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ABSTRACT

The HAQ has become the pre-eminent
patient questionnaire used in rheuma -
tology. It iseasily completed by patients,
but not easily reviewed and scored in
standard clinical care and has some
minor psychometric limitations, as do
all questionnaires. Modifications of the
HAQ been made to facilitate use in
standard care, particularly to include
8-10 activities of daily living, along
with scores for pain and global status
and other information on one side of
one page for rapid review by the clini -
cian. A patient questionnaire for stan -
dard care should be limited to 2 sides
of 1 page, in a format amenable to
“eyeball” review by the clinician in 5
seconds or less. It can be scored for -
mally in 15-20 seconds or less, and is
useful in patients with all rheumatic
diseases.

The current version of a multi-dimen -
sional HAQ (MDHAQ) includes scor -
ing templates on the questionnaire to
allow formal scoring in lessthan 15 se -
conds by a rheumatologist or an assis -
tant, for possible entry onto a paper

and/or computerized flow sheet. Vari -
ous versions of the MDHAQ may also
include a "constant” region of physical

function, pain and patient global sta -
tus, and "variable" regions of fatigue,

morning stiffness, psychological dis -
tress, change in status, a review of sys -
tems, a rheumatoid arthritis disease ac -
tivity self-report joint count (RADAI),

review of recent health events, and re -
view of medications. The MDHAQ can
be used in the infrastructure of rheu -
matology care to include quantitative
data in standard care of all patients
with all rheumatic diseases.

I ntroduction

Over the last 25 years, since its land-
mark publication in April 1980, the
Health Assessment Questionnaire
(HAQ) (1) has become the pre-eminent
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patient questionnaire in rheumatol ogy.
The HAQ queries 20 activities of daily
living (ADL) (Table 1) for which the
patient is asked to respond in 4 cate-
gories as to whether he or she can per-
form the activity “without any difficul -
ty” (= 0), “with some difficulty” (= 1),
“with much difficulty” (= 2), and
“unable to do” (= 3) (2). The 20 activi-
ties are classified into 8 categories of 2
or 3 each. The HAQ aso queries the
use of 16 aids and devices. A score for
each of the 8 categoriesis based on the
maximum score for any of the 2 or 3
activities in the category, with an
increase in the score by 1 for any cate-
gory in which patients use an aid or
device. The total score is the mean of
the scores for the 8 categories (1). The
HAQ is discussed in detail in this Sup-
plement by its developer, James Fries
with Bonnie Bruce (3).

Some limitations of the HAQ

The HAQ has proven a mgjor advance
in rheumatology clinical research.
However, as is the case with al mea
surement methods, certain limitations
are seen, which are not of major conse-
guence but may detract from its psy-
chometric validity (Table I). A HAQ
score may be increased artefactually by
a rheumatologist recommending a
device to aid a patient’s function; for
example, if a patient responds that she
walks, opens jars, or performs another
activity “with some difficulty”, and is
given a cane, jar opener, or other de-
vice, but continues to respond “with
some difficulty”, the score will be
increased from 1 to 2, even though the
patient's physical function may be
improved.

Different activities may determine the
HAQ scores on different completions,
asonly 1 of 2 or 3 activitieswithin each
category determines the score for the
category. The categories of the HAQ do
not necessarily group related activities
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Tablel. Itemsincluded on the HAQ, 8 ADLMHAQ, 14 ADLMDHAQ, 10 ADLMDHAQ
and HAQII. (The codes of the items are the same as used in other tables).

HAQ 8ADL 14ADL 10ADL HAQII
MHAQ MDHAQ MDHAQ
(€Y 4 (29) @) ©)
DRESSING & GROOMING:
Dress yourself, including tying shoelaces
and doing buttons ? la a a a
Shampoo your hair ? 1b -
ARISING:
Stand up from a straight chair ? 2a - - - 0]
Get in and out of bed ? 2b b b b
EATING:
Cut your meat ? 3a - - -
Lift afull cup or glass to your mouth ? 3b c c c
Open anew milk carton ? 3c - - -
WALKING:
Walk outdoors on flat ground ? 4a d d d o]
Climb up 5 steps ? 4b - - -
Walk 2 miles or 3 kilometers ? - i i
HYGIENE:
Wash and dry your entire body ? 5a e e e
Take atub bath ? 5b - - -
Get on and off the toilet ? 5c - - - o]
REACH:
Reach and get down a5 pound object
from above your head ? 6a - - - O
Bend down to pick up clothing from thefloor ?  6b f f f
GRIP:
Open car doors ? 7a - - - o]
Open previously opened jars ? 7b -
Turn regular faucets on and off ? 7c g g g
OTHER ACTIVITIES:
Run errands and shop ? 8a - k
Getinand out of acar, bus, train, or airplane?  8b h h h
Do chores such as vacuuming or yard work ? 8c -
Participate in sports and games as you would
like? j i
Climb up aflight of stairs ? | -
Run or jog two miles ? - m
Drive acar 5 miles from your home ? - n
PSYCHOLOGICALSTATUS:
Get agood night's sleep ? o] o]
Deal with the usual stresses of daily life ? p p
Deal with feelings of anxiety or being
nervous ? q
Deal with feelings of depression of feeling
blue ? r -
HAQII ITEMS NOTLISTED ABOVE
Go up two or more flights of stairs ? )
Lift heavy objects ? o)
Move heavy objects ? (o]
Wait in line for 15 minutes ? o)
Do outside work (such as yard work) ? )

