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ALPHA 1-ANTITRYPSIN DEFICIENCY REGISTRY

Form Completion Instructions:

FOLLOW-UP VISIT FORM - PART A

This form should be completed at patient’s follow-up visit by non-physician
personnel. A physician, however, should review the medical history and

medications sections of the form.

QUESTION #

10-18

24-36

37

Revised 09/01/97

ITEM

Symptom History

Medical History

Medications

INSTRUCTIONS

These questions should be asked of the
patient. Be careful to skip questions as
indicated. If the patient is in doubt,
check the "No" response. Refer to the
ATS-DLD reference and/or instructions
to Form #02A.

For each general system, the initial
questions should be asked first. If the
answer is "No", the list of specific
diseases should be skipped.

If, however, the answer to the general
question is "Yes", ask the patient to tell
you what problems (s)he has had.
Each of the individual diseases listed
need not be asked except to help the
patient, to prod his/her memory. Put a
check in the space next to each of the
diagnoses mentioned. If (s)he indicates
being diagnosed with the problem, then
ask whether (s)he has been
hospitalized for it since the last visit.

If a hospital chart is available and can
be review prior to asking these
questions, it should help you in
interviewing the patient.

It may help to remind the patient to
bring in his/her pills in order to
complete this section of the form most
accurately. This section refers to
prescription drugs only.
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A1AD Form #05A: 10/91 - 3
Page 2 of 2

ALPHA 1-ANTITRYPSIN DEFICIENCY REGISTRY

Form Completion Instructions:

QUESTION #

37q

38a

39a

40a

40b

Revised 09/01/97

ITEM

Supplemental
Oxygen

Adverse Reaction

Discontinued

Date Therapy
Started

Most Recent

FOLLOW-UP VISIT FORM - PART A

INSTRUCTIONS

These questions have been added and
are mandatory

For each therapy given where an
adverse reaction occurred, Form #11
should be completed. Refer to Form
#10, Problem column to determine
whether forms should be completed.

If the patient was never on therapy
(thus never stopped), enter "(0)No". If
the patient was on therapy and has
stopped, enter "(1)Yes". If the patient
is presently on therapy enter "(0)No".

This is the date when the therapy
regimen actually started.

This is the date when most recent
therapy given.
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Form #05A
Rev. 3 5/90
Page 1 of 14

ALPHA 1-ANTITRYPSIN DEFICIENCY REGISTRY
Follow-Up Visit Form - Part A

This form should be completed for every follow-up visit.
1. Date form completed:.......E.Sh.QQ'.—.rf.zd........(fu.‘%%d.). Y SO S

Patient Registry ID: Newid...... ( §CYam\pl¢‘d) ..................... .
Patient name code:..... I.\.@.me.CQ.de......C.Ce.Y.\SOKCQ(D ......................... __

Clinical Center code number.......C.lmI‘.C«........C.Cf.KIS.Q..\Cﬁé.)...........................___ o
Did you transfer from another Registry Clinical Center. ESAQES___(1)Yes __(2)No

o os @ N

It YES (name of Ciinical Center): _Nevex entered
6. Date of visit..... ﬁ‘jtﬂﬂlamffz.d ...... (‘Fkl?—l-fo‘3 ............. S SESEU P

V lS\ 4‘— Y\UW\ber VSho month day year
7. Whatls your marital status:.. 5. 2R B.30..___(1)Never Maried  ___(4)Separated
__ (2)Widowed ___(5)Divorced
___(3)Married ___(9)Unknown

OCCUPATIONAL HISTORY
8. a. What has been your employment status since your last visit? FSAQ @A

___(1)Unemployed (Medical Reasons) ___(5)Retired (Medical)
___(2)Unemployed (Other Reasons) ___(6)Retired (Age)
__ (3)Employed Part-Time ___(7)Fuli-Time Homemaker
___(4)Employed Full-Time ___(8)Other (specify):
___(S)Unknown
9. a. Have you ever worked for three or more months in a job where
you were regularly exposed to dust or fumes? .. e AQQ3A.......___(1)Yes ___(2)No
____{9)Unknown
b. HYES,
Number of Last Year
Years Worked Employed
Specify Job at Job at This Job
S AQPABL FsAGABZ _FSAQEqBS
FsARZacl FS c2 FoxQ#ACc?
__FeA0¢apt FSAQ@ID2- ForREIDD

SYMPTOM HISTORY
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #05A

patient Registry ID: . —— — — — Rev. 3 5/90

Date of Visit: __ __/ [ R Page 2 of 14
month day year

These questions pertain mainly to your chest symptoms. Please answer YES or NO, if

possible. If you are in doubt about an answer, check NO.

