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Dysautonom ia News 
was created to inform  
and educate. The 
content  should not  be 
used as a subst itute for 
professional m edical 
advice, diagnosis or 
t reatm ent . Readers are 
encouraged to confirm  
all inform at ion with 
other sources and a 
physician. Please keep 
in m ind that  research is 
cont inually evolving, 
and future discoveries 
m ay change or 
disprove som e 
current ly held beliefs. 
 
 

 
 

Coping w ith 
Chronic I llness 
 
Reprinted w ith perm ission from :  
Pat ient  I nform at ion Publicat ions 
W arren Grant  Magnuson Clinical Center 
Nat ional I nst itutes of Health 
 
This informat ion was prepared to help 
pat ients and their  fam ilies cope with chronic 
illness. I t  contains quotes from adult  Clinical 
Center pat ients who face a var iety of medical 
problems. Some of their  react ions may echo 
your own feelings;  others may not .  
Regardless of the differences, however, 
these comments may assist  you, and those 
who care about  you, to respond to your 
concerns. 
 
 All the pat ients cont r ibut ing to this work 
overcame great  challenges, which, at  t imes, 
seemed insurmountable. Together with their  
fam ilies and caregivers, these pat ients 
learned to go on with their  lives. 
 
You can, too. 
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Part  1 : React ions to 
illness 
React ions to learning of one’s 
chronic illness are var ied, but  
they are always powerful. 
Emot ions may range from shock 
to relief, and everything in 
between. Even when symptoms 
have been present  for a long 
t ime, the diagnosis can be 
upset t ing. 
 
Feeling a spect rum  of 
em ot ions 
While shock may be the first  
react ion to learning your 
diagnosis, denial is also 
common, as are anger and gr ief 
over loss of health. Some 
people become unconcerned 
about  what  goes on around 
them. St ill others may sleep, 
cry, or withdraw to themselves. 
These react ions are normal. 
 
 Shock 
“ I  went  out  dancing and had a 
great  t ime with my fr iends. I  
came home and went  to bed. 
The next  morning I  literally 
could not  get  out  of bed. I  was 
taken immediately to the 
hospital. No one knew what  I  
had. I  was losing weight , and 
my temperature was going up. 
The doctors performed 
exploratory surgery to find out  
what  was wrong. 
 
“Months later, we discovered 
that  I  had this chronic illness. I  
was ext remely ill and my 
prognosis at  that  t ime didn't  
look very good. I t  was 

devastat ing. I  just  didn't  know 
what  was happening to my 
body. I  was so sick and I  didn't  
care about  anything but  
surviving. I t  at tacked my body 
so quickly. I  kept  thinking I 'd 
wake up tomorrow and this 
would all be gone.”  
 
“ I  was devastated. I  went  into 
shock. I  gr ieved. I  thought  
about  all the things I  couldn't  
do. Perhaps I  was fr ightened 
even more because I  was 
fam iliar with the disease. Most  
people, when they are told they 
have this disease, have no idea 
of the progression. But  my 
father had had it , and I  knew 
what  a cr ippling disease it  really 
was. I  knew what  to expect  and 
it  really rocked me. I  thought , 
'I f I  can't  be of use anymore, 
what's the point  of liv ing?’ ”  
 
Denial 
Refusing to accept  the diagnosis 
r ight  away may give you a 
chance to regroup. You may 
need the t ime to gather enough 
st rength to confront  what  you 
are facing. 
 
“ I  just  didn't  want  to accept  the 
fact  that  I  wasn't  going to get  
back to the way I  was. I  have a 
lot  of pr ide, and I  didn't  want  
this illness to be a reality. I  had 
never been on this side of a 
disability.”  
 
“ I  never thought  it  would be 
me. I  blocked that .”  
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Confusion 
“You go to the doctor, and even 
if he t r ies to explain what  you 
have, it's hard to retain it  all. I n 
the first  place he may not  have 
much t ime to talk with you, or 
he may not  really know a great  
deal about  your disease. Even if 
he does, you cannot  retain all 
the large words you're not  
fam iliar with. You go out  of 
there thinking you know 
something, and by the t ime you 
get  home, you can't  repeat  it .”  
 
Fear  
“I n the per iods ear ly on, I  was 
anxious regarding the natural 
history of the disease.” 
 
“Somet imes I  dread com ing 
back to NI H because I  dread 
what  the tests will show.” 
 
“Before I  found out  about  my 
illness, I  used to fantasize about  
the worst  possible outcomes. 
These fantasies depressed me.” 
 
Avoidance 
Some avoid thinking of their  
illness. At  t imes, this is a 
normal, healthy react ion. 
“I  really don't  think much about  
it  unt il I  have to come in for 
t reatment .” 
 
