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ALPHA 1-ANTITRYPSIN DEFICIENCY REGISTRY
FOLLOW-UP VISIT FORM - PART B

Form Completion Instructions:

The units for reporting each laboratory measurement are indicated on the form. If
the value is reported to the Clinical Center in units other than those listed the
Clinical Center must convert the value to the correct units and record that value on
the form DO NOT cross off the pre-printed unit of measure to write in another.

QUESTION # ITEM INSTRUCTIONS

6-10 Bloodwork Record the results of each of the
specified tests that were analyzed at
your Clinical Center’s laboratory. If,
for instance, blood gases were not done,
record "00/00/00" for the date and skip
each of the items listed below .it or
indicate "NOT DONE" in large print
over the entire section of tests not
performed. If a series of tests were
done, but the test tube breaks or
becomes contaminated and results can
be determined, enter a "9" in each of
the dashes.

8 Serum Level An Alpha l-antitrypsin serum level
may be obtained at each follow-up visit.

If the patient is receiving augmentation
therapy, the alpha l-antitrypsin level
should be obtained immediately prior
to infusion of the therapy or within one
day prior to infusion.

Record results in micromolar units. To
convert: mg/dl x .1923 = lab value in
pM. See Section 4.11.

11-12 Chest X-Ray Results from a chest x-ray within the
past six months can be recorded at the
time of each follow-up visit to the
Clinical Center. CT scan results can be
recorded in the comment section.

13 Urinalysis Routine lab report results should be
entered here. Enter 9’s if unknown.
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ALPHA 1-ANTITRYPSIN DEFICIENCY REGISTRY
Follow-Up Visit Form - Part B

This form should be completed for every follow-up visit. Except for medical
history, a non-physician should complete this form.

1. Date form completed:.....Eﬁi..&@.@imﬁ%d.....(JC.M.?.—Z—.{QD ........ Y S S
month day year
2. Patient Registry ID: Newid........ (scramid COD .......................
3. Patient name code:.... MAMECAE.......... (censored ... -
4. Clinical Center code number:.... (A MIC ... CCGV\SO‘(fd) .................................. .
5. Date of visiti............. FoR. 35.-52d. ... C F M?—'Lfd) Y SR S

month day year

Visit numbeyr  vsno
LABORATORY RESULTS

Complete Blood Count
6. a. Date Blood Drawn: FEBCMHDA—‘FZ—GL—(‘FUZM_)_ I S SR

month day year
FeaRbeBZ
b. Location of test........ FEoBROLE.... ___(1)Registry Clinical Center (codexensord)

__(2)Local Physician's office

___(3)Other (Specify): nNever enteced

__ _(9YUnknown
c. White Blood Count (x103 mm3):....EBRARPL G oo -
d. Hemoglobin (g/dl): ... 2BORARLIR ..o —
e. Hematocrit (%):...c.ce.v... ESBOBOE......oeeeeeeeesireeseesemevesssssnsessssse —
Serum Chemistries/Enzymes
7. a. Date blood drawn:......... FSBQIID:I’P\—{ZO\(F%ZW)_ S S S
month day year
b. Location of test....F.2.BRQETE.......... ___(1)Registry Clinical Center (go%%
___(2)Local Physician's office
___(3)Other (Specify): Y1ENEx entered.
____(9)Unknown
c. Creatinine (Mg/dl): ... ESBRAT G e o —
d. Blood Urea Nitrogen (mg/dl): .ESB@RBTR cooovverrinns _
. SGPT (UL s EBBRDTE ..o _

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1865
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A1AD Follow-Up Visit #05B
Rev. 3 5/90

Patient Registry ID: __ ___ .
Page 2 of 5

Date of Visit: _ _ _ [/ ___ [/
month day year
Serum Chemistries/Enzymes, continued:
f. SGOT (AST) (IUL): ..covvrnene 1'3.5..5@.053.‘.{?. ............................................ o
g. Alkaline Phosphatase (IUL):.... E2BROTG. ..o -
h. Total Bilirubin (mg/d):........ EBBRAFH oo .