COUGH
a. Do you usually have a cough?........ ESARIBA........ccovneaeeee __(1)Yes __(2)No

of doors. Exclude clearing throat.) (If

10.

(Count a cough with first smoke or on first going out
NO, skip to 10c.)

b. Do you usually cough as much as 4 to 6 times a day, 4 or

more days out of the week? .........F- 25 RIDB......ooveeeecrenee ___(1)Yes __(2)No
c. Do you usually cough at all on getting up, or first

thing in the MOrMINgG? .......ccoeeeeess ESARIBE......oveeeriananee __(1)Yes _- (2)No
d. Do you usually cough at all during the rest of the

day OF NIGht2......cuenreeseceses: ESARIDD.....cooeeeerriecreninenines (1)Yes ___(2)No
If YES to any of the above (10a - d), answer Questions 10e - f.
If NO to all, skip to Question 11a.
e. Do you usualily cough like this on most days for 3

consecutive months or more during the year?....E'éﬁsQM?«.....__m )Yes ___(2)No
f. For how many years have you had this cough?. EBARUDE ...oovonrncersirrmansssses e —
PHLEGM

11. a Do you usually bring up phlegm from your chest?.. ESAQNA.___(1)Yes __(2)No

(Count phlegm with the first smoke or on first going out-of-doars. ‘
Exclude phlegm from the nose. Count swallowed phiegm.)
(f NO, skip to 11¢.)
b. Do you usually bring up phlegm like this as much as twice

a day, 4 or more days out of the week? ....... EsARILE........... ___(1)Yes ___(2)No
¢c. Do you usually bring up phlegm at all on getling up, or

first thing in the MOrMING? .........oeeo: E.SK&.[ (e eeeeeeeeeenenesan ___(1)Yes __(2)No
d. Do you usually bring up phlegm at all d ring the rest

of the day o AIht? ....c.ereeeenss FSADIUD. oo ___(1)Yes ___(2)No
If YES to any of the above (11a- d), answer Questions 11e-f
If NO to all, skip to Question 12a.
e. Do you usually bring up phiegm like this on most days

for 3 consecutive months or more during the year? "ESAQUE _ (1)Yes ___(2)No
¢ For how many years have you had trouble with phlegm?...EﬁA&.ﬂE................____ —

EPISODES OF COUGH AND PHLEGM
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #05A
R

Patient Registry ID: ___ . — — — ev. 3 5/90
Date of Visit: ___ __ [/ . Y S Page 3 of 14
month day year
12. a. Have you had periods or episodes of (increased™) cough
Ff)?fsﬂl?:t‘.\.__(ﬂYes __(2)No

and phlegm lasting for 3 weeks or more each year? .t
*(For persons who usually have cough and/or phiegm)

If NO, skip to Question 13a.

if YES,
b. For how long have you had at least 1 such episode/year (years)? .ESAQZE__
WHEEZING |
13. a. Does your chest ever sound wheezy or whistling:
' 1. When you have a cold:.... . EOARIBAL e __(1)Yes __(2)No
2. Occasionally apart from colds:. .FSARBAZ. .......c...... ___(1)Yes ___(2)No
3. Most days or night:............] ESARIBAZ. ..o __(1)Yes __{(2)No
If NO to all of the above, skip to Question 14a.
If YES to any of above in 133,
b. How many years has this been present?........E5AQ1§E................................__ .
14. a. Have you ever had an attack of wheezing that has made
you feel short of breath?........... ESARMP o __(1)Yes __(2)No

If NO, skip to Question 15.
If YES,

ere you when you had your first such attack? FSARI4B............. e

c. Have you had 2 or mare such episodes? LESARMC........ ___(1)Yes __(2)No

b. Howoldw

d. Have you ever required medicine or treatment for
the(S8) AUACK(S)? vevvcrverrrrssssersssssemsseeons EsARMD.............. __(1)Yes ___(2)No
BREATHLESSNESS
15. Are you disabled from walking by any condition
other than heart or lung disease?...........- ESARIS....coeireiierennans __(1)Yes ___(2No
If YES, specify condition(s): ESAQSO
16. a. Are you troubled by shortness of breath when hurrying on
the level or walking up a slight hill?....... FSAQIA......c.oeeeee ___(1)Yes ___(2)No
If NO, skip to Question 17a.
If YES, .
b. Do you have to walk slower than people of your acge on
S0 B........... __(1)Yes ——(2)No

the level because of breathlessness? ......