Anger 
“I  used to be angry. Why am I  
like this? Why do I  have to go in 
for surgeries? Why do I  have to 
have physical therapy? The 
whys went  on and on.” 
 

“I  used to think, 'I f there is a 
God then why am I  like this?’ 
and ’Why do people have to 
suffer?’ I ’ve actually gained 
through the suffer ing!  I  can’t  
say that  it  was an easy 
experience. I  did a lot  of crying, 
a lot  of blam ing, and spent  a lot  
of t ime being angry at  the 
world. I ’ve learned that  the hate 
I  had in myself was not  doing 
me any good. That ’s when I  
made the choice to change, to 
see what  I  could gain from my 
illness.” 
 
Gr ief 
“I  used to cry myself to sleep. 
As I  have learned to share my 
feelings with others, sleep 
comes more easily.”  
 
Guilt  
“My son was diagnosed with the 
illness also. That ’s tough for me. 
Passing it  on to someone is 
pret ty bad. I  hope they’ll have a 
t reatment  before his illness 
becomes more evident .”  
 
Dealing w ith the unknow n 
Some chronic illnesses take 
people through periods of good 
health m ixed with per iods of 
sickness. Adjust ing and 
readjust ing to these changes 
may seem daunt ing. 
 
“I n five and a half years of 
illness, I ’ve st ruggled with the 
quest ion of how to live a 
‘normal’ life and plan for a 
future while the possibility of 
sickness and death looms over 
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me. I ’ve decided it ’s that  sort  of 
constant  uncertainty that  is the 
worst  of it  all.”  
 
“I t ’s not  easy dealing with the 
unknown.”  
 
“For years I  knew something 
was wrong... it  came as a relief 
to give it  a name. I t  wasn’t  in 
my head!  The fact  that  I  fell a 
lot  and couldn’t  get  up was not  
in my head!  Any diagnosis is a 
relief because you know what  
you’ve got  to fight . I f people 
have proper diagnoses, they 
know which t iger to fight  (as  
opposed to the whole jungle) . 
Knowledge is power.” 
 
Handling react ions from  
others 
One of the most  cr ippling things 
about  chronic illness is the way 
some cultures shun the sick. I n 
other cases, people’s own fears 
keep them from offer ing 
support . By standing up for 
yourself, regardless of these 
feelings, you can work with 
others towards bet ter 
understanding. 
 
“Some people don’t  want  to 
help. Maybe they feel that  my 
illness will rub off on them. They 
don’t  want  to recognize that  
disease happens, and it  can 
happen to them and their  
fr iends.” 
 
“Whenever I  see someone else 
with an illness, I  say to myself, 
‘Poor thing.’ Then I  realize that  

other people are probably 
saying the same about  me.” 
 
Part  2 : How  to cope 
The way you cope with your 
illness may have a 
lot  to do with how you dealt  
with cr ises in the past . As you 
handled them, you gained 
st rength, and you may have 
benefited from the support  of 
others. 
 
When dealing with chronic 
illness, you may find st rengths 
you never thought  you had. And 
while chronic illness may close 
the doors to some parts of your 
life, it  may open others. 
 
Pat ients coped with chronic 
illness in many ways. 
Acceptance of the condit ion is 
essent ial, as well as finding 
ways to feel more in cont rol. 
 
Building on old relat ionships and 
start ing new ones are also 
important . 
 
Acceptance 
“For a long t ime it  seemed to 
me that  if I  could just  endure a 
lit t le longer and be pat ient , I  
could resume my life. But  it  was 
one disease after another. I t  
seemed as if I  was taking one 
step forward and then two steps 
back-  always an obstacle in my 
path to good health. Then, at  
last , it  dawned on me that  these 
obstacles were my life.” 
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“Having a chronic illness is a 
very emot ional thing. You 
gr ieve, you feel sorrow. But  you 
cannot  stay there. You 
recognize that , yes, you’re 
just ified for feeling that  way, 
but  to stay there would rob you 
of the years you’ve got . You can 
be useful, you can get  things  
done, although not  the same 
things that  you did before. You 
st ill can do things and you st ill 
can enjoy plenty.” 
 
Taking Control 
Chronic illness often requires 
you to release cont rol of certain 
parts of your life. I t  is normal to 
feel angry because you no 
longer have as much self-
mastery. But  it  is possible to 
find new ways to regain a 
feeling of cont rol.  
 
Control through know ledge 
“I  know about  lab results and 
what  my blood counts are 
supposed to be. I  know when 
I ’m  supposed to get  what  
medicat ion. I  know as much as I  
can, and if I  don’t  know, I  ask. 
What  others don’t  know, we 
learn together.” 
 
