
mternational ventilators Users ~etwork Spring 1990 e v01. 4, NO. 1 

gualbtu of Life Perceotians mf Uentilatar-flssisted Indiuiduals 
by John Bach, M.D., and George Oombas, M.D. 

With the availability of portable ventilators and the 
variety of noninvasive methads of assisted ventilation, 
i t  i s  unfortunate that many people with neuromuscular 
conditions and chronic hypoventilation are misdiag- 
nosed early on and never appropriately counseled. 

Many health care professionals who influence these 
individusls on options for ventilatory support may 
d imurege use of these aids because of mispercep- 
tions about the individual's quality of l i fe. A review 
of medical l i terature reveals a paucity of information 
regarding quality of l i fe  and l i fe  satisfaction percep- 
tions i n  this population. 

A survey regarding various quality of l i fe  issues was 

\a dertaken of 600 ventilator-assisted individuals 
i t h  neuromuscular conditians, mast of whom l ive 

at home i n  the New York/ New Jersey area and who 
have an aver@ age of 49 years, and 254 health care 
professionals with an average sge of 33 years. 

When asked, "Currently, how satisfied are you with 
your l i fe  8s 8 whole?", 82% of the ventilator-misted 
individuals responded that they were neutral to very 
% t i s f i d  (positive responses) with their lives i n  
general. However, only 24% of the health care pro- 
fessionals thought that those individuals would res- 
pond i n  that manner. 

Other aspects of the quality of l i fe that were surveyed 
included satisfaction with health, s i a l  interaction, 
housing, transportation, education, employment, 
family situations, and sexual function. The percent- 
age of ventilator-assisted individuals who responded 
positively to t h m  issues follows: health-57%; soc- 
ial  interaction-75% ; housing- 90% ; transportation- 
78%;  education- 8 I %; employment -8 1 %; family 
situations-87%; and sexual function-60%. 

"The results of this survey may 
help to alter aurperceptio~s- . . 
and discourge health care pro fes- 
siunals from underva/ui~~q the sat- 
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the same l i fe  satisfaction issues were asked of the 
health care professionals, the same number of sub- 
jects had positive responm to within + 10% as did 
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The results of this survey may help to alter our per- 
ceptions of huw venti la tor-misted individuals view 
their lives. The results should discourage health mre 
professionals from undervaluinq the satisfaction wrth 
l i fe that the majority of these individuals ieels. 

Address: Dr. Jahn each, University of Medicine & 
Dentistry of New Jersey, U H  8-239, 100 Bergen St . ,  
Newark, MI 07 i 5 3 .  



Uiniateuer H a ~ ~ e n e d  to Katie IEteckett? 
by Jul ie Beckett 
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The beginning of this rkxade i s  a new beginning for Katie 
and me. Many changes have m u r r e d ,  some of them pleas- 
ant, some of them not so pleasant, but mother and daughter 
have endured to take on new challenges and face new ob- 
stacles with a greater feeling of hope and satisfaction. 

Katie is  now a 12-year old young l d y  who is ectively in- 
volved i n  sixth grade, extremely curious about space and 
space travel, but also curious about her new interests 
(music, movies, and boys - i n  that order!), new changes i n  
herself, and her future. She f m  her challenges with a 
positive attitude. She accepts that there are no e%sy an- 
swers but that does not inhibit her from looking for what is  
t ru ly  r ight i n  the world. 

The most wonderful thing about a l l  we have been through is  
that Katie i s  just naturally herself. She i s  confident and in  - 
tuitive. She appreciates my work. She has trwelled with 
me to conferences. She has even talked about counseling 
other children with disabilities and their siblings. 

Her care is s t i l l  time consuming, with chest percussion 
treatments twice a dsy, ventilator support st night, and 
trach care. However, premhlemnce sometimes disrupts 
the routine. She has needed more suctioning at various 

w 
times, but she hi% preferred to cough instead of suctioning. 
Her biological changes have brought on new problems with 
the absarption of her medication. She has required medica- 
tions for so long I am concerned that she may be feced with 
some chemical adaptation to those medications. 

Katie has also had problems with swallowing. She s t i l l  
must have a high calorie formula four times a dg/. She is 
able to eat blended foods and soft foods such as scrambled 
eggs, Spaghettios, puddings, and ice cream. But i f  I don't 
push her to eat, she probably would never feel the urge to 
eat on her own. 

To help her breathing and stamina we hwe joined a health 
club. We both work out on the treadmill and Katie w i l l  soon 
be i n  an aerobics class. She is  really looking forward to 
joining kids her own age working out. This has definitely 
helped her activity level i n  school gym class. 

In October 1989, all my work on behalf of Katie and as 
Associate Director of the National Maternal and Child 
Health Resource Center seemed to hwe come to fruition 
when a story broke i n  Omaha about twin gi r ls  who had bee 
born and suddenly developed central hypwentilation syn- b 
drome, requiring ventilators and 24-hour intensive care. 
The parents were both so involved in the init ial  crisis that 
the cost of the care was far from their minds. 

Both had very good jobs and goad insurance merage, but 
not unti l  one of the twins died did reality set in. The b i l l  
that came the day she was buried totaled $450,000 for less 
than 6 months of care. Should the other twin survive, the 
parents would be faced with no health insurance coverage i n  
a very short time. 
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The parents called me and I explained that Nebraska had a 
good waiver program end told them what resources to in -  
vestigate. Benefits f rom the comprehensive high r i s k  p m l  
available to the uninsured i n  Nebraska were good, and the 
,- arents felt they cauld pay the i r  share as long as they could 9f ord to without having to go on Medicaid. But the s ix-  

month wait ing period might put them into bank.ruptcy i f  the 
su rv iv ing  tw in  needed hospitalization, 1 advised the par-  
ents to f ind a good state legislator to introduce a b i l l  to 
waive that waiting period for those who already had reached 
the l i m i t  on their  insurance policy. The parents were suc- 
cessful and I ,  along wi th  Katie, was interviewed about my  
ro le  i n  helping the parents. 

Since Katie was in the hospital w i th  double pneumonia at 
the t ime, we were interviewed i n  the hospital lounge. The 
reporter asked Katie how she felt about my  work. She re -  
sponded i n  her m w t  x l f - m u r e d  manner, "What m y  moth- 
e r  does i s  the most important thing any mother could do far 
children. I f  i t weren't for my mother, kids l ike me would 
have to l i ve  away from the i r  homes and the i r  families and 
be lef t  without an opportunity to know what that l w e  rea l ly  
means. They couldn' t go to school w i th  their brothers o r  
sisters. They couldn't have the i r  moms sing them to sleep 
every night. My  mom's work helps people to understand 
how important kids l i ke  me are to the world around us." 

The reporter continued, "What would you have missed most 
i f  you hadn't been able to come home?" Katie said, "Christ- 
mas, because Christmas 1s a t ime to show people how much 

ou rea l ly  care about them. I don't think I could have l ived a i thout being able to spend Christmas at home w i th  my  
mom and dad. " 

The interview continued w i th  Katie responding to a few 
more questions, but she was getting t i red so she went back 
to her r m m .  The reporter was impressed wi th  Katie's 
composure on camera and her ab i l i t y  to articulate her 
feelings. 1 had to agree. bemuse i have always protected 
Katie f rom having to respond to questions that might make 
her sad. I found out that day just what being a mother was 
a l l  about: nur tur ing your children to take care of them- 
selves and the world around them. 

