

0.303

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



Caregiver: routine blood
tests (blood counts, lead)

Caregiver: referral to
physician specialist
for consultation
Caregiver: complex
imaging (CT, MRI)

Caregiver: out of your
pocket health care costs
for all members of the

household?
Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
rating§§

PCP: gender

PCP: race

PCP: ethnicity

PCP: role (e.g., MD, NP)
PCP: specialty

PCP: years in practice
PCP: panel size

PCP: number of patients
with DS

PCP: practice size

PCP: practice setting
PCP: federally qualified
community health center
PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening

PCP: difficulty obtaining
Audiogram

PCP: difficulty obtaining
Sleep studies

PCP: difficulty obtaining
Ophthalmology
assessment

101

100

95

100

101

101

82
82
82
81
82
81
73
79

82
82
82

82

82

82

82

82

0.037

-0.124

-0.146

-0.103

0.140

0.097

0.109
0.144
-0.031
0.097
-0.091
0.011
-0.122
0.072

-0.046
0.097
0.077

0.003

-0.020

-0.007

-0.105

0.062

-0.160

-0.313

-0.338

-0.294

-0.057

-0.100

-0.110
-0.076
-0.247
-0.124
-0.302
-0.208
-0.342
-0.151

-0.260
-0.123
-0.142

-0.214

-0.236

-0.223

-0.315

-0.158

0.230

0.074

0.057

0.095

0.326

0.287

0.319
0.350
0.187
0.309
0.129
0.228
0.111
0.289

0.173
0.307
0.290

0.220

0.198

0.211

0.115

0.275

0.716

0.218

0.156

0.306

0.162

0.331

0.326
0.196
0.780
0.389
0.416
0.925
0.302
0.525

0.684
0.386
0.488

0.978

0.858

0.951

0.346

0.581

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000



Would you
re- read/re-
use links in
the Caregiver
Checklist?

PCP: length of
relationship with patient
PCP: familiarity with
medical history

PCP: familiarity

with psychosocial
history

PCP: quality of
communication with
Caregiver

PCP: duration of most
recent wellness visit

PCP: were you able to
spend enough time
[name]?

PCP: caregiver able to

provide information

PCP: did the caregiver
talk about any concerns

he/she had about
[name]’s health?

Person with DS: age at
baseline survey

Person with DS: sex
Person with DS: race
Person with DS: ethnicity

Person with DS: primary
Insurance at
Randomization

Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

ScoreT
Caregiver: PedsQL Total
Scale Scorei

Caregiver: age at
baseline survey

Caregiver: gender

Caregiver: race

75

82

82

82

82

82

81

81

108

108
107
107
108

107

108

108

108

108
107

-0.124

0.006

0.091

-0.177

0.076

-0.087

0.230

0.176

0.126

-0.062
-0.022
-0.066
-0.007

0.077

-0.037

0.050

0.034

0.004
-0.039

-0.342

-0.211

-0.128

-0.379

-0.144

-0.298

0.012

-0.044

-0.065

-0.248
-0.211
-0.253
-0.196

-0.114

-0.225

-0.140

-0.156

-0.185
-0.227

0.106

0.223

0.302

0.042

0.288

0.133

0.427

0.379

0.308

0.129
0.168
0.126
0.182

0.263

0.153

0.237

0.222

0.193
0.152

0.286

0.959

0.413

0.110

0.498

0.438

0.038

0.115

0.192

0.524
0.818
0.499
0.940

0.426

0.701

0.606

0.725

0.966
0.690

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000



Caregiver: ethnicity
Caregiver: how are you
related to [name]?

Caregiver: what is the
highest level or grade of
school that you have
completed?

Caregiver: what is your
marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary
Score§
Caregiver: PedsQL FIM
Family Functioning

1
Summary Score
Caregiver: PedsQL FIM
Total Scale Score’
Caregiver: low health
literacy ™
Caregiver: low
numeracyTT
Caregiver: time to

travel to primary care
provider

Caregiver: routine blood
tests (blood counts, lead)
Caregiver: referral to
physician specialist

for consultation
Caregiver: complex
imaging (CT, MRI)
Caregiver: out of your
pocket health care costs
for all members of the
household?

Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
rating§§

PCP: gender

108
108

108

108

108

108

108

108

108

108

108

107

101

107

108

108

88

-0.021
-0.012

-0.010

0.037

0.102

0.072

0.100

0.029

0.028

0.092

0.057

0.287

0.116

-0.083

0.055

0.046

0.019

-0.209
-0.201

-0.199

-0.153

-0.089

-0.119

-0.091

-0.161

-0.162

-0.098

-0.133

0.103

-0.081

-0.268

-0.136

-0.144

-0.191

0.169
0.177

0.179

0.224

0.285

0.257

0.284

0.217

0.216

0.276

0.244

0.452

0.305

0.109

0.241

0.233

0.228

0.830
0.898

0.918

0.703

0.293

0.461

0.302

0.766

0.770

0.341

0.554

0.002

0.245

0.395

0.572

0.636

0.857

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

0.126

1.000

1.000

1.000

1.000

1.000

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



PCP: race

PCP: ethnicity

PCP: role (e.g., MD, NP)
PCP: specialty

PCP: years in practice

PCP: panel size

PCP: number of patients
with DS

PCP: practice size
PCP: practice setting

PCP: federally qualified
community health center
PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening

PCP: difficulty obtaining
Audiogram

PCP: difficulty obtaining
Sleep studies

PCP: difficulty obtaining

Ophthalmology
assessment

PCP: length of
relationship with patient
PCP: familiarity

with medical

history

PCP: familiarity

with psychosocial
history

PCP: quality of
communication with
caregiver

PCP: duration of most
recent wellness visit
PCP: were you able to
spend enough time with
[name]?

PCP: caregiver able to
provide information

88
88
87
88

87
78

84

88
87
88

88

88

88

88

88

80

88

88

88

88

88

87

0.009
-0.005
0.217
0.125

-0.111
0.037

-0.036

-0.107
-0.196
-0.003

0.005

0.077

0.017

0.119

0.034

0.185

-0.036

-0.000

-0.090

0.153

0.011

-0.099

-0.201
-0.214

0.007
-0.086

-0.314
-0.187

-0.248

-0.310
-0.390
-0.213

-0.204

-0.135

-0.193

-0.093

-0.177

-0.036

-0.243

-0.210

-0.294

-0.058

-0.199

-0.303

0.218
0.205
0.409
0.326

0.102
0.257

0.180

0.104
0.015
0.206

0.215

0.281

0.226

0.321

0.242

0.389

0.175

0.209

0.121

0.351

0.220

0.114

0.931
0.964
0.042
0.242

0.306
0.748

0.745

0.318
0.067
0.975

0.959

0.477

0.872

0.267

0.754

0.099

0.742

0.999

0.400

0.152

0.916

0.361

1.000
1.000
1.000
1.000

1.000
1.000

1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000
1.000

1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



Would you
complete the
DSC2U
intake form
again?

PCP: did the caregiver
talk to you about any
concerns he/she had
about [name]’s health?

Person with DS: age at
baseline survey

Person with DS: sex

Person with DS: race
Person with DS: ethnicity

Person with DS:
primary Insurance at
Randomization

Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

Score'

Caregiver: PedsQL Total
Scale Score’

Caregiver: age at
baseline survey
Caregiver: gender
Caregiver: race
Caregiver: ethnicity
Caregiver: how are you
related to [name]?

Caregiver: what is the
highest level or grade of
school that you have
completed?

Caregiver: what is your
marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary

§
Score

Caregiver: PedsQL FIM
Family Functioning

Summary Score'
Caregiver: PedsQL FIM

Total Scale Score#

87

108

108

107
107
108

107

108

108

108

108
107
108
108

108

108

108

108

108

-0.080

0.115

0.036

-0.062
0.017
-0.030

0.093

-0.029

0.043

0.105

-0.039
0.025
0.064
0.137

0.060

-0.023

0.140

0.119

0.152

-0.286

-0.075

-0.154

-0.249
-0.173
-0.217

-0.099

-0.217

-0.147

-0.086

-0.226
-0.166
-0.127
-0.053

-0.130

-0.211

-0.050

-0.072

-0.038

0.133

0.298

0.224

0.130
0.207
0.160

0.278

0.161

0.230

0.2848

0.151
0.214
0.249
0.318

0.246

0.167

0.321

0.301

0.332

0.461

0.234

0.710

0.527
0.859
0.760

0.341

0.762

0.657

0.278

0.687
0.799
0.513
0.155

0.535

0.814

0.146

0.220

0.114

1.000

1.000

1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000



Caregiver: low
health literacy™

Caregiver: low

tt
numeracy

Caregiver: time to
travel to primary care
provider

Caregiver: routine blood
tests (blood counts, lead)

Caregiver: referral to
physician specialist
for consultation

Caregiver: complex
imaging (CT, MRI)

Caregiver: out of your
pocket health care costs
for all members of the
household?

Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
rating§§

PCP: gender

PCP: race

PCP: ethnicity

PCP: role

PCP: specialty

PCP: years in practice
PCP: panel size

PCP: number of patients
with DS

PCP: practice size

PCP: practice setting
PCP: federally qualified
community health center

PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening

108

108

108

108

107

101

107

108

108

88
88
88
87
88
87
78
84

88
87
88

88

88

-0.132

-0.045

-0.007

-0.003

0.081

0.103

0.085

0.050

0.111

0.004
-0.104
-0.042

0.142
-0.028
-0.021
-0.112
-0.093

0.028
-0.015
0.204

0.223

0.256

-0.313

-0.232

-0.196

-0.192

-0.110

-0.094

-0.107

-0.140

-0.080

-0.205
-0.307
-0.249
-0.071
-0.236
-0.231
-0.327
-0.302

-0.182
-0.225
-0.006

0.014

0.049

0.059

0.145

0.182

0.186

0.267

0.293

0.270

0.237

0.294

0.213
0.107
0.169
0.342
0.183
0.190
0.113
0.123

0.237
0.196
0.397

0.413

0.441

0.172

0.642

0.939

0.973

0.403

0.302

0.384

0.606

0.252

0.969
0.331
0.699
0.189
0.797
0.845
0.326
0.396

0.792
0.890
0.055

0.035

0.015

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

0.784

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000



PCPs: Did you
discuss this
Primary Care
Plan or any of its

recommendations
0

PCP: difficulty
obtaining Audiogram

PCP: difficulty
obtaining Sleep studies
PCP: difficulty
obtaining
Ophthalmology
assessment

PCP: length of
relationship with patient
PCP: familiarity

with medical

history

PCP: familiarity

with psychosocial
history

PCP: quality of
communication with

caregiver

PCP: duration of most
recent wellness visit

PCP: were you able to
spend enough time with
[name]?

PCP: caregiver able to
provide information

PCP: did the caregiver
talk to you about any
concerns he/she had
about [name]’s health?

Person with DS: age at
baseline survey

Person with DS: sex
Person with DS: race

Person with DS: ethnicity

Person with DS:
primary Insurance at
Randomization

Caregiver: PedsQL

Psychosocial Health
Score”

88

88

88

80

88

88

88

88

88

87

87

36

36
36
36

36

36

0.109

0.108

0.061

0.164

0.003

0.013

-0.079

-0.073

-0.166

-0.142

-0.094

-0.070

-0.096
0.000
-0.505

-0.172

-0.092

-0.103

-0.104

-0.151

-0.058

-0.206

-0.197

-0.284

-0.279

-0.363

-0.342

-0.299

-0.390

-0.412
-0.329
-0.715

-0.473

-0.408

0.312

0.310

0.267

0.370

0.213

0.222

0.133

0.138

0.045

0.071

0.119

0.265

0.240
0.329
-0.211

0.166

0.244

0.309

0.316

0.574

0.145

0.975

0.907

0.464

0.495

0.120

0.189

0.384

0.683

0.574
1.000
0.001

0.312

0.593

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
0.062

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
0.560

1.000

1.000



Caregiver: PedsQL
Physical Functioning

ScoreT

Caregiver: PedsQL Total
Scale Score’

Caregiver: age at
baseline survey
Caregiver: gender
Caregiver: race
Caregiver: ethnicity
Caregiver: how are you
related to [name]?