¢. Do you ever have to stop for breath when walking at
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center oo 1864
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A1AD Follow-Up Visit #05A
R

Patient Registry ID: __ __ — — — ev. 3 5/90
Date of Visit: ____ __/ I R Page 4 of 14
month day year
your own pace on the level? ............. ESARUG ... __(1)Yes _ _(2)No
d. Do you ever have to stop for breath after walking about
100 yards (or after a few minutes) on the level? .....FSAQLD__(1)Yes ___(2)No

e. Are you too breathless to leave the house or breathless
on dressing or UNGressing?.............--k- ARIDE.......oeve. __()Yes  __(2)No

EShQLeF . —

f.  For how many years have you been this short of breath? ..
CHEST COLDS AND CHEST ILLNESSES

17. a. How often do you get colds? FSAQITA
(1) Never
__(2) 2-4 Times per Year

es it usually go to your chest? ("Usually* means more than 1/2 the

__ (3)Once a Year
___(4) 5 or More Times per Year

b. If you get a coid, do

time):
FSA QI8 ___(1)Yes ___{(2)No ___(3)l don't get colds
18. a. During the past 3 years, have you had any chest ilinesses that
have kept you off work, indoors at home, or in bed? ESAOIEA __(1)Yes __(2)No

If NO to Question 18a, skip to Question 19.
If YES,

b. Did you produce phiegm with any of these chest
ESARIRE

HINESSES? .. verereervrneermssvsnnenarsssnesdonedded 1 1.4 = SO __(1)Yes ___(2)No

c. Inthe last 3 years, how many such illnesses, with (*increased)

phiegm, did you have which lasted a week or more

(If none, enter 00)? .........ccco... [ 0] (<O
*(For persons who usually have phlegm)

m. History Section Completed By: Nevey P\n‘\'e‘(ed
(Name)

Sympto
ALCOHOL
19. Do you drink alcoholic beverages (beer, liquor or wine)? FSAQA
(1)Never __(2)Ex-drinker ___(3)Currently

If NEVER, skip to Question 20. If Ex-drinker or Current drinker,

a. How many days per week, on the aver[gge. do/did you drink
alcoholic Deverages? ........coeerreessenles Y W00 12 U O

" b. On days that you do/did drink alcohol, how many drinks do/did
you have on the average? ..........E. AT B ..

Are you a recovering alcoholic or ex-alcoholic?... EGEQRIVAC-.>_ (1)Yes __(2)No

C.
If NO, skip to Question 20.

If YES to Question 19¢, complete the following:
lcoholic drink? FSARIAD

d. How long has it been since you last had an a
(1)More than 1 year __(3)less than & months

___(2)6 months to one year

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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Revised 09/01/97

20.

21.

A1AD Follow-Up Visit #05A

Patient Registry ID: ___  —— — — Rev. 3 5/90

Date of Visit: . ___/ [ Page 5 of 14
month day year

SMOKING HISTORY

Tobacco Smoking:

a. Have you ever smoked cigarettes?....... FSAQZPA.......... ___(1)Yes __(2)No

("No" means less than 20 packs of cigarettes or 12 oz. of tobacco in a lifetime or less than

one cigarette a day for one year)

If. YES to Question 20a.:
b. Do you now smoke cigarettes (as of 1 month ago)? .ﬁﬁm&_ﬁwes ___(2)No

c. How oid were you when you first started regular

CIGATEtte SMOKING?...ovruunssnsssessssssssssssssssssssessss FSAR2@6..........____Ageinyears
d. If you have stopped smoking cigarettes completely,

how old were you when you Stopped? ... Fopr@26D...___ ___Ageinyears
e. How many cigarettes do you smoke per

QY NOW?..reveeserresenesassssenssssssssssssssessssss ESARRPE......_ __ __cigarettes per day

f.  On the average of the entire time you smoked, how
many cigarettes did you smoke per day?......FR2ARERF__ ___ ___cigarettes per day

Do or did you inhale the cigarette smoke?.... E58Q294......... ___(1)Notatall
~(2)Slightly
___(3)Moderately
—__(4)Deeply

a. Have you ever smoked a pipe regularly?...fﬁkx@?ﬁlfx ......... ___(1)Yes __(2)No

("Yes" means more than 12 oz of tobacco in a lifetime)

If YES to Question 21a. (For persons who have ever smoked a pipe):

b. 1. How old were you when you started to smoke a pipe
reguiany? ......ceevseec ESAQ2IBL i e Age in years
b. 2. Are you still smoking a pipe?....ﬁ%@l\ﬁ?—.—. ................. ___(1)Yes ___(2)No
b. 3. Ifyou have stopped smoking a pipe completely,
EeAQ2IBD....._____Ageinyears

how old were you when you stopped? ........

