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Mr Range!.‘ b do nof know whether we can keep the record open that long.

Iisfening to.
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Ms. Monaco., Mr. Chalrman, ! would like to take the opportunity +o have
our fuil statement In the record.

Mr. Rangel. It Is so‘ordered.

Ms, Monaco. | would also |ike to ask you if we could have permission to
include in our statement sometime within the next month the results of a

financial survey that we have done across the country on parents of chiidren

Yes, we will be able to accommodate you,
- Ms, Monacor Thank you, Mr. Chalrman.

'l would Iike To concenfraTe on what Representative Sabo Thls mornrng
acknowledged Es an. undeserVed ciass, and that is the children that are affected
with catastrophic i{lness, Tha+ caTegory of cllent shall we say, for catastrophic
health insurance, Is dependenT upon the foresight of their own parents for providin
for thelr care or the goodwil|l of éfafe or national organizations.

Too often both of these elements are lacking. |+ is understandable.
Although cancer is the !argésf kilter of children in This country next to
accldents there are very few people that enfer upon the state of matrimony in
anticipation Thaf they are going to have a child that has cancer or some other
catastrophic Illness. | |

The Impact of cancer on the famlly, what 1+ does to It emotional ly and
f}nancTally, aré the kinds of things | would Ilke to explore with you: and to

concentrate on the two aspects that you Indicated you were most interested In




The first Is the impact of the disease on a particular class and the
other thing is the way of Improving the system so 'that we can meet the needs
of that class without bléwing financial commitment sky high,

Children with cancer are only one percent of the cancer community
and for that reason we cannot, as can the adult cancer sufferers or those
that have heart disease or stroke, count on having a center of excellence
within spitting dis?ance'of our front door.

We can count on that if we llve in D.C, or New York City. We can count
on that tf we lLive in Memphis, Tennessee. We can count on that If we Ilve
in Boston or Minnesota or Los Angeles, and a few other places |lke Houston,
Texas, and Seattle, Washington, but for the most part the parents that have
éhildren with Iifefhreafening [I{nesses tike cancer have to travel from 250
to 500 miles one way for thelr child to recelve treatment,

For that reason | would Iikglfo bring fo your attentlion that even if
we were able to recelve medical relmbursement for every single medical
procedure that our chfidren experiences, still we would not be able +o.assure
in any way that the financlal caTésTrophic impact of disease on this class
of families is going to be met.

Flrst, | want to address the types of medical coverage that we feel any
national health Insurance program would have to inciude and then the deflciencles
remalning even if we do have all of those hedlcal procedures covered.

What is needed, - (I) hospital coverage, (2) out-patient costs, when you
’ have a child with cancer Tha+’chi!d.may.only be hospltalized twice, at diagnostic
time and at demlise. Most of the fime is spent and most of the treatment Is
received on an ouf~pa+ienf-basis. (3) Drug costs, (4) radlotherapy, (5) blood

products, not just that whole red stuff that we have but also white ceils,




plateletpheresis, things of that nature that help us avoid infection and
go on to a better survival opportunity, (6) prosthesis, (7) nursing home
care, very few nursing homes can accommodate children. For the most part
they do not need to but this Is not something readily avallable. (8) Counseling,
which can be covered in most circumstances; (9) Home care, -home care is ones of
the glaring gaps in the way the Qhole natlonal health insurance Is proceeding
with respect to the pediatric cancer patient. Although HEW is funding
26 hospice demonstration programs all over the country, none of them
Include a program, as far as we know, in which home care outreach services,
a home care outreach +eah, is going to be avéilab[e for pediatric patients
that are goling to dle at home, particularly In our reference, patients that
have cancer, - |

New Jersey.has'sfarféd a program that deals with this. Minneapolis
'haé a pfogfam that deals with this. Washington, D.C, fingers crossed, is
| sfar#iﬁgifﬁe sahe ¥hfng;_and_Virginia and Michigan. But this particular
ﬁ+ype of benefit which,.l5 1da Martinson's program out of University of
Minnesota, has shown it can deliver the best tupe care to the pediatric
patient at one-third or less the cost of a terminal illiness in a hosppltal
is something which the people that are putting the hospice programs together
are brushing aside.

We are only'one percent of the cancer popplaTEon but it Is important
to keep costs down for all clients of the National health insurance system
and not just the adult population.

Mr. Rangel. Are you not saying something else besides keeping costs

down for home care?




Ms. Monaco., 1| am saying also, of course, the benefits that are available
to the family, certainly. The lack of famlly disruption , dying in the
bosom of the famify which so many of us had the opportunity fTo experience
growing up, which Is not available for a lot of our children to be a part of
today. The emotional tolt, the financial toll, the entire impact on the
family Is so much better served and handled when we can let our children die
at home where we want to have them, 1f they have to die at all.

