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The HIPAA Privacy Rule and Family Caregivers 
 

     HIPAA, the Health Insurance Portability and Accountability Act, is a federal law that     
helps people protect the privacy of their health information,  
including, how, and under what circumstances, that information  
may be disclosed to third parties.   Occasionally family caregivers 
come up against the HIPAA Privacy Rule when trying to advocate 
for their loved ones.  
 

HIPAA specifically permits a patient’s health care providers 
to share information that is directly relevant to the patient’s 
care or payment with a spouse, family members, friends, 
or other persons identified by a patient under the following 
circumstances:  the patient is present, or is otherwise 
available prior to the disclosure; the patient has the capacity to make health care decisions; and 
the patient agrees, or when given the opportunity, does not object. 
    

Similarly, information may also be shared if the health care provider can reasonably infer, based 
on professional judgment, that the patient does not object.  This phrase is highly significant for 
family caregivers, as it can mean the difference between getting information from a doctor, 
nurse, pharmacist, etc. or not.            
       (Continued on page 4.) 
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Happy New Year to you and yours from the staff at the Caregivers’ Resource Center! 
Dave Stoyell,  Trina Schickel, Marilyn Chase 
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Winter Caregiver Groups
 
 

The Caregivers’ Resource 

Center facilitates the 

following groups. Call 274-

5492 for details. 
 

 

 

      

  Caring for Aging Parents 
 

• Open to those caring for parents or other 
elderly relatives or friends.    

• Meets on the 3rd Wednesday each month:   
              (Dec. 16, Jan. 20, Feb. 17) 
     7:00 – 8:30 PM at Lifelong, 119 W. Court St.  

• Sponsored in cooperation with Lifelong 
 

 
 

 

Alzheimer’s & Other Dementia 

Caregiver Support Group  
 

• Open to those caring for loved ones with 
Alzheimer’s or other cognitive impairments  

• Upcoming monthly meetings:  
                (Dec. 22, Jan. 26, Feb. 23)   

• 1:00 - 2:30 PM in the Office for the Aging 
Conference Room (320 N. Tioga St., Ithaca) 

 

 

 

 

Parkinson’s Support Group 
 

• Open to Parkinsonians and their Caregivers.  

• Meets Quarterly : 
                 (Next Meeting: January 20)    

• 2:00 PM - 3:30 PM at Cooperative  
      Extension, 615 Willow Ave., Ithaca  
 

Sponsored in cooperation with Cornell 
Cooperative Extension of Tompkins County 
 

 

Evening Alzheimer’s Group 
 

     In addition to the daytime group (above), 
people caring for loved ones with Alzheimer’s or 
related disorders can also attend a group that 
meets at 5:30 PM on the 1st Wednesday of each 
month (Feb 3 and March 3.).  The group will NOT 
meeting in January.  It meets at Lifelong, 119 W. 

Court St..  For information, call the Alzheimer’s 
Association at 330-1647. 

 

New Stroke Support Group 

    A Support Group for stroke survivors has 
formed recently.  It will meet December 22 and 
January 5 from 4:00-5:00 PM at Beechtree Care 
Center.  It is facilitated by Joe Zanfordino.  Family 
caregivers are welcome to attend as well.  Call him 
with any questions or dates of future meetings 
(273-4166, ext. 161).   
 

Family and Friends Cancer 

Group 
     Second Tuesday of each month, 5:30–7:00 PM-  
partners, spouses and close friends talk about the 
ways their lives are affected by loved ones with 
cancer. Cancer Resource Center- 612 W. State St. 
________________________________________ 

 Hearing Trouble 
   

  My father is starting to have trouble 

  hearing and it’s frustrating him and me.  

I’d love to get a flashing doorbell and phone 

signals for him.  Is this a good idea? 
 