i. Serum Bicarbonate (measured) (mEqQ/L) HCO3...ES BRPFT ... e

Alpha 1-Antitrypsin Serum Level
8. a. Date Blood Drawn:.......... E. 55Q¢8A'de ..... ( 'F”Z‘Led}_ I S S

month day year
FSBRYsBZ
b. Location of test....CoBRAKB................ ___(1Registry Clinical Center (codeq:)cgnso_rgd)

___(2)Local Physician's office

___(3)Other (Specify): Neveyr entered

__(9)Unknown
c. Alpha 1-antitrypsin serum level (micromolar):...f.@.@.@ @gC..... e
c. 1. Is this an adjusted value? (See Forms Instructions) .E?@Qﬁ_@_c_l(j)Yes ___(2)No
d. If female, is patient pregnant? ... 2BRIED..coooovirrvvineees ___(1)Yes __(2)No
e. If YES, how many months pregnant?... CEBOUPRE ... e

Arterial Blood Gases

9. a. Date Blood Drawn: £ 5BQ¢G’A——F7—OI ....... (FUZZC;"E; I S S

month —_d~ay year
FoBaeIB2
b. Location of test:....fﬁ.&@@ﬂ.@ ............ ___(1)Registry Clinical Center (code:C_e_vz_éorﬂ)

___(2)Local Physician's office

___(3)Other (Specify): Nieverentered

__{(9)Unknown
, £ 5860 B |
1. ABGs taken in relationship to PFT bronchodilator:...... — _(1)Pre-BD  ___(2)Post-BD
c. Position: TOBRUAE..__(1)Sitting ___(2)Recumbent ___(3)Semi-recumbent
d. Is patient on supplemental oxygen?..£2BRRIR ... ___(1)Yes ___(2)No

If YES, complete Questions 9e - f. If NO, skip to Question 9g.

: FsBRpde: ESBRIIEZ

e. Duration of time off oxygen before sample taken:......cc.ouirmimisiem. . L2 EXE T
hour min
f. Usual Liter Flow (Uminute): ... FZBREAE ..o
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center oWO 1865
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A1AD Follow-Up Visit #05B

Patient Registry ID: ____ ___ _ _ Rev. 3 5/90
Date of visit: [/ _ [ ___ Page 3 of §
month day year
Arterial Blood Gases, continued:
g. PaO2 (mmHgj:...... FEBQM@ ................................................................. -
h. PaCOg2 (mmHg):.......Ef:‘?.&Qm.H .......................................................... S
LoopH FEB@US&]I .................................................................. e
i, Serum Bicarbonate (calculated) (MEG/L) HCO4:..FSBABAT ... L
k. Carboxyhemoglobin (%}:........] E .55&@.‘“.‘: .............................................. e
Hemoglobin Oxygen Saturation (SaOz)
10. a. Date of SaOp measurement...... FSEQLQ)A—an\(fuZ_Ze_d_)__/ I S
month day year
b. Location of Sa02 test:.f..5?.@.l@f5.. ......... ___(1)Registry Clinical Center (gogcgzcg\)gvsza

__(2)Local Physician's office

__(3)Other (Specity): ever erfered

‘ ___(9)Unknown
c. How was SaOp measured:... F2.BRIB& . ..cccccccvvevennnn, ___(1)by blood gas analysis
___(2)by pulse oximeter
___(8)caiculated
d. Sa0z (%).....E2BRIPR........... e ee et smm e i
CHEST X-RAY
11. a. Date of chest x-ray: FSB@HP‘-—{:ZO‘(FMzw)_ I SR S
month day year
. FoBR\WBZ
b, Location of test..... ESBQRNR.......cc...... ___(1)Registry Clinical Center (code:censored)

___(2)Local Physician's office

__(3)Other (Specify): Nevex-enteved

__ {(9)Unknown
12. a. Results of chest x-ray:.....E.S&Q.\.%A ........................... __ (0)Normal- ___(1)Abnormal
If Abnormal, _
b. Evidence of Hyperinflation: ... 5. 2BRVZB ..o, ___(1)Yes __(2)No
c. BUlaE: weeireerrrnnn. =3 =10 2 __(1)Yes  __(2No
d. Cancer.....c...... FSBRIZD e, ___(1)Yes ___(2)No

