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Number of Cancer Survivors in the United States,
by Calendar Year and Time Since Diagnosis
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Rates of mortality from noncancer causes among AYAs with cancer compared to the general population

Deaths per
100,000 person-
years among

Observed  Expected SMR (95% CI) Excess Risk?  AYAs with cancer

All noncancer 12948 7053.34 1.84 (1.80-1.87) 18.87 414.43

Infectious 3068 597.58 5.13 (4.95-5.32) 7.91 98.20
Tuberculosis 9 5.11 1.76 (0.81-3.35) 0.01 0.29
Syphilis 0 0.22 0 (0-16.58) 0.00 0.00
Septicemia 319 121.14 2.63(2.35-2.94) 0.63 10.21
Other Infectious and Parasitic Diseases including

HIV 2,292 338.27 6.78 (6.50-7.06) 6.25 73.36
Pneumonia and Influenza 448 132.83 3.37 (3.07-3.70) 1.01 14.34

Cardiovascular 3,573 2311.77 1.55 (1.50-1.60) 4.04 114.36
Diseases of Heart 2,906 1841.72 1.58 (1.52-1.64) 341 93.01
Hypertension without Heart Disease 75 56.89 1.32 (1.04-1.65) 0.06 2.40
Cerebrovascular Diseases 489 340.24 1.44 (1.31-1.57) 0.48 15.65
Atherosclerosis 20 10.26 1.95(1.19-3.01) 0.03 0.64
Aortic Aneurysm and Dissection 37 36.72 1.01 (0.71-1.39) 0.00 1.18
Other Diseases of Arteries, Arterioles, Capillaries 46 2593 1.77 (1.30-2.37) 0.06 1.47

Respiratory
Ch.mnic Obstructive Pulmonary Disease and Allied

Conditions 408 351.95 1.16 (1.05-1.28) 0.18 13.06

Gastrointestinal and liver 370 336.63 1.10 (0.99-1.22) 0.11 11.84
Stomach and Duodenal Ulcers 33 13.68 2.41(1.66-3.39) 0.06 1.06
Chronic Liver Disease and Cirrhosis 337 322,95 1.04 (0.94-1.16) 0.04 10.79

Renal
Nephritis, Nephrotic Syndrome and Nephrosis 270 112.39 2.40(2.12-2.71) 0.50 8.04

External 1,802 1668.25 1.08 (1.03-1.13) 0.43 57.68
Accidents and Adverse Effects 1,120 1042.17 1.07 (1.01-1.14) 0.25 35.85
Suicide and Self-Inflicted Injury 540 437.42 1.23 (1.13-1.34) 0.33 17.28
Homicide and Legal Intervention 142 188.67 0.75 (0.63-0.89) 0.15 4.55

Other 3457 1674.78 2.06 (2.00-2.13) 5.70 110.65
Diabetes Mellitus 373 304.65 1.22(1.10-1.36) 0.22 11.94
Alzheimers disease (ICD-9 and 10 only) 28 28.93 0.97 (0.64-1.40) 0.00 0.90
Camglica(ions of Pregnancy, Childbirth,

Puerperium 66 8.73 7.56 (5.84-9.61) 0.18 2.11
Congenital Anomalies 95 4261 223 (1.80-2.73) 0.17 3.04
Certain Conditions Originating in Perinatal Period 4 0.33 12.04 (3.28-30.83) 0.01 0.13
Symptoms, Signs and I1l-Defined Conditions 258 142.55 1.81 (1.60-2.04) 0.37 8.26
Other Causes of Death 2,633 1146.98 2.30(2.21-2.38) 4.76 84.28

Abbreviations: AYAs, adolescents and young adults; SMR, standardized mortality ratio; HIV, human immunodeficiency virus

“Deaths per 10,000 person-years
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N
ot transition.

POLICY/GUIDE

Develop, discuss, and
share transition and
care policy/guide

—

TRACKING &
MONITORING

Track progress using
a flow sheet registry

AGE 14-18

READINESS

Assess self-care skills
and offer education
on identified needs

AGE 14-18

PLANNING

Develop HCT plan
with medical
summary

AGE 14-18

o

TRANSFER OF
CARE

Transfer to adult-
centered care and to
an adult practice

—C=
\_

~

TRANSITION
COMPLETION

Confirm transfer
completion and elicit
consumer feedback

— =
/
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@ncest NCGMBITETOT S A

NCGM adult
departments

NCGM Transition clinic

Pediatrics team

» Evaluate readiness for
transition

» Obtain consent from CCS**
about sharing information with

NCGM

»Provide medical, developmental
and social information to NCGM

» Attend the Joint Conference

<The first visit>

» Evaluate physical and
psychosocial status at the first

visit with AYA*** support team

» Set up a “Joint Conference”

<The second visit~>

» Share the care plan with CCS
developed in the conference.

»Physicians at Transition Clinic
refers the CCS to the
appropriate departments based
on ongoing health problems
and risks.

» Oncologists integrates the
information and plays a
consultative role in health and
psychosocial aspects of CCS

\.

J

»Evaluate health problems from
an adult medicine perspective
and provide treatment or follow-
up as needed

»AYA support team provides
psychosocial follow-up as
needed.
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POLICY/GUIDE

Develop, discuss, and
share transition and
care policy/guide
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THE SIX CORE ELEMENTS OF HEALTH CARE TRANSITION™ 3.0

Sample Self-Care Skills Assessment for Young Adults TEESUICOREEEEREN ENOHEAFTHICARETRANRTION

Please fill out this form to help us see what you already know about your health, how to use health

care, and the areas you wanlplo learn more’;bouL If ygu need help vgim this form, please ask your Health Care Transltlon ProceSS Measu rement TOO| (C(mtmucd)

parenticaregiver or doctor. Instructi The practice/system can be scored according to the percentage of young adults that receive each of the Six Core
Elements. Possible scores range from 1-5.* If a practice/system starts with a subset of young adults with special needs, they would

Preforved name Tapolname Date of birth Today's date likely be reaching 20% or less of eligible patients for a score of 1 point. If they are implementing the Six Core Elements for all eligible

young adults with and without chronic conditions, they would score at the maximum level of 5 points. (No partial scores.)