 “It is, and it’s easily doable,” 
says Lisa Hamlin, of the 

Hearing Loss Association of 
America.  “There are systems that can 
be wired or used like a doorbell system 
with an FM signal.  You put one piece 
on the outside of the door and send a signal to a 
light on the inside.”   It’s important, says Hamlin, 
to consider exactly what your father needs.  “If he 
is using the phone, there’s some hearing left, and 
you can get a phone that can adjust the signal by 
loudness, frequency and tone.  The disadvantage 
of the flashing signal is you have to be in the same 
room.  Or you can put a whole system in the 
house.”  Hamlin also offers: “There’s another 
question:  What is your father going to do if there 
is a fire in the house?  If he has lost the high 
frequency hearing ability, he won’t hear the alarm.  
You can get an alarm that flashes.  Or there’s a 

Q: 

A:  
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new product: The Lifetone HL Bedside Fire Alarm 
and Clock that retails for about $180.”    

(Reprinted with permission from the November 

2009 issue of Caring Today.) 

Think “Respite” from the Start 

 

hen a Caregiver embarks on a 
caregiving relationship, she needs to 

weave into her thinking that she’ll need 
caregiving partners,” says Sara Myers of the 
National Adult Day Services Association. “As 
caregivers talk to their family members, they need 
to talk about 
caregiving partners.      
Communicate with your 
loved one—
don’t 
hesitate to 
talk because 
you feel 
guilty about 
bringing up the 
issue.   
 

Discuss the need early on.  Communicating with 
your loved one is crucial, and many caregivers 
don’t get needed respite because they feel guilty 
just bringing up the issue—or they’re fearful their 
loved one will be upset about being left in 
someone else’s care.    
 

Involve your loved one in the plans. To start 
the respite conversation, experts suggest you tell 
your loved one that you will be better able to 
provide the necessary care if you get some 
breaks. Your loved one may be hesitant about 
any breaks in routine or the thought of having a 
virtual stranger take care of his or her personal 
and medical needs.  To alleviate those fears, 
when possible, enlist your loved one’s help in 
making respite care arrangements.   
   If you are going to use a day center (adult day 
program) or overnight facility for respite, for 
example, don’t leave your loved one out of the 
process.  After choosing a place you’re confident  
provides quality care, bring your loved one to the 
center to see it—and spend time there before 
leaving the person there.  Before going, Myers 
suggests that you do some research to see if there  

 
are activities in which your loved one will be 
interested on the day you both visit.  This can 
help form a positive response to the new facility.   
  
  If hiring an in-home aide or having a volunteer 
from a community group come to the home, 
spend time with both your loved one and the 
respite worker before the person actually needs 
to take over. 
 

Send the right signals.   The most important 
message to send that first day of respite care is 
that you have confidence in the person or facility 
in whose care you’re leaving your loved one.  
“You need to believe this is going to be good,” 
says Myers, in an effort to assure that your 
anxieties are not transferred to your loved one. 
 
(Article by Fran Silverman. Reprinted with 

permission from Fall 2009 Issue of Caring 
Today.) 

 
 

 

Having Trouble Locating Help 

…or can’t Afford Respite Help?   
 
Contact the Caregivers’ Resource Center at the 
Tompkins County Office for the Aging (274-
5491) to discuss options for finding paid or 
volunteer help.  If you are having difficulty 
affording respite, there are programs  
sponsored by Family and Children’s 
Service and by the Office for the 
Aging that might be able to help 
with an aide a couple hours  
a week or with short-term 
overnight care if you need 
a getaway.  These programs can help you have 
time to rest, complete errands, visit a friend or do 
whatever it is that helps you get your batteries 
recharged.   
 

“W 
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Survival Tips for Caregivers 
 

• Learn to say “no.”   (Is it really an urgent 

matter?) 

 

• Laugh each day.  (You can rent a movie from 

the American Film Institute’s list of  the 100 

Funniest Movies at  

www.filmcities.com/watchers/data/100funny.

htm. 

 

• Share your feelings. (Don’t pretend that 

things are good all the time…If stress is 

increasing, attend a caregiver’s support 

group or talk with a counselor.) 
 