Address: Ju l ie  Becket? . National Maternal and Child Health 
Resource Center, College of Lew Building, University of 
lowa, lowa City, IA 52242. 

fdI'ior :cM?fe An excellent discussion and explanation of 
t.he waiver i n  i ts  various forms can be found i n  an art ic le 
ent I t led, "Pwment Mechanisms for F'ediatr ic Home [:are." 
by James Mur ray  that appeared i n  I=rr/i;,g October 1989. 

Health Care Reform 
by Debbie Poehlmann 

A r m n t  newspaper art ic le reported that "tiome care is 
among the fastest growing segments of the health care in-  
dustry. . . . One attractive thing about f i t ]  - from a prof-  
i tab i l i  t y  standpoint - is  that, a far ,  insurance companies 
have been w i l l i ng  to pay whet home health care companies 
charge because the savings over hospitalization i s  dramatic.'" 

The article's part icular fwus  seemed to be infusion therapy 
i n  the home, which i s  enjoying great success and wide- 
spread support f rom patients, insurers, physicians and 
medical groups. The inherent short-term nature of intra- 
venous therapy and the fact that i t  i s  done usually only one 
to three times per day make i t  very  manageable i n  the home, 

What i s  much more di f f icul t  i s  managing the health care 
m t s  of those who are ready to be at home, and deserve to be 
at home, but who w i l l  need many hours per &y of skilled 
nursing care, not for  a two-week course of therapy, but for 
months and years to come. That i s  a completley different 
matter. Ventilator dependence, paralysis, and neuromus- 
cular degeneration are only a few of the numerous and per- 
haps lifelong conditions that would have to be dealt w i th  
daily i n  the home. 

The same technology that allows us to maintain quality of 
l i f e  comes w i th  an exorbitant p r i m  tag. Who i s  going to 
pay? Where w i l l  the funding come from when one's re- 
sources are exhausted? What i f  i t  i s  yvur loved one we are 
talking about? Do you want to see him or her confined to an 
institution where a cut-rate per diem pr ice mg, also 
reflect equally cut-rate service? 

Where do we go f rom here? What can we do to realistically 
get more help? Many of us are f s ~ i n g  very  cr i t ical  issues 
i n  our own famil ies r ight  now. We are not only t r y ing  l o  
ape  wi th  the needs of individual family members, but also 
wi th  h w  to pay for maintenance of quality of l i fe.  I t  i s  a 
ve ry  heavy I d .  

When we unite our voices and educate each other about our 
r ights and options, we w i l l  be much more l ike ly  to b r ing  
about the changes we need to improve l i f e  for us all. 

Address: Debbie Poehlmann, 2 1 027 Roscoe Blvd., #2, 
Cancqi Park, CA 9 1 304. 

fd~tof3ffoft? Debbie h m  a young son who uses a ventilator 
Her story about h im appears on page 1 0. 
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by Judith Raymond F ischer 

hen Kangaroo Kids, the Center for Fragile Children, 
ened i n  October I989 i n  Santa Ana, California, i t  b m m e  

one of the f i rs t  day care centers i n  the nation to provide a 
protected environment for children with medical problems. 

Thanks to t w ' s  technology, more and more infants are 
surviving with fongterm medical problems. The mast 
diff icult time is  after the child's discharge from the 
hospital, a time when parents report stress and exhaustion 
i n  coping with the child's ne&s . . . and their own. A place 
l i ke  Kangaroo Kids allows parents to be free of responsi- 
b i l i t y  for  a periad and to e n j y  a more normal family life. 

The for-prof i t  Center, owned by Care Visions Corporation, 
i s  designed to accomadate 40 and serves children up to a 
developmental age of 5 years old who have severe lung 
problems, h a r t  disease, neuromuscular disease, colic, 
seizure disorders, cancer, and other conditions that pre- 
vent them from being m p t e d  i n  regular day care centers. 

Kangaroo Kids i s  open 16 hours every weekday, with res- 
pite care weekends available. I t provides a very home-like 
atmosphere and the benefit of being with other children. 

The m t  of the care a v e r w  about $20  per hour and i s  
approximately 40% f : ~ s  than home care, and 60% less 
than hospital care. Insurance companies are enthusi.%tic 
about the type of alternative care the Center offers, and 
Wedi-Ca1 i s  also, but must f i rs t  find the proper bureau- 
cratic niche for the Center. 

Parents are encouraged to participate, and many stop by on Kangaroo Kids  in action 
their lunch hours to feed their children. Staffed by li- 
censed professional nurses experienced i n  neonatal and 

'V i s t r i c  care, a multidisciplinary team i s  also available The Center also houses a parent resource l ibrary and the 
o provide any necessary physical, mupational, speech, or Family Support Network, a support group for parents who 

developmental therapies. have "grduated" from an intensive care unit or have 
children with special health needs. 

Home nursing care i s  also available through Care Visions. 
According to President Jeffrey bsse r ,  i t  was f i rs t  thought 
that, with Kangaroo Kids available, the demand for home 
nursing care would decline, but instead it i s  thriving. 
Parents have different reasons for choosing home nursing 
over the Center. 

With a successful f i rs t  venture i n  the Las Angeles/Orsnge 
County arm, Kangaroo Kids plans i ts  m n d  Center i n  the 
Riverside-San Bernardino area. There are no plans yet to 
develop nationwide, but the meeting of such a crit ice1 need 
should dictate that Centers be available s l l  over the United 
States. 

Address: Kangaroo Kids, 1800 N. Bush St., Santa Ana, CA 
92706. 7 14/KI D-7070. 

Leeda tlnd Barbara Evans, L..V.N. 
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Home Care for Ventilator-Assisted Children & 
Adalescents - A I 5-Year Personal Perspective 

by Allen Ooldberg, M.D. 

I n  1 9 7 5 , l  was given the challenge to create a designated 
special care unit and program for ventilator-misted 
children at the Children's Hospital of Philadelphia (CHOP). 
Working with m i a t e s  Bob Kettrick and Jack Downm, and 
wi th the encouragement of C. Everett Kmp, Surgeon- in-  
Chief, we successfully demonstrated home care for venti- 
lator-assisted children. Our accomplishment was due i n  
large part to the respiratory rehabilitation model &el- 
oped by doctors Augusta Albe and Mathew Lee at Ooldwater 
Memorial Hospital i n  New York. 

A few years later, as medical director of respiratory care 
at Children's Memorial Hospital i n  Chimjo, I developed 
another home care program i n  collaboration with the 
Division of Services for Crippled Children (DSCC). Our 
f i rs t  ventilator-misted child was discharged i n  1979. 

By 1980 i t  became clear to me that the small but undeter- 
mined number of ventilator-assisted children from our 
region would be better served by the establishment of a 
program beyond the scope of one pediatric hospital. What 
they required were also the special n& of a much larger 
group of children who depended upon medical technology and 
a variety of community-based resources. 

I w-founded Care for Life, a not-for-profit organization, 
concerned with care for ventilator users, to provide docu- 
mentation, fmter education, and encourage demonstration. 
I turned to edult ventilator users for expert &ice and 
direction and was introduced to Rehhi/itBt~bn & ~ f f e ,  
which my wife, Evi Faure, realized was the best source of 
information available for our purpose - i t  was not n m -  
sary to reinvent the wheel. 

A travel fellowship i n  January 1980 permitted me to study 
international models of independent l iv ing and home res- 
piratory care. Finally the mas ion arrived for Evi and me 
to visi t  Gini and Joe Laurie, publishers of the Rehb1;rif~- 
f ~ b n  &?efte, for an unforgettable six-hour lunch i n  
October 1980. 

Gini and Joe raised several interrelated issues worthy of 
our immediate attention: independent l iv ing for individuals 
who are disabled; "post-polio" syndrome; a new generation 
of ventilator users. 