c. On the average over the entire time you smoked a pipe,
how much pipe tobacco did you smoke per week?...FSAQ2). 6. ozper week

(A standard pouch of tobacco contains 1 1/2 0z)

d. How much pipe tobacco are you smoking now?  FSA@AUD.....___ ozperweek
e. Do ordid you inhale the pipe smoke?......... FSp@2A&E. ... ___(1)Not at all
___(2)Slightly
—_ (3)Moderately
___(4)Deeply

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #05A

Patient Registry ID: _ ___ ——— — — Rev. 3 5/90

Date of Visit: ___ __ [/ — — — Page 6 of 14
month day year

Smoking History, continued:
22. a. Have you ever smoked cigars regularly? LEEAQ2ZA......__(1)Yes __(2)No
("Yes" means more than 1 cigara week for a year)

If YES to Question 22a (For persons who have ever smoked cigars):

b. 1. How old were you when you started to smoke cigars

reguiany? ................ ESAR2Z. Bloooooeeeesrsseresseserees — — Age in years
b. 2. Are you currently smoking cigars?....E.ﬁ&ng-.B% ....... __(1)Yes __(2)No
b. 3. If you have stopped smoking cigars completel\!,

how old were you when you stopped? .......... "SAR22BA.__ __ Ageinyears

c. On the average over the entire time you smoked cigars,

how many cigars did you smoke per week?......LI.. AQR22C-.. cigars per week

d. How many cigars are you smoking now? ......... FSA@220....._____ cigars per week

e. Do you or did you inhale the cigar smoke? S22 _(1)Notatall
A — (2)Slightly
___(3)Moderately
—_(4)Deeply
23. Other (non-tobacco) smoking: FoAQ23
___(O)Never ___(2)Current
___(1)Ex-smoker ____(9)Unknown

(Specity, f available): __(\e\er enfexed

MEDICAL HISTORY

24. Have you and/or any of your family members been diagnosed or
hospitalized with.a disease of the lung since your last visit? Esi@24 (1)Yes ___(2)No

If YES, Check If:
Any Family
For eadn [e\‘\e\f theve Diagnosed If You Have Members
ave S varialles. By Doctor Been Hospitalized Diagnosed With
Use +he ‘ase ‘ellessince Your Since Your Condition Since
ond Yeplaer Yhe “x" Last Visit Last Visit Your Last Visit
with the CDOY?S'Por\ko\ﬁ F M O
nuwnoev: :
a. Emphysema:..ﬁsmzﬁﬁx_l_ 2 _.4_ 53
b. Pneumothorax: FSA@248< }_ 2 fL 5 3
c. Bullous Lung Di?esgs%z:ﬂ.c.f.._l,_ _?‘_ i _5__ .§.
d. Chronic Bronchﬁg AQ?‘*D"_L _?’_ _"L §_ _3.
e. Asthma:. ESAM24Ex.. 2 4 5 2

*For Family History: F = Father, M = Mother, O = Other blood relative

White/Yellow: Clinical Coordinating CGenter, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #05A

Patient Registry 1D: ___ __ —— — — Rev. 3 5/90
Date of Visit: ___ __/ Y S, Page 7 of 14
: month day year
Medical History, continued:
Any Family
Diagnosed If You Have Members
By Doctor Been Hospitalized Diagnosed With
Since Your Since Your Condition Since
Last Visit Last Visit Your Last Visit
F M O
f. Infant Respiratory
Distress Syndrome: ....... E 5{\@24F?< ........................................ _l‘*_ 5 3
o. corp..ESARAGX....... L 2 4 53
(Specify): never entered
h. Bronchiectasis:f&f.s@:?.‘fﬂ?(_\__ 2 4 5 3
i. Pulmonary Fgr%,s‘?gzﬂ:x _‘__ 2 i_ _5__ 3
j. Lung Cancer: Fopgaddc 2 4 5 _'2..
k. Pulmonary E,;l%o' ilgm‘HLx AN _.?:_ ﬂ_ _é_ _3_
I. Pneumonia: Esam4bx ) 2 _L_'L 5 é_
m. Pleural Disease:fﬁh@?:‘ﬂ.’ﬁ&__‘_ 2 _LL S 3
n. Tuberculosis: ESAQ?.‘}.MX._L =z L 3
0. Primary Pulmonary
Hypertension Fsig240x] 2 _ ﬂ_ s 3
2 .
p. Allergies aﬁec&%pﬁgspﬂﬁa‘ry a2
Tract (Hay Fever):.......... L = i_ s 3
g. Otherlung Eg’ga?ei‘i@x_l_ 2 i - 3
(Specify): Foap 24Qb
25. Have you and/or any of your family members been diagnosed or
hospitalized with a disease of the liver since your last visit? FSPR2S  (1)Yes ___(2)No
If YES, Check If: ’
For explan ahon oi g i You Ha %‘Y Fzm“Y
on \ iagnose 'ou Have embers
S Vac\i g‘f\k’ ham&S, By Doctor Been Hospitalized Diagnosed With
éec X- v n b Since Your Since Your Condition Since
(RerPLice"x wit Last Visit Last Visit Your Last Visit
ccove 9 number) F M O
a. Hepatitis:.fﬁ&@%..__\._ " _H'_ 5 __3:.
b. Childhood Onset,
4 53