As | mentioned, even If we do have all of our medical needs met, if we
are fortunate enough through state and federal programs and private health
insurance to pick up those medical costs, there are studies, the primary one
of which has come out of the Unlversity of Kansas, and others at Sloan~Kettering
and at the University of Los Angeles, that show that between I3 and 25 percent
of a fami]ies total  income, goes to the tupes of costs that are directly
related tfo the disease category we are talking about, pediatric cancer,
namely }ranSporTafion to a medical center, food and lodging for the famtly
member that accompanies the 6hiid, chitd care for the children that remain at
home, and Homemaker assistance to the children that remain at home.

We cannot relinvent the wheel and duplicate Class A cancer treatment
facllities all over the country to serve this one percent. But we can
build Updn-the good chitdren's hospital set~ups that treat cancer, although
they are not major centers, c¢linical cooperative groups, pedlatric oncologists
in the community, We can leave this structure intact, assure that transportation
costs be picked up for famiiies that for one reason or ahother have to leave the
bosom of their own community and travel to a major center for treatment, and by
this aveld dupiicéfion of services. WIth transportation and fodging paid, we
would be able to make the best use of the services that are available, resist

the temptation to duplicate unnecessary and extraordinarily expensive services




in other places and meet the arguments on non-accessibility.

For the most part families would not have to use this transportation
meney. The fact that they were tied to a center and that those that were
treating them could rely upon a center for evaluation and reevaluation while
they were monitoring the care at home would be sufficient.

However, for families, for example, that |ive in Nevada who must travel
to Los Angeles for the most part of treatment, their fransportation costs
can go over $6000 a year. Nobody pays that.

- | am thinking particularly of an example of a family from Michigan
Thé+ TransporTed Itseif To Sloan Kettering In New York for a very simple
reason. If The.chijd sTa?ed at home she would have a |imb amputated. If
she went fo Sloan Kettering they had the ability to replace, to utilize that
limb, keep IT_in place and she would have a workable |imb,

But in order to avall themselves of Sloan:Kettering's fantastic

o reputation in this area thse family, that was not a welfare famity, that

Qas not Medicare or Medicald, had to come all the way across the country.
The mother had to give her job up. Every single cent of thelr savings were
spent in order fo assure that their child would have a |imb.

Familles love thelr chiidren but they are not always willing to make
those sacrifices. We have a family right now In the Metro. Area that cannot
afford the $25,000 a year 11 is going fo cost them o do what they need to do
To their child with pediatric cancer and for that reason they have decided fo
dfsconTInue treatment.

But even becoming destitute Is no guarantee that you are going to receive
the care that ydu need. There is an exampie &f a famify that is in New Orleans,

Louisfana, that was a family whose Income met State aid standards. They




petitioned the state health to pay for a Bone Marrow Transplant for
their child. That Bone Marrow Transplant was the only thing that could be done for
the particular type of cancer that this child had.

The state health sald, "No. It is an experimental procedure. We will
not do If." Qur local parents group took them to court and the court
decreed payment for the bone marrow procedure. But now Théy are lookling
towards leglslation that will make thls avaiable. fo all other children.

Chitdren are a very small bag in the area of catastrophic 1llness.

But children have been where we have learned the best lessons in tferms of
cancer. The things fhat have happened to our children five years ago now
save the lives of a lot of adults.

[ think that we can say +hat the children are not only important then
for the substantive medical progtress that they have given us but also they
are a small. enough group, that they could prove to be an experimental unit
whereb} we might try some innovative ways of handling care,del ivery and
relmbursement that might later prove to be an excellent example for the
entire adult community. | |

t +rust, Mr, Chalrman, Mr. Duncan, that with your concerns In these
areas of health care and the way you have gone on the record, that you witl
consider strongly the particular needs of the catastfrophically i1l child in
talloring your response to national health insurance.

We certalniy, as an organization that has groups in 48 States and many
overseas, stand ready to be of whatever assistance we.can in helping you fo
Tailor.your approach. |

I would be happy to answer any questions you have.

Mr. Rangel. Thank you, Ms. Monaco. Mr, Duncan,

Mr, Duncan. Thank you, Mr. Chalrman, | want fo thank Ms Monaco for
an excel lent statement. The aprts that | missed before | came in | read It

and | want to compliment you on your persuasiveness and sincerlity and




dedication.

How many children would you say that are affected by cancer are now
ttving?

Ms. Monaco. Approximately 6000 children are diagnosed with cancer
every year. Of This number, not quite 50 percent are leukemias and the
rest are solid tumors and cancers of other description. Of course, now we
can ook forward to saving about 80 percent of our leukemia chilidren, our
Nutl Cell teukemia children, If they do recelve the proper treatment, and
we can look forward to saving a lot of our-chfldren'Tha+_have sottd tumors.