“I  don’t  like being sick, but  I  
deal with what  I ’m  able to deal 
with. I  can’t  change the fact  
that  I  have it , but  I  can see to it  
that  I  know as much as possible 
about  my condit ion so I  can 
take care of myself. I  t ry to be 
very careful about  taking my 
medicine accurately, eat ing the 
r ight  kinds of food, exercising as 

much as I  can, and get t ing 
plenty of sleep at  night . The rest  
I  leave in God’s hands and don’t  
worry about .”  
 
“You never get  over gr ief or 
pain. You recognize it  but  you 
move past  it . Somet imes you 
get  back into it . Then, you 
recognize it  and you move past  
it  again. I f you dwell in it , you 
sink lower and lower, and all 
there is, is the pain. What  
helped me get  past  my gr ief and 
start  com ing up for air  was the 
fact  that  I  am  cur ious about  a 
lot  of things. I  wanted to know 
more about  the disease.” 
 
“I  learned as much as I  could. I  
got  informed so I  could make 
bet ter decisions.” 
 
“I  sought  out  informat ion so 
that  I  could be proact ive about  
my illness. I ’m  cur ious. I  like to 
know what ’s being done to me 
and I  like to know the results of 
the procedures.” 
 
Control through planning 
“I  t ry to plan:  I  plan for my 
needs, I  planned my estate, and 
I  planned my will.”  
 
Control through posit ive 
thinking 
“I  decided to find things I  can 
do- things I  am  good at  doing.” 
 
“Always fight . Somet imes I  take 
a deep breath, somet imes I  take 
a t ime out , but  I  know that  I ’m  
going to cont inue just  as long as  
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I  can. I  just  don’t  give up. I  
think that  people who are 
tenacious manage to r ise above 
the disability bet ter than others 
do. People need to look at  what  
they can do, and be happy, 
because it  could be a lot  worse. 
A lot  of them can st ill do 
something.” 
 
“I  use the theory ‘nothing lasts 
forever. ’ This will be over soon. 
I ’ ll get  through it  and won’t  
have to come back to this 
moment  again.” 
 
“I f I  were to let  go, I  would feel 
like I  failed in some way. I  know 
a t ime will come to let  go, but  
now is not  that  t ime. I ’ve got  to 
keep fight ing.” 
 
Control through problem  
solving 
“I ’ve learned to turn negat ives 
into posit ives. For example, 
when I  was told that  I  had lost  
my hearing due to side effects 
from the medicat ion that  was 
keeping me alive, I  got  hearing 
aids, a telephone for the hearing 
impaired, and closed-capt ioned 
TV.” 
 
Benefit ing from  contact  w ith 
others 
Cooperat ion with the health care 
team 
 
“Work with the medical team. I f 
they recommend tests or 
procedures, be cooperat ive. 
Help them to find the answers 

for you and for them. They don’t  
draw blood just  because they 
want  to. They do it  so they can 
help find the answers to your 
disease.” 
 
“I  hate the feeling of not  being 
in cont rol. When you’re a 
pat ient  there’s only so much 
cont rol you can have. I  want  all 
the cont rol. Learning to 
relinquish some of that  cont rol 
is really hard. But  the medical 
system is what ’s keeping me 
going.” 
 
Deepening personal 
relat ionships 
“This illness has brought  us 
closer together. My fr iend has 
shown me the power of his love 
by the way he has cared for me. 
I  appreciate him  immensely.” 
 
“You cannot  receive more than 
you give. I t ’s a rule of the 
universe. You can call it  religion 
or whatever you want  to call it . 
You can call it  God;  you can call 
it  nature. You cannot  receive 
more than you give.” 
 
“I  was going through so much 
that  year that  I  had people tell 
me that  if they were in my 
place, they would have 
commit ted suicide. But  what  
would that  have fixed? I t  would 
have only made the situat ion 
worse. Then I  would have had 
four children left  in the hands of 
a man who had just  walked out  
because he couldn’t  handle the 
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situat ion. My children gave me 
st rength.” 
 
Support  netw orks 
People are often relieved to 
learn about  others who have 
experienced what  they have 
gone through. Support  groups 
help, as do informal networks. 
 
“I  didn’t  know what  I  had. I  just  
got  a lot  of colds and just  
seemed to get  sick real often. I  
used to wonder, ’I s there 
anyone else in the world who 
has these problems? Am I  the 
only one?’ Finally, after seeing 
many doctors, I  came to the 
NI H and they had a name for 
what  I  was experiencing. I  
thought , ‘I f there is a name for 
this and people study it , there 
must  be other people who have 
it , too.’ ”  
 
“I ’ve never gone to a formal 
support  group, but  I  believe 
everybody needs support . I  find 
m ine through sharing my 
concerns and greatest  fears with 
my fr iends.” 
 