Caregiver: what is the
highest level or grade of
school that you have
completed?

Caregiver: what is your
marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary

§
Score

Caregiver: PedsQL FIM
Family Functioning

Summary Score'
Caregiver: PedsQL FIM
Total Scale Score’

Caregiver: low health
literacy™

Caregiver: low
tt
numeracy

Caregiver: time to
travel to primary care
provider

Caregiver: routine blood
tests (blood counts, lead)
Caregiver: referral to
physician specialist

for consultation

Caregiver: complex
imaging (CT, MRI)

36

36

36

36
36
36
36

36

36

36

36

36

36

36

36

36

36

34

0.175

0.079

-0.155

0.165
-0.138
-0.505
-0.330

0.003

0.005

-0.235

0.134

-0.018

-0.286

-0.110

-0.070

-0.058

0.052

0.051

-0.163

-0.256

-0.460

-0.173
-0.446
-0.715
-0.594

-0.326

-0.324

-0.523

-0.203

-0.345

-0.562

-0.423

-0.389

-0.380

-0.282

-0.292

0.476

0.397

0.183

0.468
0.200
-0.211
-0.001

0.331

0.333

0.102

0.443

0.312

0.047

0.227

0.265

0.276

0.374

0.382

0.303

0.643

0.362

0.331
0.418
0.001
0.046

0.985

0.978

0.163

0.431

0.915

0.086

0.522

0.683

0.734

0.763

0.774

1.000

1.000

1.000

1.000
1.000
0.062
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
0.560
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



Caregiver: out of your
pocket health care costs
for all members of the
household?

Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
rating§§

PCP: gender

PCP: race

PCP: ethnicity

PCP: role

PCP: specialty

PCP: years in practice
PCP: panel size

PCP: number of patients
with DS

PCP: practice size

PCP: practice setting
PCP: federally qualified
community health center

PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening

PCP: difficulty obtaining
Audiogram

PCP: difficulty obtaining
Sleep studies

PCP: difficulty obtaining
Ophthalmology
assessment

PCP: length of
relationship with patient
PCP: familiarity with
medical history

PCP: familiarity

with psychosocial
history

34

35

35

36
36
36
35
36
35
34
36

36
36
36

36

36

36

36

36

33

36

36

0.164

0.020

0.102

0.063
-0.085
-0.138

0.099
-0.126
-0.016

0.060

0.149

0.159
-0.026
-0.289

-0.138

0.057

0.042

-0.101

-0.030

0.072

-0.037

0.042

-0.184

-0.315

-0.239

-0.271
-0.402
-0.446
-0.242
-0.436
-0.347
-0.284
-0.189

-0.179
-0.352
-0.564

-0.446

-0.277

-0.291

-0.416

-0.355

-0.279

-0.361

-0.291

0.476

0.351

0.421

0.384
0.251
0.200
0.419
0.212
0.319
0.390
0.455

0.463
0.305
0.044

0.200

0.379

0.365

0.235

0.302

0.405

0.296

0.365

0.348

0.907

0.556

0.712
0.620
0.418
0.567
0.462
0.927
0.736
0.382

0.350
0.878
0.083

0.418

0.739

0.808

0.554

0.862

0.690

0.831

0.808

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



PCPs: Were
you interested
in any of the
information in
this Primary
Care Plan?

PCP: quality of
communication
with caregiver

PCP: duration of most
recent wellness visit

PCP: were you able to
spend enough time with
[name]?

PCP: caregiver able to

provide information

PCP: did the caregiver
talk to you about any
concerns he/she had
about [name]’s health?

Person with DS: age at
baseline survey

Person with DS: sex
Person with DS: race
Person with DS: ethnicity

Person with DS:
primary Insurance at
Randomization

Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

ScoreT

Caregiver: PedsQL Total
Scale Score’

Caregiver: age at
baseline survey
Caregiver: gender
Caregiver: race
Caregiver: ethnicity

Caregiver: how are you
related to [name]?
Caregiver: what is the
highest level or grade of
school that you have
completed?