~There are some cancers like brain Tumors in which\ws_do~noj have such

greéf hopes yet but we have come a Iong{way {njfhe tast Tén yeéfs. |

Mr. Duncan. How many locations do we have in the céﬁn+ry_+ha+.
specialize In cancer Tréafmenf for chifdfen?  | .'

Ms. Monaco. There are a lot of people fhé+35éy5+ﬁéy‘60;fsif, buf}a 
we only ﬁave seven or efgh? ceﬁfers, real centers, of ‘excellence In Thfs’r
country for the freatment of pediafric cancér. You are for+una?e enough
to be right around the éorner from one.

Mr. Duncan. It Is a long ways from east to Qesf in Tennessee, but It
is in our state. We are proud of the one In Memphis. Thank you very much,-
and thank you Mr. Chalrman.

Mr. Ranééi. Thank you, Mr, Duncan, The Candfeflgh+ers; de they cohcern
themselves Just with children and just with cancer?

Ms. Monaco., We are just concernéd with pediatric and adolescent cancer
‘and +the effec*_fha? it has on our families, ves, sir, although we do serve as
an organization that is a iead organization in he!piﬁg parnets with other
disease slte Interests fo get thelr own types of activities going that parallel

ours, o ' : . -




Mr. Rangle. You are located [n 48 states?

Ms, Monaco. We are indeed, sir.

Mr. Rangel. How do you identify the family, by going to the
hospitals?

Ms. Monaco. The families usually idertify us. We are usually a part
of the Information package that a family would receive upon diagnosis. S$So
they would know the kind of self-help Information and education programs
that Candlelighters has avallable for them and they can participate In them.

We have five groups in +he me+ropo|i?an New York area, We have
d1fferent ones In New Yark STa+e. There are about five groups on the
istand, Westchester County,. Brooklyn, Sfafen Island and the city. Ifself

Mr. Rangel. s :+’en#lrely:prtvafely‘funded?

Ms. Mogacof it Is pﬁbllc!y funded Insqfar as it Is funded by parents
fhemselves; We do not éo.any fundraisan;  Whaf we do- 1s we steal a lot.

- We put our hands In fhe,pockéfs.of +he*p90ple.wé knbw have the money, including: -
organizations that are raising money generélly in The-éommuni?y for the aid |
of cancer patients.

Mr. Rangel. But you do not receive public funding.

Mrs. Monaco. No, we do not., We have never had to worry about that,

Mr. Rangel. | hope you send me some Ilfera+dre concerning the Candlelighters.
b fs a very emotional subject and certainly people that are struck by this,
families rather, need all the help they can get and | would like fo see whaT
1 could do to help.

Ms. Monaco, Thank you, Mr. Chairman. | appreciate your interest.
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SUMMARY: CANDLELIGHTERS POSITION ON

1980 APPROPRIATION FOR THE NATIONAL CANCER INSTITUTE

10.

Expansion of the federally funded reasearch
and clinical trial effort to translate the
successes in the acute leukemias, lymphatic
cancer, Hodgkins, bone cancers, wilms tumors,
retinoblastoma, rhabdomysarcoma with 50 to

85 percent five vear survival rate at centers
of excellence in pediatric and adolescent
cancer treatment to the non-acute leukemias,
brain and central nervous system tumors and
neuroblastomas which have not shown the sensi-~
tivity to treatment which these other cancers
have. .

Expansion of the consortium approach to pedia-
tric and adolescent cancer supported by a net-~
work tumox registry and computer access system
which will permit children with cancer wherever
they are found to experience the same onportuni-
ties for long term suzvival and nossible cure that are
experienced at the centers of excellence in the
research and clinical application of pediatric
cancer,

Expansion of the efforts to develop less toxic
therapies.
Initiation of research into pain assessment and
management in pediatric and adolescent cancer
patients, :

Funding for a study to determine how to provide
parent access across the country to programs that
will assist families of children with cancger to
let their children die at home where this is the
option the family selects.

Increased funding for bleood component support
programs.

Ingquiry into discrimination against pediatrie
and adolescent cancer patients in state vocational
education and rehabilitation programs.

Increased funding and positions for the 0Office of
Cancer Communications to provide expanded efforts
in the development of materials for the use of
families, physicians, nurses and gocial workers for
dealing with the psychological pressures of cancer
and providing for development and dissemination of
materials relating to rehabilitation.

Increesed funding for the National Institutes of
Bealth Clinical Center program in pediatric on-
cology to permit initiation or expansion of exis-
ting programs within the intramural program as
pertains, for example, to long term vhysical,
behavioral and psycheological impacts of cancer on
pediatric and adolescent patients and their Zami-
lies, pain assessment and management, and the
development of less texic therapy.

Continued support by this Commitiee for the nutri-
tion program and additional funding to provide

the development of physician and medical student
education program in the area of nutritional
support as applied to cancer.
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