Acute Hepatitis: ... ESBRZDBA e =5 5

*For Family History: F = Father, M = Mother, O = Other blood relative

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #0SA

Patient Registry ID: __ ___ — — — Rev. 3 5/90
Date of Visit: _ _ __ /1 — — Page 8 of 14
month day year
Medical History, continued:
Any Family
Diagnosed if You Have Members
By Doctor Been Hospitalized Diagnosed With
Since Your Since Your Condition Since
Last Visit Last Visit Your Last Visit
F M O
c. Childhood Onset,
Chronic Hepatitis: ........... FﬁP‘Q25&7‘_“‘_ 53
29
d. Adult Onser',; i?é%‘gltlsox_[_ _?'_ _"L _é _2
e. Jaundice within 1st
month of life: F5P<!Q9'567< ........................................... _‘j_ 53
(. Cimhosis: FGRR2EE ...\ 2z 4 53
g. Liver Tumon.féﬁ@?ﬁ@%_l_ 2 s 3
. omerWERBE T ) 2z 453

(Specity): ___ESAG2SH e

*For Family History: F = Father, M = Mother, O = Other blood relative

. 26. Have you been diagnosed o hospitalized with heart disease

since your last visit?............[" BARZE. . __(1)Yes ___(2)No
if YES, ChecK If:

for exp\anahon o VAY\A\O‘C o 4 #YouH

iagnose ou Have v
V(\&WN%. Ge\\e ua‘ 24 . By Dactor Been HospitalizedSince You

REPLACE *X* With CDOVespo ‘A'Wj Last Visit Last Visit

number)
a. Coronary Artery Disease:... FOAR2AX............ 1 2
b. Myocardial infarctions:..... L2 ARZLeBX . 1 2
c. Congestive Heart Failure:...E.SARZ0CXE.......... e 2
d. Chest Pain - Angina: L EaAR26DX L 2
e. Hypertension:........} FeARZeEX e 1 Zz
f  Other heart disease: ... F.ops 2@z e A z

(Specify): CopR226F3

27. Have you ever been diagnosed or hospitalized with a disease of the FSAQR2T
joints or involving the immune system since your last visit?....... ___(1)Yes __(2)No
( Question 27 continued on next page)
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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28.

29.

30.

31.

32.

33.

Revised 09/01/97

A1AD Follow-Up Visit #05A

Patient Registry ID: __ __ — — — Rev. 3 5/90
Date of Visit: ___ ___J/ __ Y A, Page 9 of 14
month day year
Medical History, continued:
If YES to question 27, Check If. K H
Fov e"P\“nah bn on variaple
names, see @ 24 (REFLACE  TOges seen Hospitalized
e th cooves ndin 3y Doctor een Hospitalize
x'" wili PO j Since Your Since Your
number) Last Visit Last Visit
o Adult Rheumatoid Arthritiss... . ofS@ZT AL 2
b. Juvenile Chronic Polyarthritis:..ESREQ.?—.?i.B?S...._L N
c. Weber-Christian Disease
(Necrotizing Panniculitis): FsaZrex.. L __2;_
d. Other joint/auto-immune disease: FsaR2tDx.. ) 2
(Specify): FSAR21D3
Have you been diagnosed with a disease of the blood system since
your 1ast Visit? .......eeese-. ESARZT....coverevsierisessnesisninsasmsssanee __(1)Yes ___(2)No
FYES, speciy: __ ey entexed
Have you been dlagnosed with a 9pi:hsease of the kidney since your
PR N 7 TSR - 4. Aoetl SRR RN A ___(1)Yes —(2)No
If YES, specify: _Y1€Vex mievea\
Have you been diagnosed with a dlsease of thg ﬁ tomach, intestines,
or pancreas since your last ViSit?...... 2L RQAY cciiniriinirnnaninns __(1)Yes __(2)No
if YES, specify: __DEVEY en’fcrro\
Have you been dnagnosed with any neurologic disease since your last
N T o 1 -] KRR ___(1)Yes ___(2)No
i YES, specity: __Nevexr entexed
Have you been diagnosed with a disease of the glands or hormones
since your last visit? (e. g., suagr diabetes, thryoid disease, etcF.2A@32Z(1)Yes __(2)No
If YES, specify: __\EVeX evtrexed
Have you been diagnosed with any other illnesses not already
mentioned?............. EEARDD e __(1)Yes ___(2)No
It YES, specify:  257-N0) A3A
PWO 1864