SELF-CARE IMPORTANCE & CONFIDENCE Please circle the number that best describes how you feel now
How important is it to you to manage your own health care? SCORE
0 1 2 3 % 5 6 7 8 9 10 PERCENT OF TRANSITION-AGED PATIENTS Rl IVING SIX CORE ELEMENTS
not very
How confident do you feel about your ability to manage your own health care?
0 1 2 3 4 5 6 7 8 9 10 1. Transition and Care Policy/Guide
not very Sharing transition and care policy/guide with young adults, ages 18-26 (letter or visit)
MY HEALTH & HEALTH CARE Please check the answer that best aj ok
T 2. Tracking and Monitoring
Lo Spah Ty DssEneads o ot =) 2] L2} Tracking young adults, ages 1826, with an individual transition flow sheet or registry
1 know how to ask questions when | do not understand what my doctor says. ]

| know my allergies to medicines. o o o

] 3. Orientation to Adult Practice
B Sharing packet of welcome materials tailored to young adults

1 know my family medical history.

1 know when and how to get emergency care. o
1 know where to get medical care when the doctor's office is closed = o 5]
1 carry important health information with me every day (e.g.. insurance card, o o 4. Integration into Adult Practice

emergency contact information). = = Pre-visit appointment reminders for young adult patients
1 know | have full privacy in my health care at age 18. u] 8]

1 know | have to sign & form If | want others at my visit and 1o allow them o see my . o
medical records. ] .

| know at least one other person who will support me with my health needs. o o
1 know how to find my doctor’s phone number.

1 know how to make and cancel my own doctor appointments.

1 have a way to get to my doctor's office.

1 know how to get a summary of my medical information (e.g.. online por
1 know how to fill out medical forms.

1 know how to get a referral if | need it.

1 know what health insurance | have.

1 know what to do to keep my health insurance.

5. Initial Visits
Administering self-care skills assessment periodically to young adults, ages 18-26

Updating and sharing medical summary and emergency care plan and plan of care with self-care skills assessment findings, goals and action steps

6. Ongoing Care
Contacting young adults for feedback about HCT supports received

TOTAL DISSEMINATION SCORE

(out of 35)
MY MEDICINES If you do not take any medicines, please skip this section. — S . B . _ - N _
1 know my own medicines. WEYMEICHENE2EBREEY X T L - BRIV ICCWIEE *SCORING KEY
| know when | need to take my medicines without someone telling me. _
gree/Somew gn S » ) T
WHICH OF THE SKILLS LISTED ABOVE DO YOU MOST WANT T mAgEe/Somennat Agres Percent of transition-aged patients receiving Six Core Elements (120%)  (2140%) (41-60%) (61-80%) (81-100%)
W Neutral/Somewhat Disagree AT MY VISIT AND TO ALLOW THEM TO SEE MY e
MEDICAL RECORDS ’3: N\
Integrating Young Adults into Adult Health Care

Six Core Elements of Health Care Transition™ 3.0

I KNOW | HAVE FULL PRIVACY IN MY HEALTH CARE “- (©2000 Gt T’ e imemargal o ponsiied, Dot s ot s Gt a7 oy . G0 o SARBIOA uul "a"s"m".

AT AGE 18

\ Adult Into Adult Heslth Care
Ay for ot

| KNOW HOW TO FILL OUT MEDICAL FORMS | s 61

Open-ended Q

WHICH OF THE SKILLS LISTED ABOVE DO YOU MOST —n
WANT TC WORK ON?
24THF20HHIZ 2L T |
YA~ DR IS 2 W T Y] & HIBT

5 Appropriate =4 =3 w2 =1 Not

ROEFFIE AFENBHRE
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INR - AYASZEICFRHEU D —F2 0 I —T 6 LR35

1.720) 31 75.6%
2 INESHRIFHEULIES R HD 1l 2.4%
3 . AYAZEE(THFHMEULIZ= N 9D 1l 2.4%
4 INB - AYAHR(FHEUIZ &N D 8 19.5%

2. BREHHITID? (n=41)

BAMRICET 3RREF (DWANRIEERZRSSE) U LEEOWG.SISF TS 3 i AN RHBEEARTE ORI
(20174FEN520224FE) (CERRBCHD LIFSNECEDHBT—VELTREATEEWY o (n=37,#&E1Z4)

/NE - AYAHHRUDA BB DERNEE 13] 35.1%
hA - EFEEE R 28  75.7%
/B - AYATH D ATEERZ QR ER S HHE - REARYGRREIR - REATAD—7vT 5 13.5%
ATHIERR - h5>>33> 2 5.4%
/B - AYAHHRU DA BB OFRKERT 7 8 21.6%
/N AYAHHR DA BB ORI 7 7 18.9%
P (N ) 8 21.6%
EENE 12] 32.4%
/NE-AYAR DA BB OISR (FTARELTS) 4  10.8%
/NE - AYAHR A BEDRLIT 2 HE (HiRfis2 &) 5 13.5%
JEPSSRTT 22|  59.5%
VB - AYAER DA BREDE7HR— b 7l 18.9%
/N - AYAH DA BB DRGSR 8 21.6%
Z DAt 11 29.7%
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