36

36

36

36

36

35

35
35

35

35

35

35

35

35
35
35
35

35

-0.217

0.443

0.040

0.289

0.289

-0.303

-0.127
-0.028
-0.280

0.019

-0.003

-0.202

-0.099

-0.210

-0.064
0.115
-0.280
0.254

0.277

-0.509

0.134

-0.292

-0.044

-0.044

-0.578

-0.442
-0.358
-0.561
-0.316

-0.336

-0.502

-0.418

-0.508

-0.389
-0.227
-0.561
-0.087

-0.062

0.120

0.674

0.364

0.564

0.564

0.0344

0.215
0.308
0.059
0.350

0.330

0.141

0.242

0.133

0.276
0.432
0.059
0.541

0.559

0.199

0.006

0.816

0.083

0.083

0.073

0.463
0.872
0.099
0.912

0.986

0.239

0.569

0.221

0.715
0.507
0.099
0.136

0.102

1.000

0.274

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000



Caregiver: what is your
marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary

§
Score

Caregiver: PedsQL FIM
Family Functioning

Summary Score'
Caregiver: PedsQL FIM
Total Scale Score’

Caregiver: low health
literacy™

Caregiver: low
tt
numeracy

Caregiver: time to
travel to primary care
provider

Caregiver: routine blood
tests (blood counts, lead)

Caregiver: referral to
physician specialist
for consultation
Caregiver: complex
imaging (CT, MRI)

Caregiver: out of your
pocket health care costs
for all members of the
household?

Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
.88

rating

PCP: gender

PCP: race

PCP: ethnicity

PCP: role

35

35

35

35

35

35

35

35

35

33

33

34

34

35
35

35
34

0.009

-0.102

-0.099

-0.151

0.191

-0.061

-0.025

0.162

0.218

0.115

0.237

0.082

0.124

-0.018
0.213

0.153
0.111

-0.325

-0.421

-0.418

-0.461

-0.152

-0.386

-0.356

-0.181

-0.124

-0.238

-0.116

-0.263

-0.224

-0.349
-0.130

-0.189
-0.236

0.342

0.239

0.242

0.192

0.493

0.278

0.310

0.470

0.514

0.441

0.536

0.409

0.443

0.317
0.510

0.463
0.433

0.957

0.557

0.569

0.381

0.267

0.725

0.884

0.349

0.202

0.521

0.180

0.642

0.482

0.919
0.215

0.375
0.530

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000

1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000

1.000
1.000



PCP: specialty
PCP: years in practice
PCP: panel size

PCP: number of patients
with DS

PCP: practice size
PCP: practice setting

PCP: federally qualified
community health center
PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening

PCP: difficulty obtaining
Audiogram

PCP: difficulty obtaining
Sleep studies

PCP: difficulty obtaining
Ophthalmology

assessment

PCP: length of
relationship with patient
PCP: familiarity with
medical history

PCP: familiarity

with psychosocial
history

PCP: quality of
communication with
caregiver

PCP: duration of most
recent wellness visit

PCP: were you able to
spend enough time with
[name]?

PCP: caregiver able to

provide information
PCP: did the caregiver

talk to you about any
concerns he/she had
about [name]’s health?

35
34
33
35

35
35
35

35

35

35

35

35

32

35

35

35

35

35

35

35

-0.097
-0.059
0.156
0.050

0.030
0.193
-0.267

-0.153

0.032

0.140

0.166

-0.087

-0.039

0.347

0.419

-0.324

0.133

0.000

-0.107

-0.107

-0.416
-0.389
-0.198
-0.288

-0.307
-0.150
-0.552

-0.463

-0.305

-0.202

-0.177

-0.409

-0.383

0.015

0.099

-0.594

-0.210

-0.333

-0.425

-0.425

0.244
0.285
0.474
0.377

0.359
0.494
0.072

0.189

0.361

0.452

0.473

0.253

0314

0.610

0.660

0.010

0.446

0.333

0.235

0.235

0.578
0.740
0.382
0.773

0.865
0.262
0.116

0.375

0.855

0.417

0.337

0.615

0.829

0.038

0.011

0.053

0.443

1.000

0.538

0.538

1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

0.536

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



PCPs: Did you
agree with the
recommendations
in the Primary
Care plan?