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1865
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A1AD Follow-Up Visit #05B

Patient Registry ID: ____ ___ ___ Rev. 3 5/90
Date of Visit: ___ _ [/ ___ | Page 4 of 5
month day year

Chest X-Ray Findings, continued:

e. Interstitial Lung Disease: ....... FSBRIZE ... ___{(1)Yes ___(2)No
f. Cardiomegaly: ........ F‘:‘;BQP—F .......................................... ___(1)Yes __(2)No
g. Pneumothorax:...... FESBOUZG .o, __(1)Yes __(2)No
h. Other Abnomal Findings (Specify in comments section):F2BRIZH__(1)yes  _(2)No
i Evidence of hyperlucency:....E. SBRIZT o __(1)Yes __(2)No

If YES,
1. Location of hyperlucency: FoB@12T {
‘ ___(1) Diffuse (Upper and lower lung zones only)

2) Lower iung zones only (one or both sides)

—

__(3) Upper lung zones only (one or both sides)

Comments regarding chest x-ray: YJENex~ CY\‘\'PXGD\

Urinalysis

13. a. Date of urinalysis:......E.ES.B.Q]BA—.&EZA ...... (FU\Z‘L&A} Y S S
month day year
FSBRI2B2
b. Location of test.. FSB@I2B............... __(1)Registry Clinical Center (code:censored)
__(2)Local Physician's office
__(3)Other (Specify): ievex entexed
___(9)Unknown
c. Glucose: F2BQ3S........... ___(0)Neg/Normal ___(3)3+(1000mg/dl)
___(5)Trace (100mg/dl) __ (4)4+(>2000mg/dl)
___(1)1+(250mg/d) __ {9)Unknown
___(2)2+(500mg/di)
d. Bilirubin. ES.BQI2.P.......___(0)Neg/Normal ___(3)3+(targe)
__ (1Y1+(small) ___(9)Unknown
___ (2)2+(moderate)
e. Ketones:.F2BRI3E.......___(0)Neg/Normal __(3)80
__ (5)Trace (5) ___(4)>1860
___(1)Small (15) ___(9)Unknown

__(2)Moderate (40)

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1865
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A1AD Follow-Up Visit #05B

Patient Registry ID: ___ . __ . Rev. 3 5/90
Date of Visit: [/ .1 ___ ____ Page 5 of 5
month day year
Urinalysis, continued:
f. Specific gravity: FSEQBF ........................................................... —
g. Blood, occult: .F2BR\24...___(1)Yes __(2)No ___(9)Unknown
h. pH:..... FOBRAZH .ot e
i, Protein.... FEBQRIZT.....__(0)Neg/Normal _(3)3+(300mg/dl)
__(5)Trace __ (#)4+(>2000mg/dI)
___(1)1+(30mg/d) ___{9)Unknown
__(2)2+(100mg/d!)
TR R, 5.1 ) % 1R o __IPF
If casts = “000,” skip to end of form.
If casts >0, identify type of casts:
1. reC:.¥2BQIZI)............ ___(1)Yes ___(@)No ___(9)Unknown
2. weC...Fe.PRIZIZ....... ___(1)Yes ___(2)No ___(9)Unknown
3. Hyaline: .22 2......__(1)Yes __(2)No ___(9)Unknown
4. Granular... S BEBIA.....__(1)Yes ___(2)No ___(9)Unknown
5. Other....ESBRIBIS......__(1)Yes __(2)No ___(9)Unknown
specify: __never entered
For WBC, RBC, Epithelial Cells, and Bacteria use the following scale:
0=0-5/HPF, negative, trace, rare, occasional, few
1=6-20/HPF, 1+, 2+, some, moderate
2=>20/HPF, 3+, 4+, great, many, too numerous to count
9=Unknown
K WBGC:. BB e seeesis e sesiesesssssssssmssss s sssssss s o
L BBC... BB BRID ke ___
m. Epithelial Celis:.. ERBRABM coocccrerverrrr s o
n. Bacteria..... FRBIIRN. ....oouoreereccceirrrrrir s -
Form Completed By (Name): Nevex entexed
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center WO 1865
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