Source: Reference (2)

effectively; “stand up from a straight
chair” in the category of “arising” and
“get on and off thetoilet” in the catego-

ry of “hygiene” are correlated at higher
levels of significance with one another
than with the other activities within the
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categories of “arising” and “hygiene
(4). A patient may hypothetically im-
prove on 1 to 12 of the 20 activities on
the HAQ, but show no change in HAQ
score.

Floor effects are seen, namely that
patients may have normal HAQ scores,
but nonetheless feel that there exist
functional limitations. A change in
score of agiveninterval, say from 0.25
to 0.5, may not represent a similar
change as a change from 0.25 to 1.5
(5). As noted, none of these matters
limit the HAQ severely in the docu-
mentation and monitoring of status in
clinica trials, and in predicting work
disability and mortality in observation-
a clinical research, as the HAQ or a
derivative — rather than a joint count,
laboratory test or radiograph — is the
best predictor in rheumatoid arthritis
(RA) of functional status (6, 7), work
disability (8-10), costs (11), joint
replacement surgery (12) and prema-
ture death (6, 13-19).

TheHAQ isgeneraly easily completed
by most patientsin 5-10 minutes. How-
ever, pragmatic considerations may li-
mit use of the HAQ in standard clinical
care, as few clinicians — with some
notable exceptions such as Dr. Freder-
ick Wolfe (20) — use the HAQ routine-
ly. Some HAQ activities, such as
“shampoo your hair” and “do chores
such as vacuuming or yard work” are
not performed by some patients, caus-
ing some interruption in completion by
some patients. Since the HAQ involves
2 sides of 1 page, it cannot be quickly
reviewed (“eyeballed”) by a clinician
to get asimple overview of patient sta-
tus. The scoring system is somewhat
complex, generally requiring at least a
minute. The HAQ does not include
data concerning psychological distress,
fatigue, change in status, morning stiff-
ness, or other constructs which some
clinicians may wish to monitor in stan-
dard care.

These considerations have led to efforts
to develop simpler patient question-
naires for use in standard clinical care,
in a more easily scored format, which
can be scanned (“eyeballed”) by aclin-
icianin 5 seconds or less, scored in less
than 10-20 seconds, and that provide
additional information concerning psy-
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chological status, fatigue, changein sta-
tus, morning stiffness, review of systems,
medications used, al on 2 sides of 1
page. The modified HAQ (MHAQ) and
multi-dimensional HAQ (MDHAQ)
were developed to meet these goals.

Development of a modified HAQ
(MHAQ)

A modified HAQ (MHAQ) was des
cribed in 1983 (4), which includes 8
activities of daily living, 1 from each
category of the HAQ (Tablel), with no
aids and devices, for rapid review by a
clinician and scoring in less than half
the time needed for the HAQ. MHAQ
scores are correlated significantly with
HAQ scores (as would be expected for
the same items) (4), and with tradition-
al joint counts, radiographs and labora-
tory indicators of inflammation (21).
The MHAQ appears to be as sensitive
as the HAQ in clinical trials to recog-
nize differences between active and
control treatments (22), and as infor-
mative in longitudinal clinical studies
of morbidity (17), mortality (16, 17)
and work disability (8) in RA. The
MHAQ also includes 10 cm visual ana
log scales for pain and global status, to
assess the 3 patient questionnaire mea-
sures on the ACR Core Data Set (23).
The activities chosen for the MHAQ
were generally the simplest of the 2 or
3 within each HAQ category (Table 1),
as the deleted activities were some that
certain patients do not perform, such as
“shampoo your hair”, “vacuuming or
yard work”, or “take a tub bath.”
Therefore, MHAQ scores were system
atically 0.3-0.4 units lower than HAQ
scores, and “floor effects,” i.e., scores
of 0in people who had some functional
disability, were more common than
seen on the HAQ (24). This problem
became more prominent during the
1990s as the status of patients with RA
improved substantially with the aggres-
sive use of low dose methotrexate and
low dose prednisone (25).

Development of a multi-dimensional
HAQ (MDHAQ)

The lower scores with agreater level of
“floor effects’ of the MHAQ compared
to the HAQ was addressed by the addi-
tion of 6 complex activities in a multi-

dimensional HAQ (MDHAQ) (Tablel)
(24). The term “multi-dimensiona” is
used in recognition that the question-
naire had been further modified over
the yearsto include not only the queries
of 8-10 activities of daily living, and
visual analog scales for pain and global
status from the ACR Core Data Set (23,
26, 27), but also scoresfor fatigue, psy-
chological distress, morning stiffness
and change in status on one side of one
page, and review of systems and medi-
cations on the reverse side of the page.