To address these issues, Gini s u w t e d  that we callaborate 
with Dr. Henry Betts and the Rehabilitation Institute of 
C h i q  in  the sponsorship of a meeting. As a result, 
"Whatever Happened to the Polio Petients?", the First 
International Post-Polio Conference, was held i n  Chicago i n  
October 198 I .  

Keynote speaker C. Everett Kmp, Surgeon-0eneral h i g -  
nate made public his commitment to children with disabil- 
ities. He agreed to sponsor, with the Division of Maternal 
and Child Health , the Surgean Oeneral's Workshop for 
Children and Families with Handimps: Case Example - the 
Ventilator-Asisted Child. As a result of this conference at 
CHOP i n  December 1 982,  the issues facing ventilator- 
assisted children were now a subject for demonstration 
projects and public policy dsbate. 

In 1983, DSM: i n  I l l inois was awarded a demonstration 
project to develop the Children's Home Health Network of 
I l l inois (CHHNI 1. During 1983- 1987, CHHNI was active 
throughout I l l inois and St. Louis in  demonstrating the home 
care planning process, conducting research, and developing 
a home care model. In t h m  same yews, i conducted sever- 
al independent studies to better undw-stand the broader @ 
issues facing the ventilator u w r .  

Over the pest 1 5 years, my experiences have given me a 
personal perspective i n  designinp and developing integrated 
management systems for home respiratory care. They have 
also provided me the means to observe the evolution of 
respiratory care techniques, technologies, and practices. 

During that period, major demonstration projects have 
been kumented and national public policy studies have 
been wmmissiond and disseminated by the U.S. Congress, 
Office of Technology Assessment. The magnitude and 
complexity of the i s s u ~  and workable solutions have been 
offered by a consensus obtained by the Task Force of the 
Secretary of Health and Human Services and Congress. 

These recommendations are n w  being implemented in  8 
multitude of settings by a variety of apprmhes i n  the 
private, public, and voluntary sectors. Concerns about the 
performance of home respiratory care equipment and ser- 
vices have been issues of major initiatives by federal 
agencies and professional organizations, guidelines for 
home care have been publ ishd, and device and care stan- 
dards have been established. 
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Despite the prqress  to deste, as we a p p r m h  the next 
, i am concerned about the lack of public policy. 

Instead, there i s  s "waiver" a p p r m h  wi th a great dm1 of 
alictwable discretion. I n  addition, there i s  fragmentation of 

--.?he aurces of funding and service delivery, resulting i n  a 
!@I& variety of possibilities regarding the options available 

to ventilator-misted children and their families. 

Statutory and regulatory constraints have been imposed 
which have augmented home care costs beyond institutional 
alternatives. Partial regulation has fettered the market- 
p l m .  While there are some opportunities for profit, 
petchwork funding policy has restricted innovation due to 
reimbursement uncertain ti^ and inadequacies. 

As a result, some ventilator-assisted children m q  be 
denied home care because the cost w i l l  exceed an allowable 
l im i t ,  and s r v i c e  prwiders m w  become discouragwl. 
Quality and/or safety w i l l  be compromised by efforts to 
develop programs within the constraints. 

As personal, individualized approaches are being delegated 
to larger systems of care, the approaches are becoming 
institutionalized and bureaucratized. This reduces flexi- 
b i l i t y  as well as sensitivity to individual situations. 

Although a few lpod models have been established, n w  that 
cost containment i s  forcing the issue, many institutions are 
beginning to consider home care for tezhnology-dependent 
children without an understanding of what i s  involved. This 

ults i n  improper selection of candidates and inadequate 
of children and families. 

Ventilator-misted individuals do not need nor want solu- 
tions imposed upon them by well-meaning professionals or 
government officials. They want support services to em- 
power and enable them to take charge of their own health 
and well- being. Programs that promote s l f -  help and 
family-centereb care prw ide the best opportunity for 
wellness and guarantee individualized focus. 

Al l  the msterial, financial, and human resources required 
by the ventilator-assisted child and family are available, 
and they can be utilized within the constraints of even a 
l imited pwment system. A system can be put i n  place to 
satisfy the nee& of al l  beneficiaries: providers, payors, 
and users. 

To m m p l i s h  this, the current fragmentat.ion of services 
and funding must be r e p l a ~ d  by an integrated management 
system featuring individual case management, management 
information systems, and family self- help as the center- 
piece. Such an approach w i l l  retain f lexibi l i ty,  assure 
quality, guarantee safety, and foster cost-consciousness. 

We must develop: 
e designated programs for home w r e  for ventilator - 

assisted children and families - 
m centers of excellence for ini t ial  stabilization, prepara- 

tion, and home care discharge - 
m home care devices based on simple technology easy to 

learn, maintain, and repair i n  emergency - 
r home case managers to monitor and wardinate care and 

services, expert i n  mt and quality management - 
r ~ t i v e  participation of &l health care professionals, all 

of whom respect the central role of the family. 

Address: Allen Goldberg, M.D., 101 8 W. Diversey, Chimp, 
IL 606 14. 

Sleep-Related Breathing Disorders 
by Oscar khwartz,  M.D. 

Al l  ta, often individuals with sleep-related breathing dis- 
orders end up in a cr isis situation. Early warning signs of 
nocturnal breathing disorders may be unspecific. Symp- 
toms of hypwentilation, as reported by Dr. Spencer, in- 
clude lethargy, morning h&hes, claustrophobia, fre- 
quent chest infections, speech difficulties, daytime sleepi- 
ness, as well as difficulty with concentration. 

Pulmonary hypertension, chronic respiratory failure, and 
heart failure may ensue i f  sleep-related breathing dis- 
orckrs remain untreated. Symptoms in i t ia l ly  are second- 
ary to nocturnal elevations i n  carbon dioxide and Iuw oxy- 
gen concentrations. Later i n  the course of events, chronic 
hypoxia (respiratory failure) with carbon dioxide re- 
tention axurs.  

Underventilation and sleep apnea are not the same, although 
they may be associated with similar symptoms. Sleep ap- 
nea is  related to snoring and the inabil ity to maintain a good 
airflow. A sleep evaluation i s  the only way to diagnuse or 
differentiate underventilation from sleep apnea, but sleep 
laboratories often have diff iculty with hypwentilation 
problems, &pending on the type of monitoring used during 
the test. A test may easily ru le out sleep apnea but not de- 
tect hypoventilation. 

Underventilation can be divided into three categories: 
inadequate breathing control mechanism ; muscle fatigue; 
and increased mechanical load on respiratory muscles from 
abnormalities of the chest wall, airway, or lungs. 

I view mechanical load as a mechanical disadvantage of the 
muscles of respiration. Muscle fatigue i s  often easily 
spotted, except during sleep. The mechanical disadvantage 
of the muscles i s  harder to notice. 
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I f  the muscles are slightly weak, perhaps previously 
involved with polio or impaired from the development of 
m l i o s i s  or kyphmis, they ma/ be unable to sustain the 
mechanical work necessary to maintain ventilation at night. 
Hypwentilation or carbon dioxide buildup in the blood 
ensues. The me~hanical advantage of muscles worsens as 
the vital capacity falls. 

Hypwentilation can be diagnosed by a sleep study or simply 
by monitoring the arterial bled gases at night. A gmd clue 
to hypwentialtion at night i n  someone with neuromuscular 
problems may be carbon dioxide retention during the dey. 

There: are many considerations in  the treatment of sleep- 
related breathing disorders. Drug therapy has & been 
shown to be of great benefit. Both negative and positive 
p r m u r e  ventiletion can be used in  treatment. 