• Exercise 
daily. (Don’t 

ignore your 

own health.)  

 

• Maintain a 
life that is 
separate from 
caregiving. 

(Hobbies, volunteer work, friendships, travel, 

career, clubs, faith community.) 
 

• Treat yourself as well as you would treat a 
friend who needs your help.  (What does this 

friend need to get through the day or the 

week?) 
 

• Ignore criticism from others. (Unless they 

experience it for themselves, it is difficult for 

them to know what caregiving involves.) 
 

• Expect that sometimes you will feel 
discouraged.  Recognize that this is normal 
and will eventually pass. (Give yourself a 

break or a treat.) 
 

• Forget about perfection.  (Settle for reality.) 
 

• Cry if you feel like it.  (You don’t always have 

to be strong.) 

• Take breaks.  (Turn off the phone for an hour 

while you rest, read, listen to music, 

etc….Reach out to others to maintain your 

social contacts…Don’t expect that friends 

will do all the reaching out…) 
 

• Change what you can; accept what you 
cannot change.  (Remember that you are not 

a miracle worker and that your powers are 

limited.) 
 

• Reach out for help.  (Express to your friends 

and family specific ways that they can help 

you.  Explore community services that can 

help you.  Contact the Caregiver’s Resource 

Center at the Office for the Aging, 274-

5482.) 
 
(Adapted from an article in the Cortland County 

AAA Caregiver newsletter.) 

 

_______________________________________ 
 
(continued from page 1) 

 
If you want to read more on relating to health 
professionals as a family caregiver, the fall 2009 
issue of “Take Care!” contains several articles for 
family caregivers about health care concerns 
including:  “Making the Most of a Visit to the 
Doctor,”  “How to Prevent Medication 
Mishaps,” and  “What Does HIPAA Mean to 
You?”    “Take Care!” is a quarterly newsletter of 
the National Family Caregivers Association.   
You can 
view the fall 
2009 issue or explore other caregiver resources 
offered by the National Family Caregivers 
Association at   
www.thefamilycaregiver.org/caregiving_resources. 
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Vulnerable during the 

Holidays 
 

aregivers tend to be especially vulnerable 
to emotional concerns during the 
holidays, according to a Univ. of Texas 

research study. Sadness and other emotions can 
surface when “they remember old times.” The 
study points to the following signs that caregivers 
should seek support or take a break:  

♦ Mood swings 

♦ Sleep problems 

♦ Blood pressure changes 

♦ Headaches 

♦ Fatigue (extreme or ongoing) 
 

Staying connected, but set limits 

Whether holiday stress is significant or moderate, 
most caregivers will do well to be flexible.  
Staying 
connected 
to people 
and being 
part of 
traditional 
celebrations is a 
way to absorb 
some of the pain.  
Yet you may need, without letting yourself feel 
guilty, to set limits that acknowledge your 
present circumstance--or start new traditions that 
are better suited to your present situation.  It’s 
OK to say no to doing activities or taking on 
hospitality tasks that are too demanding for you.  
 

If you have a sense of impending distress, ask 
yourself “how can this year be different?”  Rather 
than having the same set of expectations of 
yourself (both physical and emotional) as last 
year, take a few minutes to prioritize what is 
important to you before you automatically spend 
your time and energy the way you did last year. 

 

Six Steps to Getting Help 
 

Asking for help is hard.  But chances are having 
some help will make a difference in your loved 
one’s quality of life and yours.   
 

1. Recognize that caregiving is made up of 
many tasks. 

 

2. Recognize that asking for help is a sign of 
strength.  It means you 
have a grasp of the 
situation and you are 
problem solving to 
make things better. 

 

3. Create a list of tasks that need to be done.  
The list will help validate why you are so 
overwhelmed and tired.   

 

4. Group the tasks: transportation, chores, 
etc. 

 

5. Write down your caregiving worries.  
Seeing them in black and white should 
help diffuse some of their emotion.  This 
also helps you think rationally about what 
to delegate and what to do next. 