The additional activities reduced the
number of patients with floor effects
from 16% on the HAQ and 30% on the
MHAQ, to less than 3% on the MD-
HAQ.

More recently, afurther revision of the
MDHAQ with only 2 of 6 additional
activities, “walk 2 miles or 3 kilo-
meters’ and “participate in recreation
and sports as you would like,” has been
reported (Table 1) (2). This format fur-
ther advanced ease of scoring, as scores
for 10 activities may be divided by 10
and scored 0-3, asin the HAQ, or divi-
ded by 3 and scored 0-10, so that scores
for functional disability are scored O-
10, as are scores for pain, global status
and fatigue (2). The prevalence of floor
effects was 10%, but most patients with
ascore of “0” werein aclinica remis-
sion status.

The initial report of the MDHAQ
included 4 items to address psycholog-
ical distress, including anxiety, depres-
sion, sleep and dealing with stress (24),
in the patient-friendly HAQ format of 4
response items — “without any difficul -
ty, “with some difficulty,” “with much
difficulty,” “unable to do.” The depres-
sion item was found to be correlated
significantly with the Beck Depression
Inventory and Centers for Epidemio-
logic Studies Depression Inventory
(CES-D), which takes up a page or
more (r > 0.6, p < 0.001). In therevised
MDHAQ (2), scores for psychological
distress were found to be similar with
removal of the “stress’ item, and 3
items for anxiety, depression and sleep
have been retained. Each item is scored
ona0to 3.3 scae, 0 =with no difficul-
ty, 1.1 = with some difficulty, 2.2 =
with much difficulty, and 3.3 = unable
to do. The total score for this psycho-
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logical distress scaleisthetotal of the 3
items, i.e. 0 — 9.9, again giving a total
near 10 as for the other scales.

The recently reported MDHAQ (Fig. 1)
includes 7 scores. physical function,
pain, globa status, psychological dis-
tress, and fatigue, each of which is
scored 0-10 (or 0-3 for physical func-
tion, if preferred), as well as change in
status and morning stiffnessin minutes,
al on 1 side of 1 page which can be
easily scanned in 5 seconds to gain an
overview of apatient’s situation. While
it is pragmatically desirable that the
same questionnaire be completed by
each patient within each clinical set-
ting, it is not necessary that every pa-
tient questionnaire used in every rheu-
matology setting be identical. All ver-
sions of the MDHAQ (available at
website mdhag.org) include a “con-
stant” region, analogous to immuno-
globulins, of physical function, pain,
and globa status, the 3 patient self-
report measures from the ACR Core
Data Set (23), as well as strongly en-
couraged and optional “variable’ re-
gions. “Variable’ regions regarded as
“strongly encouraged” include scales
for psychological distress, fatigue,
change in status, morning stiffness, and
an RADAI-self-report joint count
(Tablell). “Variable” regions regarded
as “optional” include (Table II): are-
view of systems list of medications
used, recent medical events, demogra
phic data, and physician assessment of
global status. One of the authors (YY)
includes a physician note on a 1-page
2-sided form.

One exampleisillustrated in Figures 1
and 2. One side of the page (Fig. 1)
includes 10 activities of daily living, 3
items to assess psychological distress,

Fig. 1. (next page) A version of the multi-
dimensional health assessment questionnaire
(MDHAQ) designed for use in standard medical
care, which includes scores for physical func-
tion, psychological distress, pain, morning stiff-
ness, global status, self-report functional class,
change in status, fatigue, and disease activity
from the rheumatoid arthritis disease activity in-
dex (RADAI) self-report joint count, on one side
of one page. Scoring templates and space to enter
scores are provided on the questionnaire, as dis-
cussed in the text (trandated versions of MD-
HAQ areavailablein French, German, Italian, Spa-
nish, Danish and Finnish at www.MDHAQ.org).
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Multi-Dimensional Health Assessment Questionnaire (R729-NP2)
This questionnaire includes information not available from blood tests, X-rays, or any source other
than you. Pleass try to answer aach quastion, aven if you do not think it is ralatad ta you at this time.

Ihere are no right or wrong answers, Please answer exactly as you think or feel. Thank you.