“I  think of NI H as my second 
home. When I  come here I  see 
fr iends and caregivers whom I  
consider a part  of my extended 
fam ily.” 
 
“I  found a support  group back 
home. I t  meets two t imes a 
month at  a local hospital. I  find 
that  being able to sit  down with 
other people who deal with the 
exact  things I  do, really helps. I  

can’t  keep it  all inside. I  know 
that  saying, ‘You take it  out  on 
your gut . ’ Well, I  already have 
gut  problems, so if I  keep my 
feelings inside, it  will only make 
things worse. I n a support  
group I  don’t  feel self-conscious 
when I  talk about  my illness, 
because these people 
understand.” 
 
“I  have a few fr iends who don’t  
know what ’s going on with me. 
Not  everyone needs to know all 
the details of my life. Then I  
have fr iends with whom I  share 
deep connect ions. They know 
that  I ’m  not  well and if I  say I  
can’t  do something, then I  can’t  
do it  and it ’s OK.” 
 
Being able to ask for help 
I ndependence is highly valued 
in our culture. Those with 
chronic illnesses may face the 
challenge of learning how to ask 
for help, and being able to 
accept  it . 
 
“I  used to hate it  when others 
were always t rying to help me. 
They all knew something was 
wrong, and they felt  that  they 
needed to help. I ’ve learned to 
accept  some help without  
having my pr ide get  in the way. 
I  say, ‘No, thank you’ to things I  
can do for myself, and I ’ve 
learned to ask for help when I  
need it .”  
 
“I ’m  learning how to be humble. 
I ’ve really had to ask for help 
over and over again. This is the 
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most  difficult  thing for me about  
having a chronic illness. Most  
people don’t  want  to ask for 
help. I  don’t . I ’ve been 
independent  all my life. Now 
when I  have to ask for help, it ’s 
not  easy. I  hate it . So I  started 
out  t rying to do it  all myself. 
Then I  realized, ‘Now wait  a 
m inute, this isn’t  fair  to other 
people. People get  a lot  out  of 
giving.’ So I  needed to find a 
way to let  other people give.” 
 
“I  was afraid that  I  m ight  not  be 
able to live independent ly. Of 
course I  would never adm it  this 
to anyone. But  one day I  
decided I  would t ry, and with 
the support  of fr iends and 
fam ily, I  did it ! ”  
 
Part  3 : Relat ing to 
yourself 
Self- assert ion 
“When I  was in a wheelchair , I  
would go into a store with my 
daughter. I  would put  the 
product  on the counter. I  would 
put  the money on the counter. I  
would hand it  to the sales clerk. 
The sales clerk would give the 
change to my daughter and give 
her the bag. This happened over 
and over;  it  made me fur ious. 
At  first  I  let  it  go. Then I  learned 
to speak up very firm ly. ‘That ’s 
my money, give it  to me, 
please.’ Now I  consider it  my 
responsibility to teach people to 
look at  me, to interact  with me.” 
 

Accept ing your physical 
changes 
“I t  looked like I  exchanged 
bodies with someone else along 
the way. The first  t ime I  saw 
myself in the m irror when I  had 
lost  so much weight  and was 
having so many problems, I  
looked frail. My daughters were 
helping me to use the 
bathroom, and I  didn’t  even 
look like myself. A lot  of things 
were so different . That  
experience has helped me look 
at  myself in a new way. I t  has 
also helped me to be more 
at tuned to my body so that  I  
can report  changes to my 
doctor.”  
 
“I n the beginning I  used to hide 
my scars. I  used to get  upset  
and angry when I  saw someone 
beaut iful walk by. But  now I ’ve 
learned to accept  myself for 
who I  am . I ’ve learned to see 
my posit ive qualit ies. I  can look 
at  myself in the m irror and see 
someone who is beaut iful.”  
 
“I  have become more at  peace 
with myself as the years have 
gone by.” 
 
“I ’ve learned that  you can’t  be 
vain with this illness.” 
 
“I ’ve never had a long- term  
relat ionship. Most  of my fr iends 
are marr ied and have children. I  
get  sad about  that . I t ’s hard, 
but  I  know there is someone out  
there who will accept  me as I  
am . I  didn’t  even accept  myself 
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unt il a few years ago. I  had to 
learn that  it ’s okay to have this 
illness. There’s so much more to 
me than this disease.” 
 
Get t ing in tune w ith yourself 
“I  close the door and I  meditate. 
I t  comes from inside, from my 
heart . From that  which we have 
already been given. I  take deep 
breaths and relax and allow this 
innerness to come out .“ 
 
“I ’m  doing all the things that  are 
soul fulfilling. I  do things that  
give me the most  pleasure. I  
feel like I ’ve gone back to 
basics. I ’m  in tune with myself.”  
 