Person with DS: age at
baseline survey

Person with DS: sex
Person with DS: race
Person with DS: ethnicity

Person with DS:
primary Insurance at
Randomization

Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

Score’

Caregiver: PedsQL Total
Scale Score’

Caregiver: age at
baseline survey
Caregiver: gender
Caregiver: race
Caregiver: ethnicity
Caregiver: how are you
related to [name]?

Caregiver: what is the
highest level or grade of
school that you have
completed?

Caregiver: what is your
marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary

§
Score

Caregiver: PedsQL FIM

Family Functioning
Summary Score
Caregiver: PedsQL FIM

Total Scale Score#

Caregiver: low health
literacy ™

Caregiver: low

tt
numeracy

33

36
36

36

36

36

36

33

36
36
36
36

36

36

36

36

36

36

-0.342

0.000
-0.103
0.000
0.118

-0.025

-0.056

-0.037

-0.178

-0.078
0.047
0.000
0.313

0.035

-0.122

-0.018

-0.102

-0.068

0.235

0.075

-0.603

-0.329
-0.418
-0.329
-0.219

-0.351

-0.377

-0.361

-0.479

-0.397
-0.286
-0.329
-0.018

-0.297

-0.434

-0.344

-0.416

-0.388

-0.101

-0.260

-0.015

0.329
0.233
0.329
0.430

0.306

0.278

0.296

0.159

0.257
0.370
0.329
0.581

0.360

0.215

0.313

0.235

0.267

0.523

0.394

0.038

1.000
0.545
1.000
0.491

0.884

0.745

0.831

0.293

0.647
0.783
1.000
0.060

0.837

0.473

0.918

0.551

0.692

0.162

0.661

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



Caregiver: time to
travel to primary care
provider

Caregiver: routine blood
tests (blood counts, lead)

Caregiver: referral to
physician specialist
for consultation
Caregiver: complex
imaging (CT, MRI)

Caregiver: out of your
pocket health care costs
for all members of the
household?

Caregiver:

HCAHPS™ top-level
score (%)

Caregiver: wellness visit
rating§§

PCP: gender

PCP: race

PCP: ethnicity

PCP: role

PCP: specialty

PCP: years in practice
PCP: panel size

PCP: number of patients
with DS

PCP: practice size

PCP: practice setting

PCP: federally qualified
community health center
PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening
PCP: difficulty obtaining

Audiogram

PCP: difficulty obtaining
Sleep studies

36

36

36

34

34

35

35

36
36
36
35
36
35
34
36

36
36
36

36

0.045

0.107

0.018

0.129

0.076

-0.200

-0.130

0.239
0.000
0.189
-0.195
-0.154
-0.213
0.085
0.013

-0.330
-0.023
-0.198

-0.189

-0.235

0.236

-0.306

-0.288

-0.229

-0.313

-0.219

-0.269

-0.500

-0.444

-0.098
-0.329
-0.149
-0.496
-0.459
-0.510
-0.260
-0.317

-0.594
-0.349
-0.494

-0.487

-0.523

-0.100

-0.576

0.368

0.421

0.344

0.447

0.404

0.143

0.213

0.526
0.329
0.487
0.147
0.184
0.129
0.412
0.340

-0.002
0.308
0.140

0.149

0.101

0.524

0.025

0.795

0.530

0.918

0.465

0.666

0.245

0.453

0.157
1.000
0.264
0.256
0.367
0.214
0.628
0.941

0.046
0.892
0.243

0.264

0.162

0.160

0.066

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000



PCPs: How
would you rate
the Primary
Care Plan?

PCP: difficulty obtaining
Ophthalmology
assessment

PCP: length of
relationship with patient
PCP: familiarity

with medical

history

PCP: familiarity

with psychosocial
history

PCP: quality of
communication with

caregiver

PCP: duration of most
recent wellness visit

PCP: were you able to
spend enough time with
[name]?