1. Please check [+/) the ONE best answer for your abilities at this time: F::_}:Eu::f_?
Wi thoat With With UNABLE
OVER THE LAST WEEK, were vou able o ANY S0ME MUCH To Do EN
a. Dress yourself incleding bying shoelaces and
doing buttons? 1] 1 2 3 /
b. Get in and out of bed? 1] 1 2 3
c. Lift a full cup or glass to your mouth? 1] | 2 3 | P
d. Walk outdoors on flat ground? 0 1 2 3 Tl
& Wach and dry your entire body? 1] 1 2 3 EEL
f. Bend down to pick up dothing from the floor? 1] 1 2 3 $illfe Db
a. Tumn regular faucets on and off? 0 1 2 3 EVRRTER]
h. et in and out of a car, bus, train, or airplane? 1] 1 2 g
i. Walk 2 miles or 3 kilometers, if you wish? 1] 1 2 3 [t 1 2] 5
j. Participate in recreational activities and sports as 1] 1 2 3 fokatiats
wou would like, if you wish? ok e
k. Get & good night's sleep? 0 i1 2.2 33 PSY
l. Dedl with fedings of anxiety or being nervous? 1] 1.1 2.2 3.3
m. Deal with feslings of depression or feding blue? 1] 1.1 2.2 3.3
2. How much pain have you had bacause of your condition OVER THE PAST WEEK? Please PN

indicate below how severe your pain has been:

MO o mnnoo0sna1? 14 16 1820 21 27 »374 25 »f »7 75 7»n 72 zn PAIN AS BAD AS /
FAIN O © ©Q O O Q Q O O C QO 0000 Q00000 IT COULD BE
Uoh Lo Ly 20 A 30 4% 40 4 bl Wl Dl B A0 S HUED YUYy L

3. When you awakenead in the moming OVER THE LAST WEEK, did you foel stiff? [ONo CYes

If "MNo,” please go to Item 4. If "Yes,” please indicate the number of minutes 4
or hours until you are as limber as you will be for the day. GL
4. Considering all the ways in which illiness and health conditions may affect you at this
time, please indicate below how you are doing:
VERY -0 i WU U L2 Lis LY 24 00q 26008 S0 300088 54 50 9 5/ 55 54 .40 VERY
WELLO O O Q OO 0 0O Q QO OQ00Q0O0Q Q0 0C Q0 O PRMALY RAPID
S T RTINS W POV LA N 1 - SIS 4 N ATSRTH | IRTRUR TN S A1 AT RURE - 0 T WM 6] f=FrimHmy

2. Which of the following best describes you TODAY in your every day life?
Pleasa chack (v} only ona:
_1:1 can do everything I want to do.
___2:1 can do most of the things I want to do, but have some limitations.
_ 3:1 can do seme, but not &, of the things I want to do, and I have many limitations. FATIG
41 can do hardly any of the things I want to do.

6. How much of a problem has UNUSUAL fatigue bean for you OVER THE PAST WEEK?
FATIGUEIS: © O O O 0 O O 0 00 Q0 00000 Q0 OO0 0 O FATIGUEISA
NO PROEBLEM o ub LU Db 20 25 300 35 40 45 50 S50l ob /00 A0 B0suh 90 o0 WwMAIDR FROBLEM
7. How do you feel TODAY compared to ONE WEEK AGO? Please check (V) only one.

Much Better | | (1), Beder | | (2}, theSame | 1(3), Worse | | (4), Much Worse | | (5] than one wesk ago

8. In terms of joint tenderness (i.e. joint pain associated with light fouwch) and joint swelling (joint

enlargement due to imflammation), how active would yow say your rhesmatic condition is TODAY?
NOTATALL Q © © O O QO O Q0 O QO O 0 C 0 0 Q0 0 Q O O O EXTEBMELY

ACTIVE U L L 20 25 30 55 4l 4h b0 WL B0 0L AU A S0EL 20 40 10 ACTIVE

R729-NP2 PLEASE TURN TO THE OTHER SIDE Page 1of 2

JTACT
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ML LT o

9. Plaase place a check () in the appropriate box to indicate the amount of pain you USE ONLY
are having today in each of the joint areas listed below:
hone  M3d  Moderate Sewvers Mone  Mid  Moderate Ssvers JT
LEFT FINGERS |10 11 12 1153 RIGHT FINGERS | 1D 11 112 113 TUN N

10 oy

LEFTWRIST Oo0 DO1 Oz O3 RIGHTWRIST Oo O1 Oz O3 ues  r ae

LR b o LKl

LEFTELBOW o O1 Oz O3 RIGHTELBowW Co O1 Oz O3 Dol
LEFTSHOULDER | 10 (11 (12 |13 RIGHTSHOULDERIIO 111 112 113 i s
LEFT HIP Oo O1 O2 O3 EBIGHTHIF 06 001 O O3 il TR
LEEL KNEE Oo O1 O2 O3 RIGHTKNEE Oo O1 O2 O3 am e
LEFTAMKLE 110 111 112 |13 PRIGHTAMKLE 110 111 112 113 haw  mern
LEFT TOES 110 111 112 |13 RIGHT TOES o 111 112 113 Futia