N q t i v e  pressure may not be used as frequently because of 
reports of the development of sleep apnea with its use. 
However, polio survivors have used these deyices effec- 
tively for 30 years or more. Health professionals may not 
have hlsd previous training with negstive pressure systems 
and may be reluctant to use them. Currently, I have a child 
with Ondine's curse who has used a chest cuirass for about 
five years without problems. 

Nasal positive pressure is bewming a more common treat- 
ment. As with all forms of ventilatory aids, there may be 
problems. Erosions, sinusitis, and leaks have been noted 
with masks. 

Address: Oscar Schwartz, M.D., St. Mary's Heelth Center, 
64 1 0 Clayton Rd., St. Louis, MO 63 1 1 7. 

Home Ventilation i n  Children and Adolescents 
by Virginia Nelson, M.D. 

From July 1 98 1 through December t 988,3 I ventilator- 
assisted children and adolescents were followed by the 
University of Michigan Pediatric and Adolescent Ventilator 
Rehabilitation Service. 

The ages at onset of ventilator dependence were as follows: 
16 were from 0-5 years old, 3 were from 6- 10 years old, 
and 12 were between the ages of I 1 - 2  1. Initially all of 
our patients were adolescents, but over the past couple of 
years, we have seen more patients under 5 years of age. 

M the 3 1 , 18 hed spinal cord injuries ( 17 quadriplegic, 
1 paraplegic), 6 had myopathies ( 3  Duchenne muscular 
dystrophy, I myotubuler dystrophy, 1 mitmhondrial 
myopathy, and 1 mutticore myopathy), and the others had a 
variety of diagnoses including ALS, BPD, dwarfism, after- 

effects of chemotherapy, heart transplant, and unkown 
neuromuscular dimiss. Two-thirds were male. 

We don't allow a lot of options for dealing with "Do you want 
or do you not want your child on a ventilator?*' In spinal 'e 
cord injury, we don't discuss the options of being ventilated 
or not being ventilated. We don't even say that there i s  an 
option to being on or off a ventilator unless the person can 
be wesned. 

In these children with progressive disease, my own stand 
has changed. I had been pmitive about i t .  I now paint a 
more balanced picture than "Of course you are p i n g  to 
choose this," We present the options to those individuals 
with muscular dystrophy. Unfortunately, since we do not 
have a muscular dystrophy clinic, we often do not see 
patients with Duchenne muscular dystrophy until they are 
acutely in  need of venti letor management. Presenting op- 
tions for manegement at that time is not optimal. 

In the rn of the dwarf baby, we couldn't find anyone who 
hadever ventilatedone. Wedon't know i f  her lungsare 
going to grow with her, but she is doing well at home and is 
beginning to wean herself. 

A1 1 but one of our 3 1 children have gone home, and that one 
went to foster parents. How can we send ventilator- 
assisted children home? In Michigan we heve no other 
choice, since state law prohibits children from going to 
nursing homes. (One must obtain special permission from! 
the state Department of Mental Health in  order to send a 
child to a nursing home.) 

@ 

There is no group home option for ventilator-assisted chil- 
dren at this time i n  Michigan. A group home would be legal, 
but no one has stepped forward to form one. Patients stay 
i n  the hospital unti l  their families are ref@ to take them 
home or unless their families voluntarily release them to 
foster care, and most families are unwilling to do that. 

We do have some options i n  Michigan that other states do 
not have, such es a no-fault automobi le insurance law. 
Those involved i n  an auto accident, whether as pedestrians 
or passengers, are covered by no-fault insurance, which 
pays all medical expenses for the rest of their lives. If 
they need 24-hour nursing care at home, they get 24- 
hour nursing care at home. There is  no financial cap. 

Michigan also has had the Medicaid waiver since 1983. 
This allows funding under Medicaid for those not otherwise 
eligible for Medicaid i f  it can be shown that care at home is 
Imexpensive than institutional care. The waiver is admin- 
istered through the Crippled Children's Agency and includes 

I57ni/ff ua7'0np. 9. . . 
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Don't Gel Gau 
by J e r r y  Dsniel 

I f  the "Big One" were to roar  out of the bowels of beautiful 
Southern California or  i f  tornarjoes whir led up i n  the Mid- @ west o r  i f  hurricances blew into the Southeast, would you 
be able to breathe on your usual venti lator schedule? Or 
would you be t ry ing  frant ical ly to f ind 8 ventilator external 
battery cable w i th  a char@ battery at the end of i t ?  

I n  the 1970s I l ived on the south m s t  of Oregon i n  a r u r a l  
setting where every Fall there were unbelievably strong 
winds. One night a power fa i lure m u r r e d .  I got a l i t t l e  
nervous because my wet czell battery was dead and the 1 70C 
venti lator I was using at the t ime didn't work very  wel l ,  or 
long, on battery operation. The repor t  f rom the power a m -  
pany was that they would not be able to get linemen to m y  
area fo r  several hours, but fortunately power was restored 
before midnight. 

Today I a lwajs  have a fu l l y  char@ and tested gel cell 
battery on hand. The system works wel l  on a l l  of the 
modern piston pump venti lators, which draw about three 
amps at 12 volts D.C. By dividing three amps into the 36 
amp/hr battery, a theoretical t ime of 12 hours appears. 
Since most power fai lures occur at night, i t  i s  nice to be 
able to get a night's sleep and then get on the phone i n  the 
morning to deal w i th  the problem. 

I n  the event of a widespread and lengthy power outage, the 
@battery supply needed to keep venti lator users at home 

would l i ke ly  be more than home care dealers can handle. 
Community agencies would then be called upon to b r ing  i n  
car and RV batteries. 

For this,  a special cable system can be constructed. Large 
battery clamps would be needed to attach to any battery that 
might come along, wi th  short electrical leads w i th  c l ips  to 
attach to the ventilator external battery cable (af ter i t  has 
been removed from the dead gel cell). The different sized 
c l ips  are available at stores such as Rsdio Shack. This c l i p  
lead setup would be for emergency use only. Care must be 
taken to insulate the cl ips and leads so they cannot touch. A 
heavily shorted gel o r  wet cel l  battery can be a f i r e  bom b. 

Excerpted w i th  permission f rom ThePu/ioSurvivarsNews- 
/eft&-, March/Apri l  1990 ,  published by the Polio Sur- 
v i vo rs  Association, 12720  La Reina, Downey, C4 90242 .  
Editor Richard Daggett, also a resp i ra tory  polio su rv ivo r ,  
added some additional advice: "I have a battery setup sim i- 
l a r  to Je r r y ' s ,  but as an additional safety margin, I also 
have a small, portable electrical generator. I t  has enough 
capacity to operate my  venti lator plus a l i t t l e  extra for a 

few lights. It also has the sb i l i t y  to charge my auxi l iary 
battery. Now, i f  the power i s  out for longer than the bat- 
tery 's amp/hr rat ing, I switch to the generator. While I 
use the generator I also recharge my battery. These gener- 
ators are inexpensive and available at most RY stores." 

Edifur'sNofe J e r r y  Daniel, a respiratory polio surv ivor  
since 1948 ,  i s  a home ventilator repair  vendor of the LP3, 
LP4, LP5, and LP6 in Washington. His eddress i s  4604 
P lomondan, Vancouver, WA 9866 1. 

Home Yentilation i n  Children b Adolescents 
1ht1ilucdtimp. 8. . . 

a case manflger and regional nu r sw  who c w e r  large a r m  
but are quite available to families. Generally a maximum 
of 12- 14 hours per cby of nursing care i s  available uncter 
the waiver. 