Expressing feelings 
You may feel angry at  your 
illness, your body, yourself, at  
health care providers, or fam ily 
and fr iends. This is common and 
normal. I t  is a challenge to 
express these feelings in ways 
that  don’t  hurt  those around 
you. 
 
“I ’ve st ruggled with anger in my 
life because I  never want  to hurt  
another person. I ’m  not  a 
screamer, instead I  play the 
piano.” 
 
“Somet imes I  protect  myself 
mentally with an image of a 
shield on the outside. I f I  am  
really feeling overwhelmed, I  do 
that  many t imes, unt il I ’m  
st rong enough to open up 
again.” 
 

“I  think you have to allow 
yourself to have a pity party 
and then cut  it  out . You have to 
cry. You can’t  be tough all the 
t ime. You can’t  deny the 
feelings. They’re real but  you 
don’t  want  to spend all your 
t ime crying. I t  just  makes your  
eyes puffy after awhile, 
anyway.” 
 
Just  as expressing anger and 
pain helps, so does expressing 
posit ive emot ions and doing 
pleasurable act ivit ies. Humor, 
faith, hope, and creat ivity all 
have great  value in healing. 
 
Humor 
“I f I  live to be one of the old 
ladies at  the quilt ing bee where 
they talk about  their  surgeries, 
boy will I  be able to part icipate! ” 
 
Faith 
“Just  knowing I ’m  not  alone 
helps. I t ’s just  a feeling. Believe 
me, that  feeling isn’t  there all 
the t ime. I  cr ied last  night  
because I  didn’t  want  to be 
here. There are the I V poles and 
the nurses, and I  didn’t  want  to 
be here, but  my faith helped me 
through.” 
 
“Adversity is not  the t ime to 
look at  the negat ive. I t ’s a 
learning experience. Hold onto 
your faith, whatever it  is. I f you 
are rooted in faith you’ll be OK. 
I t ’s not  the end of the world. 
There are many possibilit ies. I t  
may seem impossible, but  every 
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day is a new day of 
possibilit ies.” 
 
“I  t r ied to bargain with God. No 
mat ter how much I  bargained, 
God wouldn’t  listen, or at  least  
that ’s what  I  thought . But  I  see 
that  my illness has given me 
new goals in life. Goals and 
dreams that  I  never would have 
imagined before. Maybe this is 
God’s answer to me.” 
 
Hope 
“Hope is born out  of despair . 
You have to take r isks. When 
you take r isks, courage grows. 
That ’s what  I ’ve had to do. I ’ve 
relied on my faith. I t  speaks to 
my spir it , and it  helps me to 
cope bet ter.”  
 
“I  think we have to have a belief 
in something. I t ’s like a cushion 
to fall back on. You have to 
believe in something. You must  
have hope or I  don’t  think you 
can survive. People have to find 
out  what  they believe in to have 
hope.” 
 
“This disease is not  a death 
sentence. Doctors are doing 
research, and so there could be 
a cure. NI H is a place of hope 
for me.” 
 
Helping yourself through 
act ivity 
Creat ivity 
“Since I ’m  away in the hospital 
a lot  I  don’t  get  to spend as  
much t ime with my sons as I ’d 
like, so I  wr ite them let ters. I  

tell them how I  feel and that  I  
love them. I  give them advice 
and hope that  if they ever have 
to face something like this, they 
can learn from me.” 
 
“When I  am  st rong enough and 
have enough energy to do 
something, I  make crafts. I  
need something to do with my 
hands, so I  work on craft  
projects for as long as I  can. 
This is my way of fight ing the 
disease. No one can take this 
away from me.” 
 
Pleasurable experiences 
“I  enjoy swimming when I ’m  in 
a large pool all by myself. I  feel 
as though I ’m  in my own world. 
I  can have full cont rol of my 
body.” 
 
“I  like going into nature and 
taking pictures. Whether it ’s of 
me in nature, or nature on its 
own. I  feel that  it  is one way I  
can express myself.”  
 
Dist ract ion 
“I  pray a lot , and when the pain 
gets really bad, I  pray for a 
dist ract ion. One t ime I  was 
lonely and in isolat ion at  NI H. I t  
was snowing and bit ter cold 
outside and I  was in a lot  of 
pain. I  just  wanted the pain to  
go away. I  knew the medicat ion 
would take about  20 m inutes to 
work, but  I  had to wait . 
 