[T 5 4 54
Wy AL BN

Oo 1 Oz O3 pBal o 1 Oz O3 ; -
] - ~ . - ever 1he sl menih: it

__Fever _—_Lumgp i your throat —Paralysic of arms or lags SAS b e
__Weight gam {=10 Ibs) _ Cough __Mumbness or gngling of arms or kags |2 42 17 e
__Weight koss (<10 1bs) __Shaowtmess of breath __Fainting spells Ml i
__Fesling sickly _ Wheszing _ Sweafling of hands
__Headaches __Pain in the chest __Swealling of ankles
__Unusual Btigue __Heart pounding [palpitations) __Swealling in other joints X
__Swolken glands _ Trouble swallewing __Jint pain
__Loss of appette ___Hearthurn or stomach gas __Back pain
__Skin rash or hives __Smomach pain of cramps __HMeck pain
__Unusual bruising or bleeding  __Mausea __lse of drugs not sold in stores
__Other skin problems __Womiting __Smoking cgarettes
_less of hair _ Constpation __Morethan 2 alcoholic drinks per day
_ Dy eyes __[iarmrhea _[weprescion - fesiing biue
__Other eye problems _ Dark or bloody stooks __Anxety - fealing nervous
__Probdems with hearing __Problems with urination ___Problems with thinking
__Ringing in the ears _ Gynecodogical (Female) problems _ Problems with memaory
__Stuffy nose __[Dziness __Problems with sleeping
__Sores in the mouth __lesing your batance —Sexya problems ACE
Dy mouth _ Muscle pain, aches, orcramps _ Buming i sex organs
__Froblems with smelior mste __Muscle weskness ___Problems with social activities
11. In general, how active has your rheumatic condition been owver the PAST MONTHS?
MOTATALL © © O 0 0O O OO0 0DCO0OO0O0OO0OO0OO0CCO0OO0O OO O EXTREMELY
ACTIVE 0 NS AN 1520 2530 IS 4N A5 S0 S5 A0 RS TN OFS BNES 00 05 10 ACTIVE
12. Over the last 6 months have you: [Please chack (]
O Ko O Yes Had an operation O No O Yes Changels) of arthritis drugs or other drugs
O Mo O Yes Inpatient hospitalizabion O No O ¥Yes Change{s) of address
OKo O Yes Anewillness, accidentortrauma O No O Yes Changels) of marital status
OKo O Yes  An important nesy sympiom O No O Yes Change job or work duties, quit work, refired
O O Yes Side effects) of any drug O Ho O Yes Change of medical nsurance, Medicars, s,
OMe O Yes Smoke cdgassmes regularly O Mo O Yes Change of primary care oF ather doctor
Please explain any "Yes" answer belowr, or indicate any other health matter that affects you:
Your Hame Today's Date Diate of Birth
SEX: O Femals, O Male ETHMIC GROUP: O Black, O White, O Asian, O Hispanic, O Other
Your Occupation Flease circle the number of years of school you have completed:
Wark Status: O Fulltime, O Part-time O Cisshled i 2 3 4 5 & 7 B 9 10
O Homemaker, 0 Sesking work, O Cther 11 12 13 14 15 16 17 18 19 20
Page 2of 2 Thank you for complating this questionnaire to monitor your medical care. R7Z29MP2
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Tablell. Three types of components of MDHAQ for standard clinical care: “Constant” -
required, and “variable” - strongly encouraged and optional.

“Constant”- Required

“Variable’- Strongly Encouraged

Variable—"“Optiona”

Physical function
Pain
Patient global

Psychological distress
Fatigue

Change in status
Morning stiffness

RADAI-self-report joint count

Review of systems
Medications used

Recent medical events
Physician global

Physician note on 2-page form

Tablelll. Patient questionnairesin clinical research and clinical care.

Feature Clinical research

Clinical care

Design considerations  Complete, long

Effect on patient visit Adds time, interferes with flow

Type of questionnaire May be “generic”, “disease specific”,

other research goals

Scoring

Goal of data Add to research database

Focus of analysis
or observational databases

Data management Send to data center
Major criteriafor use
difference (MCID)

Disposition of
questionnaire

Enter into computer

Complex, requires computer

Groups of patientsin clinical trials

Validity, reliability; assess minimum
clinically important significant

Patient friendly, can be completed
by patient within 5-10 min

Savestime for MD and patient

Applicable to patients with all
rheumatic diseases

Simple, may “eyeball” results; scored
in < 20 seconds

Add to clinical care

Individual patients cared for by
individual physicians

Review for patient care; may enter
into flow-sheet to compare to previous
visits

Document status, medical and
medico-legal rationale for aggressive
therapies

Enter into flow sheet in medical
record

Table V. A practical system for routine assessment of functional status, pain, global status,

fatigue and psychological distress.

1. Patient is given 2-page questionnaire by receptionist; it generally is most feasible to include each
patient with each diagnosis at each visit in the infrastructure of clinical care.

2. Patient completes simple questionnaire with minimum interruption of patient flow, usualy in
waiting room; help is needed by 5-25% of patients.

3. Nurse or staff member may help patients when needed, review questionnaire for completeness,

and may score questionnaire.

4. Physician does as little as possible, but should scan (“eyeball”) contents - may score question-

naire and/or perform formal joint count.