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

Patient Registry ID: ___ . — — Rev. 3 5/90
Date of Visit: __ _ [/ | . Page 10 of 14
month day year
Medical History, continued:
34. Has anyone in your family been diagnosed with alpha 1-antitrypsin
deficiency since your last visit?........ 3 Y oL AT ___(1)Yes __(2)No
If NO, skip to Question 36. If YES, complete Question 35.
35. List blood relatives referred to in Question 34.
UNREULIABLE UNRELIABLE
a. Relationship: FSAGASAL d. Relationship: ESAG 25O\
Registry PtID: FSAQ3A2 | Registry PtID: FsAQR3pz |
b. Relationship: FESARSBI e. Relationship: Fsae2eel |
Registry PtID: FSaasp2. | Registry pPtID: FSAR2%e2 | __
c. Relationship: FeaQasc) 1 f. Relationship: FSAQ 3GF |
Registry PtID: FSaQ35c2 W Registry PtID: FOAR2RF2- ___ _W___

SURGICAL HISTORY

36. Have you had surgery since your last visit?.....E%Qi.‘e...........__(‘l) Yes __(2)No

If NO, skip to Question 37.

Dateof (A dates
Most Recent (ave Fu‘nm\)

Surgery Since Surgery
Last Visit? (mmyy) iy
(771

a. Lung (Other than transplant): ESARSeA).__(1)Yes __(2)No EA_S?/_ _f_

(Specify type and site of surgery): FSAR3LAZ:

1. Lung Transplant?........... FSABRAL.cooereeemirinenes ___(1)Yes __(2)No

2. Date of Lung Transplant: FSA&(IA?——FM(f“P@)_/ Y S —

month day year

b. Chest (Other Than Lung): ESAR2eBl...___(1)Yes__(2)No _FEA_E?E_E __Fld

(Specify type and site of surgery): FsaQaeB3

c. Abdominali........... FeARalacd............ __(1)Yes___(2)No ff_@b_f_zﬁd
(Specify type and site of surgery): FSAQ 33

d. Liver (Other than transplant): FSAR2eRl__ (1)Yes___(2)No izk_qflb_zz:fﬁ

(Specify type and site of surgery): FSAR 3D32

White/Yallow: Clinical Coordinating Center, Pink: Clinical Center
: PWO 1864
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A1AD Follow-Up Visit #05A

Patient Registry ID: _ __ — — _ Rev. 3 5/90
Date of Visit: _  _ / - { — — Page 11 of 14
month day year
Surgical History, continued:
1. Liver Transplant?.......... 75173 >) IO __ (1)Yes __(2)No
2. Date of Liver Transplant:.....F5. Skﬁbpzquﬂf(fﬂl_zﬁéfb R S
month day year
o. Other.... FORR3EN. ...riernenns ___(1)Yes___(2)No f"_q_‘?/’fiﬁd
(Specify type and site of surgery): FEAR2LES
Medical and Surgical History Sections Completed By:
nevey eveved
(Name)
MEDICATIONS
37. In the past month, have you used anyp_Le_sgﬁnﬁgﬂdmgs?.Eﬁle&Lﬁ)Yes __(2)No
If NO, skip to Question 38.
if YES, specify drugs taken. YES or NO must be indicated for each drug category.
o Inhaled Bronchodilators: ...... EEAGITES v __(1)Yes  __(2No
(specity): __evey exteved
b. Oral Bronchodilators: .......EEARBTR e __()Yes  __(dNo
(specify): __ievey entexed |
c. Theophylline:...........EEBSQ.??TC«. ....................................... __(1)Yes __(2)No
(specify): __ Y\EVPY entexed
d. Cromolyn: ....coeeerecd | =T 2 O A o __(1)fes  __(2)No
(specity): __Never enteved ‘
e. Systemic Corticosteroids:....... FOARBFE. ..o ___(N)Yes __(2)No
(specity): __nevex enteved
f. Inhaled Corticosteroids: ........ FSARDES e ___(1)Yes ___(2)No
(specity): __Ve\vex entexed
g. Other Bronchodilators:... ESARBTG oo __(1)Yes __(2No
(Specify): ___1€vex entered
h. Beta-Blockers:..........] E SMB?H.' ............................. erreeen ___(1)Yes ___(2)No
(specity): __ever evdeyed
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center WO 1864
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A1AD Follow-Up Visit #0SA