I  turned my head to the window 
and a pigeon landed;  then 
another. I  watched them and 
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j ust  thought  how beaut iful they 
were. But  they were out  in the 
cold. I  was safe and warm. They 
were looking for food and my 
t ray was com ing soon. Nature 
dist racted me and the pain went  
away.” 
 
“There are t imes when I  know 
I ’m  wounded and I  need a day 
just  to read something fr ivolous. 
Murder myster ies, for example. 
And I  do it . Just  relax. Cook if I  
feel like it ;  don’t  if I  don’t .”  
 
Personal grow th through 
adversity 
Many pat ients find life 
meaningful despite chronic 
illness. They realize that  the 
road towards personal growth is 
difficult , yet  the journey is 
rewarding. The changes they 
face br ing unexpected 
opportunit ies. Posit ive thinking 
plays a big part  in being able to 
benefit  from  their  experiences. 
 
“Once in my life I  had a 
beaut iful paint ing of water. I t  
showed where the edge of the 
water was com ing up to the 
beach. As I  saw out  through the 
water into the very center of the 
picture, there was a calm  area 
where the sun shone down on 
it . I t  was beaut iful.  
 
Before reaching the calm  area, 
it  was rough. From the point  
where I  visually entered the 
water, the waves got  rougher as 
I  moved toward the center. 
That ’s my analogy for life. 

Now I ’m  at  a peaceful place, but  
there have been t imes when I  
felt  as though I  was barely 
t reading water. I t ’s frust rat ing 
when I ’m  back in the 
turbulence. Somet imes it  seems 
like my body is working against  
me. But  I ’ve been through it  
before, so I  know I  can do it  
again if I  have to.” 
 
“I ’m  a success story. I  couldn’t  
walk at  all and now I  can. I  
can’t  run, but  I  can walk. I  
accept  who and what  I  am  
today.” 
 
“As I  work to provide others 
with knowledge about  this 
disease, I ’m  get t ing bet ter.”  
 
“I n order for me to cope well, I  
have to be a person willing to 
grow and work out  a balance for 
my body, soul, and m ind.” 
 
“I  believe that  each day is not  
to be taken for granted. You 
have to make sure you tell 
people you love them because 
you don’t  know where you’ll be 
tomorrow.” 
 
“My life is not  so bad. I  wouldn’t  
wish it  on anyone, but  it ’s not  
that  bad. This illness is just  one 
facet  of my life. I ’ve learned to 
love people, and people love 
me. I llness is not  the main 
factor. I  can’t  have tunnel 
vision. I ’ve been there before, 
but  I  can’t  stay there for long.” 
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“I ’ve been writ ing a journal and 
I  would like someday to leave it  
for other pat ients who are 
experiencing what  I ’m  going 
through. I ’d like to help others.” 
 
“I  can never work again. I  was 
in the Navy, and having to give 
up that  uniform  was one of the 
saddest  things I ’ve had to go 
through. I  cr ied a lot . I  m iss it . I  
loved serving my count ry. I t  
was a very emot ional 
experience for me to give up my 
work. On the other hand, now I  
can spend more t ime with my 
fam ily.” 
 
“My granddaughter prayed, ’God 
don’t  let  my grandmother die. 
Just  please make her like she 
used to be so we can run and 
play.’ I  can’t  run and play 
anymore. That  was 
heartbreaking to realize. My 
body has changed. We do other 
things now. Because of this 
illness, I  actually think I  am  a 
bet ter grandmother than I  used 
to be.” 
 
“When you have a disability, 
you dwell on what  you can do, 
and not  on what  you can’t . 
That ’s my gospel.”  
 
“You have to have a good 
out look, a good sense of humor, 
some cur iosity. That  
combinat ion can create good 
coping skills.”  
“I  just  do the best  I  can today 
and I ’ ll deal with tomorrow, 
tomorrow. I  just  take what  I ’m  

given and deal with it . I  sound 
like I  have it  all together, but  I  
have my days and that ’s OK.” 
 
“I  know a woman who is 
completely bedridden;  she can’t  
even dial a phone. But  she can 
punch a but ton that  gives her 
the operator and she uses a 
wonderful speaker phone and 
she is the jolliest , happiest  
person I  have ever talked to in 
my life. She calls people and 
people call her and she is st ill 
going, st ill giving of herself. All 
she has now is her voice, and 
she’s using it . She is a powerful 
person. When I  think of her I  
think,’You bet ter get  out  there 
and keep working, kid.’ There 
are so many people with chronic 
illnesses who are just  amazing.“ 
 
“I  appreciate the fact  that  I  am  
alive since I ’ve come so close to 
death. I  want  to do my best  on 
a daily basis with other human 
beings. Life becomes so totally 
different . I t ’s so much more 
important  how we t reat  other 
people. You have to figure out  
what  the plan is for your life. I  
t ry to look for the beauty in 
everything. Even when it  rains, 
I  look for the rainbows.” 
 