5. Office staff may enter data unto flow sheet with laboratory and medication data.

Fig. 2. (previous page) Reverse side of the
MDHAQ, which includes a review of systems,
the rheumatoid arthritis disease activity index
(RADAI) self-report joint count (28), recent
medical events, and demographic data.

visual analog scales (VAS) for pain,
global status, and fatigue, and scores
for change in status and morning stiff-
ness, and on the other side (Fig. 2) a
review of systems, the rheumatoid arth-
ritis disease activity index (RADAI)
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self-report joint count (28), recent med-
ical events, and demographic data.
Simple questionnaires such as a 10-
item HAQ II (5, 29) or 12-item ROAD
(30), present reasonable alternatives to
the MDHAQ. Differencesin the patient
questionnaire appear acceptable, so
long as the critical “constant” region is
included.

It should be emphasized that thereisno
need to involve a computer in any of
these scoring activities, which are easi-
ly accomplished using pencil and paper
in any clinical setting, although a com-
puter database may be desirable. The
acquisition of additional information
on one page concerning psychological
distress, fatigue, morning stiffness, and
change in status, and ease of scoring
may be the advantages of an MDHAQ
compared to the HAQ. A change in
scores for pain, fatigue, globa status,
and psychological distress often is at
least as important in clinical care as a
change in the functional disability
score.

Patient questionnairesfor clinical
resear ch and for standard clinical
care

As noted, the primary purpose of mod-
ifying the HAQ to develop the MD-
HAQ was to facilitate the application
of patient questionnaires beyond clini-
cal research (31-33) to standard clinical
rheumatology care. Many reasons have
been cited to explain why patient ques-
tionnaires are not included in standard
care. The first may be that data from a
physician and/or high-technology im-
aging and laboratory source are regard-
ed as “objective’ clinical information
in the traditional “biomedica model”
paradigm, the basis for most of the spec-
tacular advances in 20" century med-
icine. By contrast, data from a patient
are regarded as “subjective’ — with the
primary purpose of leading to “objec-
tive,” definitive data. However, no stu-
dy has documented greater significance
for an imaging method or laboratory
test compared to a patient question-
naire in the prognosis or documenta
tion of important clinical outcomes in
rheumatoid arthritis, such as functional
status (6, 7), work disability (8-10),
costs (11), joint replacement surgery
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Example of patisnt lowsheet monitoring weing the mult-dimsnalanal heatth
assessmant qusstionnalre (MDHALQ)

FY: 33 yoF 17 viel: O8/08/2008 DX 1C09: Z14.0 Onest: 02/2003 Education: J2

DT V2 IO | M2503 |20y | A1RD3 | 11M1A3 | aans
PATINNT S oy cop st B : e o e CAE
CTICNAL STATLIS () [0-10] §.33 2.00 2.00 167 1,00 .87 i
STATUS (P5) [0-10 1. 134 1.10 A30 330 a.3a 8.30
(P [H10] ] 54 1.8 1.7 13 o7 0.8
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Fig. 3. A patient seeninitially on 5 March 2003, who developed rheumatoid arthritisin a post-partum period with a3-month old baby, who she could not care
for because of functional disability. All MCP, PIPjoints, wrists and knees were tender and swollen. Her initial scores on 5 March 2003 were 6.3 for function-
al distress, 7.8 for pain, and 9.1 for global status. She wasiinitially begun on prednisone 10 mg/day and methotrexate 15 mg/week. One week later she showed
substantial improvement with her functional status score declining to 2.0, pain to 5.6, and global status to 5.6. However, it was apparent that she had very
aggressive disease, and was begun on etanercept. Over the next 8 months clinical improvement is documented, with declinesin the patient’ s scores for func-
tional status to 0.67, pain to 0.7, global status to 0.3, as well as other scores. Two years later she continues in near-remission status, albeit with low dose
methotrexate, low-dose prednisone, and etanercept.
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(12) or death (6, 13-19). If alaboratory
test for, say, aT-cell marker or cytokine
were available with the robust value of
the HAQ or MHAQ in the prognosis
and monitoring of rheumatoid arthritis,
it would surely be incorporated into
standard rheumatology care by al
rheumatologists.

One important concern that has not re-
ceived much emphasisinvolvesthe dif-
ferences between questionnaires de-
signed for clinical research versus
those intended for clinical care (Table
[11). The experience of most rheumatol-
ogists with patient questionnaires has
involved lengthy questionnaires in cli-
nical trials and other clinical research,
and many rheumatologists have limited
experience with short questionnaires
adapted for standard clinical care. A
patient questionnaire designed for stan
dard clinical care may differ consider-
ably from one designed for clinical re-
search (Table I11), much as a test for
rheumatoid factor or C-reactive protein
developed in aresearch laboratory may
be adapted in a simplified form for
standard care.