Patient Registry ID: __ — — — — Rev. 3 5/90
Date of Visit: ___ __ / Y A Page 12 of 14
month day year

Medications, continued:

i INSUEN: . ceeeeereaenne. = 1 V15 o PR __(1)Yes  __(2)No
(Specity): _ NEveY enteyed

i Nitroglycerin or Other Nitrates:... FOR@3F T oo __(1)Yes  ___(2No
(Specify): 'evey C\fﬁf’\n’ﬂ‘

k. Digitalis: ........... FSALR 2T Kriiinrrcceneccninsnnnnns __()Yes  __(2No
(specity): _Never_entered

L Anticoagulants:...f.ﬁhQﬁ.?ﬁ.k ............................................ ___(1)Yes _ _(2)No
(Specify): __iEVEX evttexed ‘

m. Antiarrhythmics......EEPS.QZ&M ........................................... __(1)Yes __(2)No
(Specity): __\EAEY €n’m\red

n. Oral Contraceptives: Fﬁi\ﬂa?h’ ....................................... __(1)Yes __(2No
(specity): __exer entered

o. Tranquilizers:...... BRI ccccvviisccnsinimririsssnienserenens ___(1)Yes __(2)No
(Specify): _YIC\BX" errfered '

p. Other prescription drugs: R A2 L (2= o 2R ___(1)Yes __(2)No

(Specify): ESAR2T P3

g. Supplemental Oxygen Questions

1. Do you receive supplemental oxygen?..F2AQ2TA)...__(1)Yes __(2No
If YES, complete items 2-4 below.
If NO, skip to Question 38.
3302
2. Type of oxygen delivery device.f Eﬁ_q_m?Nasal Cannula
____(2) Transtracheal Oxygen
~__(3) Face mask, type: M%Xs%__
___(4) Other, specify: \1e\ex € YC
3. Oxygen Flow: _
4 Liters/minute: ... FEEABFABE it e s ——
b. FIO5 (if Venturi mask) (%).......d FSAZTHIB.....ooecrierirr e o e

4. Number of hours/24 hour period of oxygen use....Eﬁ.&Q&%&?.‘L......__ e

Medication Section Completed By: exexy PY\‘\'@@C\
(Name)
White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #05A

Patient Registry ID: ___  — — — Rev. 3 5/90

Date of Visit: ___ _ 41—/ — — Page 13 of 14
month day year

ALPHA 1-ANTITRYPSIN AUGMENTATION THERAPY

s Augmentation Therapy Record (Form

Be sure to get and review the patient’
Give the patient a new Therapy

# 10) and submit it with the other visit forms.
Record to use until the next visit.
mentation

38. Have you ever been on alpha 1-antitrypsin aug
therapy (Prolastin) since your ast Visit? ........... FSAQ3S..ccieneee __(1)Yes __(2)No

a. If NO, identify reason why not (then skip to end of form): FSAQ2g A\

___(1)Not recommended by physician

___(2)Financial reasons
£s ARS8 AZ

__(3)Medical contra-indications (specify):

___(4)Other (specify): FSAR3TAS
___(9)Unknown

If YES to question 38, continue.

a. Have you experienced any problems related to the
augmentation therapy since your last visit? LESAQ38A......__(1)Yes ___(2)No

if YES, complete Form #11 - Adverse Reaction Form.
y on augmentation therapy?:..X2PQR2ZER....___(1)Yes ___(2)No

b. Are you presentl
___(2)No

Have you discontinued therapy permanently? YepRzah..__(1)Yes

39. a.
(“Permanently” means no intention of continuing therapy )

If NO, skip to Question 40a.
b. If YES, for what reason(s) have you discontinued therapy: FSAQ24® -

__(4)Other (Specify)
TSARA g2

___(1)Financial

___(2)Adverse Reaction (specify on
Form11)

___(3)Medical__FS5 AR2A B\ ___(9)Unknown/Unspecified

c. If therapy has been stopped , date f last
therapy received..... ESA Q294w zd@un@cb I JEN pu—
month day year

