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AGAINST

CHRONIC
ILLNESS

Lawyer Turns Ailment
Into Nationwide Cause

By DIANE LEVICE
COURANT STAFF WRITEH

Jerirbler Jall it a |.'||.-:||I!.' | e
while fighting bonis of overwhelming
masea, unrelenting fatigue and endless
ciarrhen from a chrodic dissse that
COHTIes And goes.

MNow Jafl, & Connecticut assistant at-
tormey general in the 199808, 2 aming
the physical lows of an inflammatory
bovwel disease into fulfilling highs —asa
opte-wonman civil rights cresade for pece
plewith chironic atlments.

Jafl was potting sicker again from
complications of Crohn's dizease in
March, when she quit s partner In a
Huortford low firm o focus more on the
peatbient advoceey campalgn she had al.
ready begumn,

Working from her Farmington condo,
Jud¥, 48, bnnsehed g weebsibe i February,
created 8 nonprofit foundation and re-
cently published an updated goide called
“Hnow Your Bights A Handbook For Fa-
tienits with Chronic [liness.”

Jodl answers questions and helps pa-
thents all over the natbon for feee b bt
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JENMIFER JAFF of Farmington has created a nonprofit foundation to
hélp people deal with chronic diseases.

tles lwvolving health Insurance,
emplovment. Social Securicy,
school and other issues relabed to
thelr dizeases. She often ik
umphs using little-known or ig
nored parisof laws and motbvates
patients with passion and coor
passion.

She has oven gobten fumdrais-
img help from rock bamnd Peard
Jam, through a connection made
by Gloria Steinem, Jaff mot Soin:
em through abortion Fights activ-
f=m.

The patient advocacy canase “is
about a growp of invisible people
whoneed tobe less invisible," Jaff
s=:avs, her silverstreaked manme
shining against an all-black cas
ual outfit. *This is about civil
rights and people who nised 1o
Bave thelr volces heard,”

Jaff periodically addresses
groups of pationts, and coaxes
and cajles them into singing =We
Shall Overcome.”

And overcome she has While
Jaff was in her late teens, T par-
ents sent her to a psychiatrist for
moreihana yearat the wrgingola
plivalclan whocouldn®t fpare out
what was physically wrong with
her,

A dermatodogist diagrnoses] lwer
with Crohn's when, at 19, rashes
broke oul on her arms and lsgs,
and an ankle Mew up to basket-
ball sime.

Crohn's has done other odd
things, oo In 20062, her body
swelled up with water, which
e oait fo be an endocrin: sys-
tem prohblem. “1 peed out 24
pounds in twn days. That's how
mukch water therne was,” Jall savs,

In just the last four years, Jaff
has had four maksr ahdominal
surgeries, inchading operations
fior two hermias, She has had thiree
staph Infiections, and Hfe-threat-
ening defhydration and problems
absorbing mutrients,

Crohn's causes diarrhea, ab
dominal pain, rectal bleeding, in-
testinal ockages due (o swelling
and scartissue and can lead to nu-
tritiomal deficiencies, weight loss,
arthritis and =kin problems.

Jaff says her Crohn's s not cur-
remtly “active,” but the “remis-
s1on” B miserable. She opens a
kitchen cabinet to display thres
shelves flled with her medica-
fions — curmently 18 a cday plus
supplerbents,

She still has bowts of diarrhea
and sys an adrenal problem e
lated to the Crohn's s cousing
waves of niisen aceofmpaniod Ty
a dripping cold sweat and shak-
iness. As a result, she is afimid bo
drive Berther than Hartford.

She also suffers constant ab-
dominal pain, which she bealieves
is Mrown anchors inseriec as peact of
her last bernia repair.

The fatipue remains as wall.
Yo slevp and vou szl feed like
crap when you ged up,” she says,

Still, Jaff insistz, *1 hivee o great
Lifi=, S, 1 have my days when |
fieel soary for myvsalf, bat mostly 1
feel really prowd of myself for
dealing with it the way [dol”

Her sdvocacy work especially
tarpets diseases that are charac-
terized by remissions and relaps-
5, a5 Crohn's is. She doesn't liti-
ate, thaargh she'll refer people to
atlr atorneys for that Instead,

she wages battles through letier
writing, mmils, phone, ax and
FedEx.

The inquiries have been pour-
ing i — 412 Inquiries from the
end of February to late July, for
instance. Some just seek informa-
tiomn, ssich as how o get health b
suranoe - & tough problem - or
how to qualify for Social Seeurity
clizabiility,

Others need her 1o help them
wage battles. Jaff has intervened
im & wide ramge of probbms that
has inchuded insurer dendals of
treatments, schod pocommaoda:
tions for o child with bowe] dis-
ease, @il even analimony hattle

Jafl has a fellowing of gratedul
supporters @ch as Sheila Moore
in Phoenix, whose son needed an
infusion drug that would have
st e Chan STO0000:2 Year,

Moore's [neurer kad twice re-
fused to cover the arthritis dreg
Hermbcade for her 13- vear-old son
Jonathan because the drug is fed-
crally approved for Crohn's, bt
not yet for his diagnogis — ubeer
ativecolins,

“I was at my wit's end; I didn't
know where to tum,” Sheikn
Moore saya, I was just amazing
what she was able todo.™

Jall quickly compiled amd sent
a packed of information for an in-
suranee appeal, including data
froem the Kayo Clinie. With no
word rom the insurer, she called
a lawver in the Conmecticut at-
tormdy general s olflor who has
dealt with Insurers and he put her
in towch with the company’s na-
thonadl msd ical divector. Covernge
fine Hemicade wasapproved,

Jafl helped Kathleen “Casey™
Crowlbey of Becon Fallz with o
gtudent bean matter, but Crowley
i5 oven more thankfil for the
Erncest o Bt sgMriL.