Inclinical research, the primary goal is
to acquire data that is as complete as
might be needed to address the study
guestions. Patients and clinicians there-
fore recognize and accept the inconve-
niences of lengthy questionnaires. The
scoring may be quite complex and the
data are not interpreted at the clinical
site; rather they are sent to a data center
for entry into alarge common database
(Table I11). The clinician does not re-
view the data; indeed, in clinical trids
the clinician is generally expected not
to review the questionnaire data at all.
By contrast, a questionnaire for stan-
dard care must be feasible and practical
(Table 111). Requirements for such a
guestionnaire include (Table 1V) that it
can be completed by a patient within 5-
10 minutes, scanned (“eyeballed”) by a
health professional for a clinical over-
view in less than 5 seconds, and scored
by a health professional within 20-30
seconds, and is amenable to entry onto
a flow sheet to compare with previous
visits within 30 seconds. Further, a
questionnaire for standard patient care
must be clinically applicableto patients
with all diagnoses (24, 34), and provide

time-saving information to the physi-
cian by enhancing a patient’s capacity
to describe concernsin the limited time
dlotted for a clinica encounter. The
MDHAQ meets these requirements.

Use of patient questionnairesin
standard care

A very simple system has been imple-
mented effectively over the last 20
years, which can assure completion of
aquestionnaire by almost every patient
at every visit (35) (Table 1V). When the
patient registers for the visit, the recep-
tionist asks him or her to complete a
guestionnaire — provided on a clip-
board together with a soft pencil or felt-
tip pen —while waiting to see the physi-
cian. The questionnaire should be pre-
sented as an important component of
medical care, contributing to provide
data regarding functional status, pain,
global status, fatigue, and psychologi-
cal statusthat cannot be obtained in any
other way. A cheerful and enthusiastic
manner is important — the patient loses
interest if the staff projects a general
disdain of questionnaires.

The questionnaire is completed by the
patient before being called into an ex-
amining room. Most patients wait at
least 5-10 minutes before seeing arheu-
matologist. The questionnaire helpsthe
patient to focus on problems and sum-
marize the overall evaluation. Most pa-
tients do not need help from a health
care professional, although about 20%
of patients to ask for help from a fami-
ly member or health professiona to
complete the questionnaire, which is
willingly provided.

The questionnaire may be reviewed
with a nurse or another member of the
office staff, when the weight or blood
pressure are checked, or when the pa
tient is placed in an examination room.
This review is not necessary, but may
include the identification and comple-
tion of missing data, medications, pa
tient inquiries, and scoring of the ques-
tionnaire scales, as described below.
The questionnaire should be scanned
briefly by the physician to review the
patient’s clinical status. Patients have
commented that they have felt unhappy
after completing questionnaires in phy-
sician’sofficesif there was no evidence
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that the information was reviewed by a
health professional.

Scoring of the MDHAQ

Another relatively neglected matter
involves the scoring of patient ques-
tionnaires in standard clinical care. Of
course, it is possible to recognize the
extent of functional disability and pain
without a need for formal scoring, just
as a physician can recognize afever or
tachycardia without formally measur-
ing the patient’ s temperature or pulse.
However, formal quantitative informa-
tion enhances the information needed
for care, and formal scores for physical
function, pain and global status may
also improve care.

The MDHAQ has scoring templates
that allow a health professional to for-
merly depict a quantitative number for
each scale within 15 seconds, directly
on the questionnaire. The 10 activities
of daily living can be quickly totaled
without a calculator, computer or any
other device (other than a human
brain); the total is divided by 10 to
reach a 0—3 score, with scores compa-
rable to the HAQ. One can also divide
the score by 3 to derive a 0—10 score,
which will then be similar to scores for
pain and global status. Alsoincluded is
a logarithmic scale, which has been
found to be more sensitive than an
arithmetic scale to distinguish active
from control treatment in certain clini-
cal trids (Koch and Pincus, unpub-
lished data).

The visual analog scales for pain and
global status aswell asfatigue, are pre-
sented as 21 circles rather than the tra-
ditional 10 cm line, to facilitate scoring
without aruler. One version of the MD-
HAQ includes an arithmetic scale of
0-10 below the circles, and a logarith-
mic scae above the circles — the rheu-
matologist may choose either format.
The logarithmic scale has a range of 0-
3 for physical function, 0-3 for pain
and 0-4 for globa status, for a total
range of 0-10. This score has been
termed the “rheumatology assessment
patient index data’ (RAPID), and rep-
resents an index of patient scoreswith a
range of 0-10 that provides an absolute
score which is as sensitive as the dis-
ease activity score (DAS) in distin-
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guishing active from control treatment
in certain clinical trials (Koch and Pin-
cus, unpublished data). Although the
format of labeling each circle may
appear quite “busy,” the inclusion of
only a few numbers along the visual
analog scale tends to lead patients to
cluster responses primarily in labeled
circles. Therefore, it appears best to la-
bel each circle or none at al, although
if there are no labels more time is
required to score the scales. Formal
scores can be entered into flowsheets as
illustrated below.