Blue Cross in Michigan also has a case management plan. 
They look at how many deys of hospitalization are included 
i n  the policy ( typical  Michigan policies cover 365 days of 
hospitalization) and they figure the average cost for  the 
dEI)/s of hmpi ta l izat i~n.  They then say, "You have X dollars 
to spend on a home care plan and that has to c w e r  it." So 
nursing hours are traded for  therapy or  equipment and 
therapy are traded for nursing hours, whatever is  n-. 

Oenerally, people can get by  for  about two years before the 
funds r u n  out. The patient i s  then off Blue C r m  fo r  six 
months before being reinstated. I t  i s  scary to parents. 
Some parents refuse it because of what might happen 
during t h m  six months. Many famil ies use the Medicaid 
waiver during the six months i f  the chi ld needs to be 
hospitalired o r  needs nursing care, etc. 

Once the chi ld turns 18, "chore provider" funds are avail- 
able from the Department of Social Services. These funds 
pay for  attendants. One of our teenagers who i s  now over 
18 i s  getting h is  24-hour attendant this way. Thqt can't 
pg/ attendants es much as the $7.75 per hour rete i n  
Massachusetts, and attendants are paid less per hour i f  they 
are needed for 2 4  hours. 

Par t  of the challenge of discharging venti l a to r -m is ted  
children and successfully working w i th  them i s  f igur ing 
out a l l  of these options for  the best possible care and 
lobbying the system to be responsive, to provide what 
people rea l ly  need. 

Address: Virginia Nelson, M.D., Chief of Pediatric Physical 
Medicine & Rehabilitation, Universi ty of Michigan Hospital 
1 D204F, Ann Arbor ,  MI 46 109-0042.  
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One Person's Pers~ectiue 
by Debbie Poehlmann 

Two years ago, our son Matthew, who was three and one half 
years old at the time, bemme qudriplegic as a result of spi- 
nal cord trauma. Due to the severe cervical spinal column 
defect he h& been born with, we had known for a good por- 
tion of his l ife that we might one day face such a p m i b i l i t y .  

Yet when the paralysis did occur, it was st i l l  a terr ible 
shock. After many weeks, we received yet another blow. 
Our son, it was explained to us, was suffering from chronic 
respiratory failure and would require continued mechani- 
cal ventilation, possibly for the rest of his life. 

I had been counting the days unt i l  he could be weaned from 
the ventilator as some kind of sign that the end was i n  sight. 
I felt that everything would be normal again if we muld 
only be back home tclgether as a family. 

I didn't realize i t then, but our l ives were just beginning 
again. It gxs without sflying that this new lifestyle i s  one 
that I never would have freely chosen. Nonetheless, after 
this much time has passed, t can honestly say i t  i s  one for 
which I am extremely grateful. Life i s  different than I had 
once envisioned i t ,  but i t  i s  s t i l l  good, i t  i s  s t i l l  worth 
l iv ing for al l  of us. 

Matthew's tracheostomy and home ventilator have made it 
p m i b l e  for us to share the past two years together and to 
watch Matthew continue to grow only more delightful each 
and every month. He has man@ to keep his spark l ing 
personality and seems to savor each day's experiences. He 
is  constantly showing us al l  how to get more out of life. 

Although he is  at times momentarily distressed because he 
cannot do al l  that his older brothers Q, he is  quick to sd- 
just and adapt. Best of al l ,  his paralysis was not perma- 
nent, as we had been told. He s t i l l  has a great deal of weak- 
ness, but i s  now able to mwe al l  of his extremities. He has 
been able to achieve a small measure of independence. 

The other great reward we have gained through the events 
of the past two years i s  that Matt has slowly developed the 
abil ity to verbally communicate with us. Very early i n  his 
l i fe  i t  was noted that he hed some brain dam* as well as 
other serious problems. He didn't begin to speak any words 
unt i l  he was three, and then wm only able to say one word 
at a time, with the exception of "Yo, yo, yo, p i ra l i fe  for 
me" (Disnwland and the Pirates had me& a great impres- 
sion on him!). He knew about 25 words and 15 signs i n  
American Sign Language when he became paralyzed. 

ber of words he had learned during the meny week f 
forced silence. Although he s t i l l  doesn't talk quite s o  l ike en- an 0 
werage child his ey , he is  able to tell us his wants, needs, 
and feelings i n  fu l l  sentenw~. 

Recently we had the opportunity to babysit for %me friends 
and Matthew was enchanted by their toddler and kept calling 
the baby w e r  to play with him. The baby started to wander 
off and Matthew said, "Baby, come p l w  with me. I not a 
monster. Mama, the baby scared with me. Baby, I just a 
l i t t le  boy." That was really a mouthful for Matthew. 

- 
I've often thought about what I would have liked to know 
before coming home with a ventilator-dependent child, 
something beyond the techniques of suctioning, maintaining 
the equipment, managing 16 hours a day nursing care, 
juggling endless appointments, and still finding time for 
myself and my family. 

I g u m  what I really wanted was an assurance that there 
was a l i fe  - a good l i fe  - after al l  of thm things. There is! 
I take l i fe i n  much smaller chunks now, but I feel I enjoy i t  
more because I don't take so much for granted any more. 

Our family has had so much help to make i t  this far during 
the pest two years. I am so grateful to the dedicated and 
skilled professionals who saw us through our hospital stays 
and to those who help us stay at home, I em also as thankful 
to the many other parents and families and friends of venti 
lator-dependent people I heve met who have helped me so 
much. I em glad I am not alone, that I have resources. 

Address: Debbie Poehlmann, 2 1 027 R m  Blvd., # ,  
Canoga Park, G4 9 1304. 

~ f t e r  weeks of intubation, f o l l ~ w d  by the trmhfQStom~, I [dfur's Note.. Debbie and her husband Tom he lpd found 
thought he had lost the abiliD/ tospmk. In Matthew'scm. ALIVE, Assxiation for Living Independently i n  a Ventilator 0 
the P q - M u i r  speaking valve was a great help i n  allow- Environment, a support/&omy group in  Southern Cali- - 
ing him to speak normally again. I was startled by the num- fornia for parents with technologically dependent children. 
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by Karan McKibben, Ph.D. 

Occasionetly , when people f i r s t  learn that I often h i re un- 
e r a i n e d  mllege students as l ive- in attendants, they seem to 

question my judgment in  esking inexperienced strangers to 
be responsible for maintaining a ventilator. Their doubts 
most probably stem from the only image of a ventilator 
they have ever =n, the ICU irnsge flashed on the T V  screen 
everytime someone wants to make a point about the wonders 
and/or horrors of modern medical technology. 

Obviously, for home ventilator use, this image i s  inappro- 
priate not simply because it i s  about fighting illness and 
death, but more importantly because it dramatizes the ab- 
solute dependency of the ventilator user and the mysterious 
complexity of the equipment involved. Dependency and com- 
plexity are, of course, just e x x t l y  what l iv ing with a 
home ventilator i s  not about. 

When prospective attendants f i rs t  enter my home and learn 
that some of the duties involve a ventilator, they do not see 
an intimidating array of medical equipment or heer an 
overwhelming l is t  of responsibilities. Rather, t h y  
enmunter a rather mundane home where a few pieces of 
medical equipment are almost lost i n  the clutter of books, 
plants, decorative and not so decorative knickknacks - the 
usual debris of daily l iv ing found i n  homes that have not 
been grnomed for presentation i n  Better H o m ~  and Oardens. 