“She gave me hack hope," aays
Crowley, who has multiple sclero-
she, Jupais and a rare blood dis-
order. “She gave me back the will
tofight. She is a guardian angel.”

Jail, in turm, says she gets a tre
mendons emotbonal payhack
from advecacy and its challenges
appeal to her sense of justior,
She's incensed, for instance, that
the: Americans With Disabilities
et fadls fo protect chronically ill
people whio can be fired for abe
senees due to their ilness.

Before throwing hersell Inbo
patient asdvocacy, Jall had a var-
ied and successfinl law career. She
tueght laow for a few vears and
clerked for a federal judge. Due
ing the 1%, she worked in the
Comniecticul atiomey  general's
oflbee on sorne high-profile cases
involving Medicaid fraud and
racketeering. the state’s wellame

IH*  Greater Middietown

reform and antbabarthon protesis
at a women's health center.

Anomey General Hichard Bla:
menthal appreclated her victo
ries and calls her *indefatigable.”

“She hasacombination of intel:
lectal exeedlence and legal in
sight. combrined with relentless
dedication and energy,” Blumen:
thal saya. He lsn't surpeised that
she has embraced patient advo
iy

“She's always been a fighter in
the best sense of the word,”™ Blu-
mietithal sanrs.

JalT left Blumenthal's office in
195 to work for Planned Parent-
hond and the Mational Abortion
Kights Action League in Wash-
ington, DU.C., bat left after a vear,
becmise sha sayvs she was unable
tis bear in-flzhting among coali-
tion members.

Jaff male partner ai @ Wash:
krgtom laow firen but moved back
to Connecticut becauwse of a
Crodun's relinpse, Mewding o show
down a b, she joined the law fm
of Killian & Danohue in Hartford
bl wias maide a partner and
worked S0 o B-hour weeks be
couse of a big ponsion case, Rob
et K, Killian Jr. saes.

His partmer Thomas J. Dono
hue Jr. calls Jafl a “raeor-shaop
advoente” and describes her writ:
ing skills as “brilliant.”

The same ailments would have
shut other people down, Killian
saya. “She didnt slow down,”
even when working from home,
hix says, “Jennifer ot hall speed (=
worth nvest peopde full theotle.™

Jafl savs one of the catal ysts for
beer patient advecacy was finding
IBD=ucks.com a discussion
wiehsibe for people with Inflam-
mainry Bowel [Nsemse — and an-
swering questions for partici-
pants. That snowhalled into
wrriting a short primes foe thi sl
and then a handbook for people
with IBD that she donated to the
Crobnzand Colitiz Foundation of
Armeriea, which raised 520,000 by
selling copies.

Jaff is hoping her newest hand-
books will help fund her own non-
pralit foarmdation — Advocaey for
fatients with Chronic [Hness Inc,
— g0 she can eontinwe 10 expand
harr advacacy efforts.

She's aelling & 30 edition, writ-
ten for people with all kinds of
chronicdiseaso, on her website ot
v advoencyforpationiz org. A
special edition with appemdices
for people with IBD is for sale on
the Crohn's foundatbon websiie at
£11.50 for foundation members
and 35 for nonmembers

Just ralsing money o have the
handbooks printed was a chal-
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lenige, since her foundation is so
new. Donations for the founda-
tion total aboat S50 so far, in-
cluding thousamls fom  Pear
Jam suctioning off antographed
photas and a concert poster, and
sporis memorabilia on eHay,
Pearl Jam guitarisi Mike
MeCrendy hs Crohin's

To pery b personal bk, nd
wh is single, still does free-lance
legal work ot home and s await-
kng paymeent from o settled class.
action lawsuit. She dismiszes the
ilea of going on Social Security
disabiliny,

“1 absolutely could be on dis-
ability. There's no question,” Jadl
Zavs. “Butas long as | havea oo
puter amd e-mail and a fax ma-
ching, lcan doa lot™

Chronically
lll: Their
Rights

Jennifer Jaft, an attomey
and patient achvocale, says
chronlcally il people should
loncvy thaie rights onheealth
msurance, amplormment,
Social Security, school and
other Bswees related (o their

[ LR TN

B Yo can extiend
emplayer-based health
msurance fram LB to 29
moniths urder the federal
DOBRA Ly il youwena
dizabled af the time you
bBecame aligible for COBRA.

W I your Bealrh irsuner
refuses 1o pay for a treatrment
or service, you are entitled to
A capy of everyihing the
company used tomake a
decision, including clinical
Ervbisrii,

W Mearly eveny mapr drsg
company hes an assistance
program that provides
- income partients with
frese prescription medication.

W T |earse froem work
allowed under the federal
Farnily and Medical Leave Act
— up b 12 weeks — can be
taken a few days al a time,
which s useful for people
il ] paaradhe rasdical
treatments.

B A chronically ill child s
entithed o an evaluation by
the school district and a plan
thad allows the student to
contines school work, even i
at horma part of the year.