Management of MDHAQ data

using a clinical flowshest

Many options exist for the management
of questionnaire data, ranging from
simply scanning (“eyeballing”) the
guestionnaire to assess patient status, to
formally scoring it, to keeping a flow-
sheet (Table 1V, Fig. 3). A flowsheet
may be used to facilitate the recogni-
tion of possible changes in functional
capacity, pain, fatigue, or psychologi-
cal status from previous visits. A flow-
sheet appears very useful in the man-
agement of chronic disease in general,
and many clinicians record medica-
tions, laboratory tests, joint examina
tion findings, and other data on a flow-
sheet. The one-page flowsheet, which
includes patient questionnaire scores,
laboratory data and drugs, is very use-
ful in standard clinical care.

One example of use of the flowsheet is
presented in Figure 3. Thisillustrates a
patient who was seen initially on 5
March 2003, who developed rheuma
toid arthritis in a postpartum period
with a 3-month old baby, which she
could not take care of because of her
functional disability. All MCP, PIP
joints, wrists and knees were tender and
swollen. Her initial scores on 5 March
2003, were 6.3 for functional distress
7.8 for pain, and 9.1 for global status.
She was initially begun on prednisone
10 mg/day and methotrexate 15 mg/
week. One week later she showed sub-
stantial improvement with her func-
tional status score declining to 2.0, pain
to 5.6, and global statusto 5.6. Howev-
er, it was apparent that she had very
aggressive disease, and was begun on
etanercept. Over the next 8 months, her

clinical improvement is documented
with declines of her scores for func-
tional status to 0.67, pain to 0.7, and
global status to 0.3, as well as other
scores. Two years later she continuesin
near-remission status, continuing to
take low-dose methotrexate, low-dose
prednisone, and etanercept.

Some principles of questionnaire
usein standard care

Clinicians have expressed concerns
that questionnaires may interfere with
office routine and time management,
with consequent increased costs and
time. However, data from a brief ques-
tionnaire designed for standard care
can provide an important saving of
time (after a brief “learning curve,” as
is required with any new activity). In-
formation concerning functional status,
pain, psychological distress, fatigue,
global status, review of systems, and
medications are then known to the phy-
sician at the start of the visit, rather than
when acquiring basic data from the
patient. This facilitates a focus on mat-
ters that require attention, leading to
more efficient and effective clinical care.
The questionnaire contributes to clini-
cal judgement, but al decisions must
be made by the clinician.

Many specialized questionnaires such
as the Short Form 36 (SF36) and dis-
ease-specific questionnaires for anky-
losing spondylitis (36), fibromyalgia
(37) and osteoarthritis (38), are avail-
able for different types of clinica re-
search studies in which their use is un-
questioned. However, it is generaly
not feasible to use additional question-
naires in standard clinical care. The
MDHAQ can be useful for patients
with any rheumatic disease (24, 34), all
of whom may experience physica dis-
ability, pain, fatigue and psychological
distress.

Many clinicians have suggested that it
would be desirable to select patients to
complete questionnaires on the basis of
specific diagnoses, the interval since
the last questionnaire, the beginning of
new therapy etc. However, schemes
that include only certain patients gener-
aly fail in standard clinical practice. It
is considerably easier for the office
staff to hand a questionnaire to each
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patient at each visit. Collection of rou-
tine data from consecutive patients at
each visit may be supplemented by
additional data collection at intervalsin
certain subsets of patients, if desired.
For example, all patients of one of the
authors (TP) are invited to complete
guestionnaires every 6 months for the
US National Database organized by Dr.
Wolfe (39).

Concluding thoughts

The authors believe that rheumatolo-
gists enhance the lives of their patients
as much as any physician, but improve-
ments in status generally are not docu-
mented quantitatively. The absence of
effective documentation adds a signifi-
cant problem to people with rheumatic
diseases, as the provision of many ser-
vices are limited in the current climate
of cost containment. Documentation of
the effectiveness of rheumatology care
is accomplished most cost-effectively
through the routine distribution of
patient self-report questionnaires in
standard care (35).

There is a general viewpoint that “sci-
ence” involves only high technology
and laboratory activities. However,
research over the last 25 years has doc-
umented that clinical rheumatology can
be a most effective quantitative “sci-
ence.” A self-report questionnaire may
be the only measure to recognize sig-
nificant disease progression over 5-10
years, while joint tenderness, erythro-
cyte sedimentation rate (ESR), global
severity, and morning stiffness may be
unchanged or improved over 5-10 years
(40). These observations suggest that
self-report questionnaires (and radio-
graphs) may be the optimal clinical
measures through which rheumatolo-
gists might document improvement or
prevention of disease progression over
5-10 years.

When data are not collected on any giv-
en day, information is not available to
compare to previous and future visits
or to document the potential value of
patient care. It may be regarded as an
intellectual responsibility of rheuma-
tology health professionals to imple-
ment clinical rheumatology as a quanti-
tative science, which is best accom-
plished using patient questionnaires.
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This practice will help to advance
rheumatology as a specialty to improve
the lives of millions of people with
rheumatic diseases.
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