()ihe explanation of ventilator duties is  p rmn ted  along with 
the ex planat ion of household duties so that maintaining a 
ventilator appears no more mysterious than running a dish 
washer or more demanding than dressing someone everyday, 
And, invarisbly , just when a prospective attendant begins 
to conceive of the job as working with " l i fe support" equip- 
ment, the cat leaps onto the ventilator, thoroughly bmys t i -  
fying the job and putting everything in i ts  proper perspec- 
tive: the perspectiveof an eminently&-able life. This 
perspective is  important because i t  allows an un in i t ia td  
young person to begin working and to learn from experi- 
ence that l iv ing with a ventilator i s  i n  f x t  as uncompli- 
cated and manageable as l iv ing wi th a cat. 

What also allows young, untrained students ta begin work- 
ing i s  the clear perception that, while they need to be re- 
sponsible & me, they are by no means responsible &me. 
Al l  of the various college students who have worked for me 
have understood that they would be the sole person upon 
whom I relied for essential services, yet al l  have realized 
that I ,  not they, would make sure that the equipment was 
running well and that they were doing al l  the right things. 

.'jeeing from the beginning that they could depend on me for 
nderstandable instructions and appropriate decisions, stu- ale nts with varying &grm of resourcefulness and self- 

confidence hsve been able to remain calm and responsive 
when strange equipment malfunctions m u r r e d  or when 
thme inevitable, unanticipated crises shattered the house- 
hold routine. 

But while i t  i s  unnecessary, even undesirable, for atten- 
dants to feel responsible for me, i t  i s  essential that they 
possess a wholmrne sense of responsibility and that they 
be capable of carrying out that sense of responsibility. 

Sometimes, however, an wertsctive libido werrules a good 
sense of responsibility as happened one dark night when a 
usually responsive young woman failed to respond to a call 
for assistance because she was i n  the upstairs apartment 
"visiting" 8 would- be rock singer. 

Sometimes too, the recreetional use of drugs undermines a 
decent sense of responsibility 8s I learned one other dark 
night when I found myself trying to communicate e dis- 
connect to an ordinarily intelligent chemistry major w h m  
druggwl mind could not comprehend why the 8larms were 
ringing and I was not talking. 

And sometjmes what appears to be an ordinary sense of 
responsibility is in reality unwholesome and even den- 
gerous as I discwered with a sociology major whose n m l  to 
m p t  responsibility turned out to be the pathological 
legacy of child abuse and whose own abusive tendencies 
were barely limited to verbal m u 1  ts. 

I t  i s  fortunate that most college students who respand to ads 
for l ive-in attendants screen themselves and rarely place 
me i n  predicaments that cannot be tolerated. Indeed, mast 
students come with a healthy mixture of economic self- 
interest and the altruistic desire to help someone who is  
disabled. They are well suited for a relationship of care- 
fu l l y  circumscribed symbiosis - the kind of relationship 
cats have historically established with their l ive-in 
attendants. 

Although ini t ial ly these students may experience some 
anxiety over learning about strange medical equipment and 
w e r  being the only person i n  the house able to provide 
essential services, they m n  experience a certain amount 
of pride i n  doing tasks usually done by health professionals 
and helping a ventilator user l ive l ike a cat - with uncom- 
p 1 icated independence. 

Addrm: Karan McKibben, Ph.D., 800 Daffodil Dr.,  
Riverside CA 92507. 

A 4  
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by  Bud Bl i tzer 

I h w e  been t ry ing  for  several y m r s  to f ind and/or develop 
a workable ~ n d  affordable mask. The following i s  a l i s t  of  
face mask sources: 

Australia - 
Hugh Newton-John, M.D. 
Fair f ie ld Infectious D i s m m  Hmpital  
Yarrebend Rd. 
Fairf ield, Y ictor ia 3 0 7 8  

France - 
SEFAM ( Societe Etude et de Fabrication 

d'Apparei1 lage Medical ) 
P ie r r i ck  Haan 
Rue de Bois de l a  S iv r i te  
F- 5 4 5 0 0  Vandoeuvre- Les- Nancy 

Bermany - 
Bur. Fur  Techn. Entwicklung 
Ernst Hormann 
Langenstegham 25 
8 2 6  1 Mettenheim 

Peter Peschel 
Ochtumstrasse 30 
Postfach 12 -24  
2 8 0 6  Oyten 

Sweden - 
Remmers Dentallaboratorium 
Lennart Remmer, A.I.M.F.T. 
Fredriksbergsvagen 6 
1 4 4  0 0  Ronninge 

United States - 
Colorado - 

LIFECARE 
Ueoff Waters 
655 Aspen Ridge Dr .  
Lafayette, CO 8 0 0 2 6  

B a r r y  Make, M.D. 
National Jewish Center for  Immun. br Resp. Ned. 
1 4 0 0  Jackson St. 
Denver, CO 8 0 2 0 6  

Kansas - 
Puritan-Bennett 
10800  Pflumm Rd. 
Lenexa, KS 6 6 2  1 5 

New Jersey - 
John Bach, M.D. 
Universi ty of Med. & Dentistry of New Jersey 
Dept. of Rehabilitation, 6-239 
150 Bergen St. 
Newark, NJ 0 7  103  

H w l  thdyne 
1 0 Bloomfield Ave. 
Pine Brook, MI 0 7 0 5 8  

Pennsylvania - 
Respironics, Inc. 
Pat Handke 
530 Seco Rd. 
Monroeville, PA 15 146  

Texas - 
Dallas Rehabilitation Institute 
Susan Sortor,  R.R.T. 
97 1 3 Har ry  Hines 0 lvd. 
Dal lm, TX 75220 

Address: Bud B li tzer , 4 0 0  S. Saltair, Los Angeles, CA 
90049.  

Pslo Alto UA's SCI Seruice 

Dr .  Steven Linder wr i t@,  "In October 1989, we opened ou 
ventilator equipped ICU and for the f i r s t  t ime treated 
ventilator-dependent quadriplegics. At present, we have 

0 
only one high ( C2) quad who l ives at home w i th  a portable 
positive pressure ventilator. Current ly,  he i s  improving 
his use of a Macintosh computer. 

"Respiratory problems can be a major muse of death i n  the 
acute and chronic phases of traumatic quadriplegia. Part  of 
our program includes respiratory muscle training through 
exercise, conducted by  physical therapists. There are gen- 
eral  body conditioning exercises es wel l  as specific resp i r -  
atory muscle strengthening of the diaphregm , neck, and 
shoulder girdle. Chest wal l  mobi l i ty exercises help pre- 
vent intercostal spasticity and contrectures which lead to 
thoracic rest r ic t ion and &creased v i ta l  capacity. 

"I am very  interested i n  researching how quadriplegia 
compromises the respiratory system." 

Address: Steven Linder, M.D., Veterans Administration 
Medical Center, 1 2 8  Spinal Cord In ju ry ,  3 8 0  1 Miranda 
Ave., Palo Alto, CA 94304 .  
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This directory update i s  to be used i n  conjunction wi th the directory published i n  I. KUN News, FM/989, Yo,! 3, Nc! 2 
It is  an attempt to compile the names of longtime ventilator users and health professionals who are experts about and 

p. m t e s  for home mechanical ventiletion. As with any such attempt, omissions are inevitable. P l m  send additions and 
corrections to Judith Raymond Fischer, c/o I.V.U.N., 4635 Larwin Ave., Cypress, CA 90630. Thank you. 