The Clinical Center Social Work 
Department  wishes to thank the 
pat ients with chronic illnesses 
who gave their  t ime to be 
interviewed for this booklet . 
 
This informat ion is prepared specifically for  
pat ients part icipat ing in clinical research at  the 
Warren Grant  Magnuson Clinical Center at  the 
Nat ional I nst itutes of Health and is not  
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necessar ily applicable to individuals who are 
pat ients elsewhere. I f you have quest ions about  
the informat ion presented here, talk to a 
member of your healthcare team. 
 
Where applicable, brand names of commercial 
products are provided only as illust rat ive 
examples of acceptable products, and do not  
imply endorsement  by NI H;  nor does the fact  
that  a part icular brand name product  is not  
ident if ied imply that  such product  is 
unsat isfactory.  
 
1996 Nat ional I nst itutes of Health  
Warren Grant  Magnuson Clinical Center 
Bethesda, MD 20892  
Quest ions about  the Clinical Center? 
OCCC@cc.nih.gov 

 
Resources that  can Help 

 
Just  as there is a book about  
every topic one can 
contemplate, there are many 
books about  chronic illness. The 
following are just  a few of the 
publicat ions that  m ight  be 
helpful as you cope with the 
challenges of chronic illness. 
 
The Chronic I llness 
W orkbook  by Pat r icia A. 
Fennell defines four phases of 
adjustment  that  can be 
experienced by anyone with a 
chronic illness. This book helps 
you understand the normal 
feelings that  are often 
experienced by chronically ill 
pat ients. I t  also explores the 
at t itudes toward chronic illness 
held by our society. This 
publicat ion can help you explore 
posit ive and realist ic ways to 
adjust  to life with a chronic 
illness. 
 
Living W ell W ith a  Hidden 
Disability: Transcending 
Doubt  and Sham e and 

Reclaim ing Your Life  by Stacy 
Taylor and Robert  Epstein will 
help you deal with the emot ions 
that  inevitably come with a 
disability. The authors talk 
frankly about  difficult ies you 
and your partner may 
experience with love, sex, 
parent ing, interact ing with 
others, work and finances. The  

focus of this book 
is to help you 
rebuild your self-
esteem and 

st rengthen your body, m ind and 
soul. 
 
I ’d Rather be W orking by 
Gayle Backst rom may be useful 
to those of you thinking of going 
back to work. I t  is a step-by-
step guide to financial self-
support  for people with chronic 
illness. This book will help clar ify 
your physical, mental and 
emot ional lim itat ions. You can 
read the t rue stor ies of others 
with chronic illness that  were 
able to find employment . This 
book will also assist  you to 
understand the Americans with 
Disabilit ies Act . I n addit ion, it  
serves as a resource guide, 
containing informat ion on 
educat ion, t raining, job 
referrals, occupat ional 
assistance, start ing your own 
business, and more. 
 
Since one in five Americans has 
a chronic illness or disability, I ’d 
Rather be W orking is a 
pract ical guide that  may help 
you obtain meaningful 
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employment  and financial 
stability. 
 

* * * * *  
 
There are also many 
organizat ions that  help the 
chronically ill dur ing financially 
difficult  t imes. 
 
www.helpingpat ients.org is a 
new interact ive Web site by 
PhRMA and 48 of its member 
companies. This site helps 
pat ients find prescr ipt ion drug 
assistance programs for which 
they may qualify. 
 
There are several organizat ions 

that  can assist  with 
very cost ly air  
t ransportat ion.  
Angel Flight  provides 

access for qualified people 
seeking free air  t ransportat ion 
to specialized health care 
facilit ies or distant  dest inat ions 
due to fam ily, community or 
nat ional cr isis. Visit  their  web 
site at  
www.angelflightamerica.org, or 
call 1-877-621-7177. 
 
The Nat ional Pat ient  Air  
Transport  Helpline’s goal is to 
ensure that  no pat ient  is denied 
access to distant  specialized 
medical evaluat ion, diagnosis or 
t reatment  for lack of a means of 
medical air  t ransportat ion. 
Learn more about  this 
organizat ion at  www.npath.org, 
or call 1-800-296-1217. 
 

Air  Care Alliance  promotes, 
supports and represents public 
benefit  fly ing through 
communicat ion and cooperat ion 
among organizat ions facilitat ing 
flights for health, compassion 
and community service. Their  
web site address is 
www.aircareall.org, or call 1-
888-260-9707. 
 