PCP: caregiver able to

provide information

PCP: did the caregiver
talk to you about any
concerns he/she had
about [name]’s health?

Person with DS: age at
baseline survey

Person with DS: sex

Person with DS: race
Person with DS: ethnicity

Person with DS:
primary Insurance at
Randomization
Caregiver: PedsQL
Psychosocial Health
Score”

Caregiver: PedsQL
Physical Functioning

ScoreT
Caregiver: PedsQL Total

Scale Score1

36

33

36

36

36

36

36

36

36

35

35

35

35

35

35

35

-0.421

-0.280

0.100

0.048

0.117

-0.098

0.027

0.198

0.198

-0.340

-0.055

-0.022
0.045
-0.046

-0.160

0.117

-0.037

-0.658

-0.568

-0.236

-0.285

-0.220

-0.413

-0.304

-0.140

-0.140

-0.605

-0.381

-0.353
-0.293
-0.373

-0.468

-0.225

-0.366

-0.107

0.071

0.415

0.371

0.429

0.238

0.353

0.494

0.494

0.008

0.283

0.313
0.372
0.292

0.183

0.433

0.300

0.009

0.110

0.558

0.778

0.494

0.567

0.873

0.243

0.243

0.042

0.752

0.898
0.798
0.792

0.355

0.501

0.832

0.461

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000

1.000

1.000

1.000



Caregiver: age at
baseline survey

Caregiver: gender
Caregiver: race
Caregiver: ethnicity

Caregiver: how are you
related to [name]?
Caregiver: what is the
highest level or grade of
school that you have
completed?

Caregiver: what is your
marital status?

Caregiver: PedsQL FIM
Parental HRQL Summary

Score§
Caregiver: PedsQL FIM
Family Functioning

1
Summary Score
Caregiver: PedsQL
FIM Total Scale Score’
Caregiver: low health
literacy ™
Caregiver: low
numeracyﬁ
Caregiver: time to
travel to primary care
provider

Caregiver: routine blood
tests (blood counts, lead)
Caregiver: referral to

physician specialist

for consultation
Caregiver: complex
imaging (CT, MRI)
Caregiver: out of your
pocket health care costs

for all members of the
household?

Caregiver:

HCAHPS™ top-level
score (%)

35

35
35
35

35

35

35

35

35

35

35

35

35

33

33

34

-0.192

-0.068
0.129
0.045
0.211

0.153

-0.007

-0.304

-0.282

-0.299

0.361

-0.052

0.131

-0.141

-0.163

-0.134

0.345

-0.024

-0.494

-0.393
-0.214
-0.293
-0.131

-0.189

-0.340

-0.579

-0.562

-0.575

0.031

-0.379

-0.212

-0.453

-0.470

-0.456

0.002

-0.359

0.151

0.271
0.443
0.372
0.509

0.463

0.327

0.033

0.057

0.038

0.620

0.286

0.445

0.202

0.180

0.219

0.615

0.317

0.265

0.695
0.458
0.798
0.218

0.374

0.967

0.072

0.097

0.076

0.030

0.765

0.450

0.414

0.346

0.454

0.046

0.894

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



Caregiver: wellness visit
rating§§

PCP: gender

PCP: race

PCP: ethnicity

PCP: role

PCP: specialty

PCP: years in practice
PCP: panel size

PCP: number of patients
with DS
PCP: practice size

PCP: practice setting

PCP: federally qualified
community health center

PCP: difficulty obtaining
Thyroid testing

PCP: difficulty obtaining
Celiac screening

PCP: difficulty obtaining
Audiogram

PCP: difficulty obtaining
Sleep studies
PCP: difficulty obtaining

Ophthalmology assessment

PCP: length of
relationship with patient
PCP: familiarity with
medical history

PCP: familiarity

with psychosocial
history

PCP: quality of
communication with
caregiver

PCP: duration of most
recent wellness visit
PCP: were you able to

spend enough time with
[name]?