Alabema 
Post - Polio/Ventilator Users Network 
L i 1 ly Henderson 
P.O. Box 1 1586 
Montgomery, AL 3 6  1 1 1 
205 /281 -2276  

Frank Sutton, M.D. 
Br ia rc l i f f  Nursing Center 
8 5 0  Northwest Ninth St. 
Alabaster, AL 35007 
205 /663 -3859  

Arizona 
Sue Kirchhof, R.R.T.** 
Western Med. Resp. Services, Inc. 
2 0 4 0  N. 16th St. 
Phoenix, AZ 85006  
602 /257 -9347  

California 

e ALIVE** ( Assoc. for Living Independ- 
ently i n  a Yentilator Environment) 

Debra Poehlmann 
2 1 0 2 7  R m  B lvd., *2 
Canoga Park., CA 9 1304 
818 /882 -1733  

Rose Anne Baxter , R.R.T.* * 
Children's Hospital 
8 0 0  1 Frost St. 
San Dim, Ca 9 2  123 
619 /576 -5982  

r'4Mit~i7n.. Children's Hap ,  of L.A.** 
Mary Jansen, L.V.N. 
Pamela DeWitt, R.N., M.N. 

Family Support Network*" 
1 a 0 0  N.  BUS^ st. 
Santa Ana, Ca 92706 
7141836-5511 

Fh i l ip  Gold, M.D., Richard She'ldon, M.D. 
Tony Hilton, R.N., M.P.H., C.R.R.N. 
Loma Linda University M d .  Ctr .  6 1234 Anderwn St. 
oma Linda, CA 32354 

7 14 /824-0800 

Kangaroo Kids** 
Elizabeth Ciarxio 
1800 N. Bush St. 
Santa Ana, CA 92706 *&notes ventilator user 
7 1 4 /543-  7070 **denotes pediatric in terwt  

Steven Linder , M.D. 
V A Msd. Ctr., 128 XI 
3801 Miranda Ave. 
Palo Alto, '3 94304  
4 15 /493-5000,  ext.5872 

Charles Mclntyre, C.H.T.T.** 
Pediatric Professionals 
8 0 0  1 Laurel Canyon Blvd., j fE  
North H o l l y w d ,  CA 9 1 605  
818/767-5787 

Colorado 
The Children's Hospital** 
Monte Leidholm , R.R.T. 
1056 E. 19th Ave. 
Denver, CO 8 0 2  18 
303/861-6240 

Patty Koff, R.R.T. 
University Hospital 
4200  E. 9th Ave., C-27 1 
Denver, CO 80920  
303/270-8116 

District of Columbia 
Richard Waldhor n, M.D. 
Georgetown University Med. Ctr. 
Washington, DC 20007 
202/625-3684 

l ndiana 
David Carter, R.R.T.** 
Lifelines of I ndlanapolis 
1707 W. 86th St. 
Indianapolis, IN 46240 
3 171872-0555, ext. 1 14 

Michigan 
C.5. Mott Children's Hospital** 
Mary Dekeon, R.R.T. 
F f 42 1 Box 0208 
Ann Arbor. MI 48109 
3 13/763-242@ 
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ci7rrm:fi~7n.. Y i  r gi  nia Nelson, M. D.** 
3 13 /936-7200  

Missouri 
Sheldon Braun, M.D.  
Universi ty of Missouri-Columbia 
One Hospital Dr .  
Columbia, MO 652 12 
3 1 4 /882 -3350  

New York 
Norma Braun, M.D. 
St. L u k e ' s - R m e l t  Hospital fled. Ctr. 
1090  Amsterdam Hosp. Ctr. 
New York , NY 1 0025 
2 1 2 / 5 7 0 - 1 9 3 9  

ICli7k/& SK. I P ** 
9 9 0  Second Ave., 2nd Floor 
New York, NY 10022  
212/421-9160 

Pennsylvania 
Charles BoigY* 
Children's Hospital of  Pittsburgh 
3 7 0 5  Fi f th Ave. 
Pittsburgh, PA 152 1 3 
412 /692 -6479  

Allan Fredman, M.D. 
Presbyterian Med. Ctr.  of Philadelphia 
39th & Market Sts. 
Philadelphia, PA 1 9 1 0 4  
215 /662 -5060  

Texas 
Dennis %hellhase, M.D.** 
Texas A & M Universi ty 
2 4 0  1 South 3 1 st St. 
Temple, TX 7 6 5 0 8  
8 17 /774 -2  1 1 1 ,  ext. 2 0 0 6  

Utah 
Pr ima ry  Children's Medical Ctr.** 
Joanna Lynch, R.R.T. 
Shari vanBeuzekom, R.R.T. 
1 0 0  N. Medical D r .  

.%l t Lake City , UT 8 4  1 1 3 
801 /5%8-3070  

Virginia 
Tim Sharkey, R.R.T.** 
Children's Hosp. of King's Daughters 
8 0 0  W. Olney Rd. 
Norfolk, VA 23507 
8041628 -7323  

Washington 
Linda Donnelly, R.C.P., R.R.T.** 
L i nw re  
1535 4th Ave., S., # 1 
,Seattle, WA 98 1 34 
206 /623 -  2880 

*denotes ventilator user 

**denotes pediatric interest 

International: 

Canada-Ontar i o  
Committee fo r  Independence i n  

Liv ing & Breathing 
Romm Dicamillo 
Canadian Paraplegic Association 
5 2 0  Suther land Dr. ,  *246 
Toronto, Ontario M40  3V9 
4 161'422-5644 

Judith Durance, M.D., F.R.C.P 
Kingston k n e r a l  Hospital 
82 Ontario St. 
Kingston, Ontario K7L 2V7 
6 13 /546 -60  12 

Respircare 
Beverley Brown, R.R.T.** 
17 19 St. Laurent Blvd. 
Ottawa, Ontario K 1 G 3V4 
6 1 3 / 7 4 8 - I 0 1 1  

Jeffrey Simons, M.B., F.R.C.P.** 
Children's Haspital of Eastern Ontario 
4 0  I Smyth St. 
Ottawa, Ontario K 1 H 8L 1 
6 13 /737-  7 6 0 0  

England 
John Shneerson, M.A. . D.M., F.K.C.P. 
Newmarket General Hospital 
Exning Rd. 
Newmar ket, Suffolk C08 7JG 
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Custom-Built Mask 
by Marsha Ballard 

As a respiratory polio survivor who has used an i ron lung 
for 1 5 years, I am once more i n  control of my own l i fe  

e i t h  the use of a positive pressure mask. I f  my husband 
and I want to spend the night i n  a motel, we can do so. We 
can v is i t  my daughter i n  Virginia with my new positive 
p r m u r e  ventilator as an inconspicuous piece of carry-on 
lugage. No longer must mmeone be there while I sleep and 
disentomb me when I wake. M y  husband mn  get up early to 
go jogging or go on overnight fishing trips. I feel l ike an 
adult again! 

I had hesrd about positive pressure ventilation, but the 
reports admitted that the various masks and the Bennett 
lipseal had problems and only worked on certain people. 
When I heard that Susan Sortor, R.R.T., cardiopulmonary 
director at Dallas Rehabilitation Institute (DRI), had 
developed effective customized nasal masks, I contacted her. 

I stayed at DRI for four days while I was tested for various 
masks and equipment. For those needing less ventilatory 
support than I need, Ms. Sortor has developed a soft, custom 
fitted nasal mask which is held i n  place by elastic straps. A 
respiratory therapist makes one of these in  about an hour. 
I spent the f i rs t  two nights using this while therapists 
monitored my hmrtbeat , blood oxygen, and carbon dioxide. 
( I  now keep this mask as a back-up.) 

eanwhile, Dr. Carolyn Parker, a Dallas prosthodontist, 
ainstakingly constructed my custom- fitted acrylic mask. a' 

I t  is attached to retainer-l ike teeth plates and has no 
straps. The teeth-plates hold the mask f i rmly  i n  place and 
I can easily put i t  on and remove i t  by myself, using mainly 
my jaw and facial muscles. 