A Call For Quest ions 
 
Coping with chronic illness is a 
most  challenging life 
circumstance. Whether you are 
a pat ient  or a caregiver, you are 
bound to experience a wide 
range of emot ions. Not  only do 
you have to cope with the 
illness itself but  also with the 
feelings that  inevitably 
accompany it . For example, as a 
pat ient  you may t ry to deny that  
anything is wrong. You may feel 
angry that  this has happened to 
you. You may gr ieve your old 
life and your old self. 
 
As a caregiver, you may have a 
difficult  t ime adjust ing to the 
demands of care taking. You 
may feel burdened and fat igued 
by the caretaker role. And then 
you may feel guilty for feeling 
overwhelmed. Just  like your 
loved one, you may also gr ieve 
your former life and self. 
 
Ult imately, as a pat ient  or 
caregiver, you wonder if what  
you are feeling is normal.  
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We will be including a Quest ion 
& Answer sect ion with Dr. Ken 
Davis in one of our upcom ing 
newslet ters. Dr. Davis is a 
clinical psychologist  who works 
in Toledo, Ohio. He is 
acquainted with one of the top 
dysautonom ia researchers, and 
he has pat ients with 
dysautonom ia. Dr. Davis also 
presented at  the last  Nat ional 
Dysautonom ia Research 
Foundat ion conference.  
 
I f you have quest ions you would 
like to have answered by Dr. 
Davis, please email them to:  
DI NET.org@comcast .net  
 
Dr. Davis will answer as many 
quest ions as possible. You can 
remain anonymous if you wish. 
Remember, it  is likely you will 
be asking a quest ion that  
someone else would liked to 
have answered. 
 

Becom e a Volunteer! 
 
The Dysautonom ia I nformat ion 
Network (DI NET)  has several 
volunteer posit ions available. 
Please email 
DI NET.org@comcast .net  if you 
are interested in one of the 
following posit ions:  
 
W riter  
The person in this posit ion will 
wr ite reviews of medical art icles 
in layman’s terms for our 
newslet ter. This person should 
have a medical background. 
 

Translators 
We need bilingual volunteers 
that  can read and write 
proficient ly to t ranslate medical 
art icles. Knowledge of medical 
term inology is a must .  
 
Researchers 
Do you like to research and 
know how to use PubMed? I f the 
answer is yes, DI NET could use 
your help!  Email us for further 
informat ion. 
 
Physician Surveyor 
The person in this posit ion will 
contact  and survey physicians 
by mail to add to our physician 
list . A standard survey template 
is provided. 
 
Graphics Editor  
Our newslet ter could use a 
graphics editor. Help us look 
good…volunteer your skills 
today!  
 
Retreat  Coordinator  
Would you like to help plan and 
hold a ret reat  in the 
Michigan/ Ohio area for 
dysautonom ia pat ients? DI NET 
would like to hold a ret reat , but  
we need assistance. Please let  
us know if you can help. 
 
Other w ays you can 
cont r ibute to DI NET include: 
 
Share your experiences in 
The Pat ient ’s Voice!  
The Pat ient ’s Voice is a 
newslet ter column where 
pat ients can express themselves 
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and write about  experiences 
relat ing to dysautonom ia -  both 
posit ive and negat ive. I t  is a 
place to share medical 
experiences, suggest ions, short  
stor ies and poet ry, etc. Send 
cont r ibut ions to:  
DI NET.org@comcast .net   
 
We look forward to hearing from 
you!  
 
Help Build Our W orldw ide 
Physician Finder!  
I f you know of physicians that  
have a special interest  in any 
type of dysautonom ia, please 
subm it  their  contact  informat ion 
to us at :  
ht tp: / / www.potsplace.com/ phys
ician_finder.htm  
 
Or write to:  
 
Dysautonom ia I nformat ion 
Network 
P.O. Box 55 
Brooklyn, MI  49230 
United States 
 
Thank you!  
 

* * * * *  
 
W e have a new  forum ! 
Visit  it  on the Web at :  
www.potslace.com/ forum.htm  
 
 
 
 
 
 
 

I t  All Adds Up… 
 
We freely provide you with 
informat ion, but  this informat ion 
is not  free for us to obtain or 
publish. I f you find our 
informat ion helpful, please help 
us meet  our financial expenses. 
 
Donat ion I nform at ion 
 
_________________________ 
Name 
_________________________ 
Address 
_________________________ 
City 
_________________________ 
State                                Zip  
_________________________ 
Phone 
_________________________ 
Email Address 
 
Make checks payable to DI NET 
and mail to:  
 

DI NET 
P.O. Box 55 

Brooklyn, Mi 49230 
 

DI NET is a 501(c) (3)  
organizat ion. Donat ions are tax 
deduct ible according to I RS 
regulat ions. 
 
 
 