34

35
35
35
34
35
34
33
35

35
35
35

35

35

35

35

32

35

35

35

35

35

-0.075

0.037
0.038
0.257
-0.241
-0.228
0.014
0.478
0.294

0.055
-0.071
-0.239

-0.043

-0.020

0.318

-0.069

-0.192

-0.250

0.267

0.222

-0.126

-0.110

0.245

-0.403

-0.300
-0.299
-0.083
-0.535
-0.521
-0.326

0.161
-0.044

-0.284
-0.395
-0.530

-0.371

-0.351

-0.017

-0.393

-0.493

-0.550

-0.072

-0.120

-0.441

-0.428

-0.096

0.270

0.366
0.366
0.544
0.106
0.114
0.350
0.706
0.571

0.381
0.269
0.103

0.295

0.315

0.589

0.271

0.151

0.109

0.552

0.517

0.216

0.231

0.535

0.671

0.832
0.829
0.131
0.165
0.183
0.938
0.004
0.082

0.753
0.685
0.162

0.806

0.907

0.059

0.692

0.266

0.163

0.116

0.195

0.467

0.525

0.151

1.000

1.000
1.000
1.000
1.000
1.000
1.000
0.195
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000
1.000
1.000
1.000
1.000
1.000
1.000
1.000

1.000
1.000
1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000

1.000



PCP: caregiver able to 35 0.188 -0.155 0.490 0276 1.000 1.000
provide information

PCP: did the caregiver 35 0.188 -0.155 0.490 0276 1.000 1.000
talk to you about any

concerns he/she had

about [name]’s health?

Notes:

*PedsQL Psychosocial Health Score is the sum of the items over the number of items
answered in the Emotional, Social, and School Functioning scales. It is scaled from 0 (Low)
to 100 (High). Higher scores indicate a better quality of life.

TPedsQL Physical Functioning Score is scaled from 0 (Low) to 100 (High). Higher scores indicate a
better quality of life

1 PedsQL Total Scale Score is the sum of all the items over the number of items answered on
all the Scales. It is scaled from 0 (Low) to 100 (High). Higher scores indicate a better quality
of life.

SPedsQL FIM Parental HRQL Summary Score includes 20 items and is computed as the sum of
the items divided by the number of items answered in the Physical, Emotional, Social, and
Cognitive Functioning Scales. It is scaled from 0 (Low) to 100 (High). Higher scores indicate a
better functioning.

PedsQL FIM Family Functioning Summary Score includes 8 items and is computed as the sum
of the items divided by the number of items answered in the Daily Activities and family
Relationships scales. It is scaled from 0 (Low) to 100 (High). Higher scores indicate a better
functioning.

"PedsQL FIM Total Score is a sum of all 36 items divided by the number of items answered. It
is scaled from 0 (Low) to 100 (High). Higher scores indicate a better functioning.

“*Low health literacy was defined as a response of “sometimes,” “often,” or “always” to any of
the following three questions: “How often do you have someone help you read medical
materials?” “How often do you need help filling out medical forms?”’; and “How often do you
have problems learning about [name]’s medical condition because of difficulty understanding
written information?” [answer options: Never, Occasionally, Sometimes, Often or Always]

T"Low numeracy is defined as an answer of “1 in 100, 1 in 1000, or Don’t know” to the question:
“Which of the following numbers represents the biggest risk of getting a disease?” [answer
options: “1 in 10, 1 in 100, 1 in 1000, or Don’t know’’] or an answer of “1%, 5%, 10%, or Don’t
know” to the question: “Which of the following numbers represents the biggest risk of getting a
disease?” [answer options: 1%, 10%, 5%, or Don’t know]

HHCAHPS stands for Hospital Consumer Assessment of Healthcare Providers and Systems and
is the nationally standardized survey of patients’ perspectives of hospital care.

Y¥The Wellness visit rating is scaled from 0-10 with 0 meaning the “Worst wellness visit
possible” and 10 meaning the “Best wellness visit possible.” The numbers that are not



represented here (e.g., 0, 1, 3) had zero responses.

Nom P-value is the comparison-wide p-value with no correction for multiple comparisons

# Adj P-value is a step-down Bonferroni adjusted p-value correcting for the 51 predictors evaluated for
each outcome measure

“Full Adj P-value is a step-down Bonferroni adjust p-value correcting for all 459 combinations of
predicators and outcomes
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