If presently on augmentation therapy,

40. a. Date current therapy began: Fonfuph.f24.... (FUZZC:d)_ Y Sy B —
. month day year

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-Up Visit #05A

Patient Registry ID: __ ' —— — — Rev. 3 5/90

Date of Visit: __ __/ I A Page 14 of 14
month day year

Augmentation Therapy, continued:

(Fuzzed)
40. b. Date of most recent augmentation therapy..f’._.ﬁﬁ@‘:w.ﬁ.—f..zé_ F/ AN S
month day year

c. Dose(grams).FS"sQ"W(/_ o

41. With what frequency are you given augmentation therapy? FBI\GM
___(1)Weekly (2 oghly ___(3)Other (specify): Yiever e rﬂ;zmd
' oyS)

(in humber
Note: Coded by the CCC as the infusion interval (days). Code ‘98’ is .

used to represent soccasional” or “intermittent” use.
42. s therapy being given by a method other than infusion? FSARY 2

___(1)Yes (specity) __NENEX" exyexed __(2)No

Physician Signature: NEVEX t‘w\’(rco\-

White/Yellow: Clinical Coordinating Center, Pink: Clinical Center
PWO 1864
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A1AD Follow-up Visit #05A
Rev. 4 11/93

Patient Registry ID: __. — — — —
Page 14A of 14

Date of Visit: —_—
month day year

This page should be completed for every follow-up visit.

ALPHA 1-ANTITRYPSIN AUGMENTATION THERAPY
Continued from Page 14 of Form 05A:

if YES to question 38a, continue:

38a. 1. When did the reaction(s) occur? FSA3% A\

___(1)During the infusion __(4)Other (Specify) _ESAZBA 1S
(never enteved)

___(2)lmmediately after the infusion ___(9)Unknown
but within 24 hours

___ (3)Greater than 24 hours after the infusion

38a. 2. With what frequency did the reaction(s) occur? FSA3gA2
___(4)"After every infusion”

___(5)Other (Specity) _ES A28 p2S
—(9)Unknown

___(1)Single episode
___(2)Two or three” times

___(3)Greater than three times

3g8a. 3. Was hospitalization or emergency room
EGAZEA2

treatment required?: .....cceeed -7 A543 5 R UOOPPORRR PRSI
38a. 4. Did the reaction require medication and/or contact with R
your local. physician?: T -7 T3 -+ ke RSP —_{1)Yes ~ _(2)No

It therapy was discontinued permanently, please complete the date therapy -

stopped in question 39¢.

Comments: _ fever exteved

Form Completed By (Name):_NEVEN exneved

Physician Signature: __V\ENEY enteved -
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Form #05A

Notes on Coding:
Questions 24a-q and 25a-f: Medical History

For each of the medical history questions 24a-q, and 25a-h, there are five variables in the
database, each coded as “1" if yes and blank (missing) otherwise:

Question 24a. Emphysema

F2AQ24A1 - Patient Diagnosed by doctor
F2AQ24A2 - Hospitalized within the last year
F2AQ24A3 - Condition present in family member - Other blood relative

F2AQ24A4 - Condition present in family member - Father
F2AQ24A5 - Condition present in family member - Mother

Question 24b. Pneumothorax

F2AQ24B1 - Patient Diagnosed by doctor

F2AQ24B2 - Hospitalized within the last year

F2AQ24B3 - Condition present in family member - Other blood relative
F2AQ24B4 - Condition present in family member - Father

F2AQ24B5 - Condition present in family member - Mother

Question 24q. Other diseases of the lung

F2AQ24Q1 - Patient Diagnosed by doctor

F2AQ24Q2 - Hospitalized within the last year

FoAQ24Q3 - Condition present in family member - Other blood relative
F2AQ24Q4 - Condition present in family member - Father

F2AQ24Q5 - Condition present in family member - Mother

Question 25a. Hepatitis

F2AQ25A1 - Patient Diagnosed by doctor

F2AQ25A2 - Hospitalized within the last year

F2AQ25A3 - Condition present in family member - Other blood relative
F2AQ25A4 - Condition present in family member - Father

F2AQ25A5 - Condition present in family member - Mother

Question 25h. Other liver disease

F2AQ25H1 - Patient Diagnosed by doctor

F2AQ25H2 - Hospitalized within the last year

F2AQ25H3 - Condition present in family member - Other blood relative
F2AQ25H4 - Condition present in family member - Father

F2AQ25H5 - Condition present in family member - Mother
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