For the f i rs t  three nights, I used LIFECARE'S PLY- 100, a 
sophisticated and versatile machine, but, for me, this 
equipment had two disadvantm. First,  i t  had an alarm 
that went off at the most t r i v ia l  provocation. Second, i t  
seemed that everytime I started to go to sleep, the machine 
would suddenly blast me wi th a giant breath of air .  The 
respiratory therapist Ajusted i t ,  but the machine was 
convinced i t  knew better than 1 did what was good for me. 

The fourth night, wearing the second of my new masks, 1 
tr ied a different ventilatory support system, Repironics' 
BiPAP S/T-D. This madel i s s t i l l  i n  the preliminary 
stage, but w i l l  beon the market in  May 1990. 1 found i t  
much more wmfortable tu sleep with and definitely user- 
friendly. Althought i ts wheeze is slightly louder than the 
PLV- 100, i t  never whops me with a i r  or shatters the night 
with alarms. 

I am &lighted to be out of the lung end i n  the big warm bed 
with my husband, and Ms. Sortor Bssures me positive pres 
sure ventilation is more efficient for me now. As my throat 
muscles weaken and chest well becomes more r igid w i th  ege 
the vacuum method of the lung becomes: progressively less 
efficient. I had to increase my negetive pressure to 30  cm. 
of water or more end in  addition had to use C-PAP at t 0 cm. 
of water. This was the maximum sdjustment on the iron 
lung, and i t  was hardly enough. I 'm glad mask technology 
was there when I n 

Address: Marsha Ballard, Route 5 ,  Box 450,  1 162 1 C.R. 
46 1 , Tyler, TX 75706. 

Uentilstor User? Uentilatar-Clssisted? 
Mentilator-Dependen t? 

Readers of /: KUN News w i l l  probably have noticed sever- 
al similar terms that are used b\g the various contributors 
i n  the newsletter to describe individuals who need venti- 
lators to help them breathe. 

Some people prefer "ventilator user" because the term 
empowers the individual and connotes more independence 
i n  much the same way that the term "wheelchair user" 
does. However, the term, when i t  refers to infants and 
children, does not sound quite r ight and "ventilator- 
mis ted"  sounds better. 

Low on the l is t  of preferences is  "ventilator-dependent" 
bemuse of a l l  the negative connotat ions m i s t e d  with 
"dependent." ( Notice that the phrase "on a ventilator" daes 
not even enter the debate, except p m i  bly i n  discussing 
individuals i n  an ICU.) 

Your comments on appropriate t e r m i n o l w  are invited! 
Please respond to Judith Raymond Fischer , c/o I.V.U.N., 
4635 Larwin Ave., Cypress, CA 90630. 

Deadline for submission of articles, stories, information, 
etc., for the Fall issue of /: KILN News is August 25, 1990 
and should be sent to Judith Raymond Fischer, c/o I.Y.U.N., 
4635 Larwin Ave., Cypress, # 90630.  Thank you! 
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I.U.U.N. Potpaurri . . . , 
Ventilator-assisted children's camps: 

Home care and ventilator videos about discharge 
June 3-8, 1990, sponsored by  C.S. Mott Children's planning arid the transition to home care for  ventilator 
Hospital at Tra i l ' s  Edge Camp i n  Maryv i l ie ,  Michigan. users are available from two sources: 
Parents do not stay at this camp; i t  i s  for technology- 
dependent children &. The camp is  free, but there i s  no 
transportation stipend. Limited to 2 0  children. ( 2 4  hour 
service from health professionals. Wr i t e  Mary Dekmn, 
R.R.T., C.S. Mott Children's Hospital, F 142  1 Box 0 2 0 8 ,  
Ann Arbor .  MI  4 8  109. 3 13 /763-2420 .  

June 24-29, 1990, sponsored by the Miami Children's 
Haspi ta? and the American Lung Associet ion of Dade & Mon- 
roe Counties. The one-week camp i s  free, but famil ies 
must provide the i r  own transportation. Children are 
selected from applicants throughout the United States; 
there i s  space for 10  families. A team of health pro- 
fessionals f rom Miami Children's Hospital ( 2 mi les away) 
staffs the camp round the clock. To apply, w r i t e  or call Zce 
Arauz, Miami Children's Hospital, 6 125 S.W. 3 1st St., 
Miami FL 33 1 55 .  305 /&62-8222 .  

August 1 9- 24, 1 990, sponsored by SKIP at Camp 
Cour.dge i n  Maple Lake, Minnesota. The camp, w i th  space 
for 2 0  famil ies, i s  free, and there i s  a transportation st i -  
pend. Health professionals and emergency services are 
available around the clock. Families must submit an 
application to Barbara Donaghy, SKIP, 1 1208  Minnetonka 
M i l l s  Rd., Minnetonka, MN 55343. 6 12/85 1-2544.  

"The Ventilator: Psychmacia1 and Medical Aspects 
Muscular Dystrophy, Amyotrophic Lateral Sclerosis, and 
Crther D i s m :  The Patient, The Family, The Staff, and the 
Community - The Present and the Future" i s  the t i t l e  of a 
symposium m r d i n a t e d  by the Foundation of Thanatology , 
Ap r i l  26-28, 1990  at the New York State Psychiatric 
Institute i n  New York City. For information, contact Dr .  
Austin Kutscher, Columbia-Presbyterian Medical Center, 
6 3 0  W. 1 h$th, New York, N'i 10032.  21 2 /928-2066 .  

"Betting i t  Started and Keeping I t  Cioing - a Video and 
Workbmk" from Children's Hospital of New Orleans i s  
more suited to families w i th  a ventilator-assisted child. 
Topics include trach care and changing, suctioning and 
monitoring, emergency p r o d u r e s ,  etc. Purchase of the 
60-minute video and two workbmks i s  $195. A five-day 
video rental i s  $50.00.  Contact: Darlene Cimo, B.S., 
R.R.T., Children's Hwpital ,  2 0 0  Henry Clay Ave., New 
Orlmns, LA 70 I 18. 504/896-9437. @ 
"The Ventilator-Assisted Patient: Preparing for Home" 
i s  for heaith professionals and describes a comprehensive, 
mult id iscipl inary program for the transit ion from hos- 
pi tal  to home care. Cost of the 25-minute video and 400-  
page manual i s  $350 .  Contect: Lorna Linda University 
Medical Center, Pulmonsry Rehabilitation, 25455  Barton 
Rd., Suite 207A,  Loma Linda C.4 92354 .  7 14/824-4495 .  

Breathinq E w :  A Guide for Ventilator Dependent In- 
dividuals Mwincr i n t ~  the Community i s  an excellent pub- 
l ication f rom a Canadian independent l i v i ng  center. All a- 
bout getting help i n  deciding to move from an institution to 
home, finding funds, h i r ing  and training attendants, budgets 
and contracts, etc. The ventilator users (polio survivors,  
high spinal cord injured quadriplegics, pmple w i th  spinal 
muscular atrophy, muscular dystrophy , etc. ) who are 
prof i led f rom present a fascinating combination of vent- 
i lator technologies. Also detailed are the support programs 
available i n  each province. Send $13 ( postoaid) to 
Independent L lv lng Resourn' Centre, lnc ,267-294 
Portage Ave , Winnipeg, Manitoba R3C OB9, Can& 1) 