 

6. Share your list with someone you trust. 
This helps you get comfortable talking 
about your need for help and may give  
you some encouragement in the process.  
Ask for help with something small.  Don’t 
get discouraged if you get rejected at 
first.  It is worth a second try because, 
remember, the goal is to get better care 
for your loved one and you. 

 

(Reprinted from Broome County Caregiver 
Corner, adapted from an article by Suzanne 

Mintz, National Family Caregivers Association.)  

 
 

Humor Helps 
 

If a seagull flies over the sea, 
     What flies over the bay? 
 

 
 

C 
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Medication Mistakes
 

e aware of when medication mishaps are 
most likely to occur and be particularly 
watchful and cautious at these times: 

 

• When your loved one is 
taking multiple 
medications 

 

• When normal 
routines are 
disrupted 

 

• When new medications 
are prescribed 

 

• When a new diagnosis is made 
 

• When traveling 
 

• When in the hospital 
 

• During transitions between settings- 
       hospital to home, for instance 
 

• During transitions between personnel, 
such as changes from the day-shift nurse to 
the night-shift nurse, or from you to a 
homecare aide 

 

• When you are fatigued, depressed, or 
overwhelmed — any and all of which may 
result in difficulty remembering things 

 

• When there is no formal coordination 
between multiple healthcare providers 

 

• When using more than one pharmacy. 
 

 

 

Use your community pharmacist as a 

resource. 
 

• Just as you have a regular doctor you go to 
time and time again, have a single pharmacy 
fill all prescriptions. 

 

• Establish a relationship with at least one 
pharmacist at your drugstore or ask your 
mail-order pharmacy who can help you with 
questions.  Get to know this person by name. 

 

• Ask the pharmacist to help you keep your 
loved one’s medication list current (as well as 
your own). 

 

• Bring the appropriate list with you each time 
you pick up a prescription. 

 

• If you aren’t sure what each medication 
treats, ask the pharmacist to write it on the 
bottle. 

 

• Ask about medications that look alike. 
 

• Ask for information about potential 
interactions between all your loved one’s 
medications, especially when a new one is 
added or a substitution is made. 

 

• If your loved one is on multiple medications, 
ask when each should be given to get the best 
results and to avoid potential interactions. 

 

Calcium and Vitamin D 
 

As we get older, we are less able to absorb 
calcium from our food and supplements.  We are 
also less able to produce Vitamin D through 
exposure to sunlight, essential for proper calcium 
absorption and bone formation. To make matters 
worse, we’re more likely to take medications that 
interfere with calcium absorption (cortisone, 
prednisone, diuretics…).  Proper calcium intake, 
along with Vitamin D, need to be a daily priority 
particularly when exposure to sunlight is limited  
             -United Seniors Health Report, Fall 2000 

New in the Lending Library 

 

The Caregivers’ Resource Center at the Office for 
the Aging has a good collection of books and 
some videos on family caregiving topics that are 
available for loan.  Stop by to 
check them out. 
 

Latest addition to the library: 
 
Who Gets Grandma’s Yellow Pie 

Plate? - a guide to passing on personal 
possessions.  1999. 

B 
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Local Caregiver Services 
Caregivers’ Resource Center &  

Project CARE Services   
     

Tompkins County Office for the Aging    
David Stoyell Katrina Schickel, and Marilyn Roberts  
(274-5482) 

 

    The Caregivers’ Resource Center 

& Alzheimer’s Support Unit offers 
family caregivers information and 
consultation services, support 
groups, workshops, this newsletter, 
and a lending library of books and 

videos on caregiving topics.  Stop by or call for an 
appointment.      
 

    Volunteers from Project CARE give caregivers a 
needed break and help out in other ways as needed. 
We may also be able to arrange for paid home care 
services or short-term respite for stressed caregivers 
who are having difficulty paying for those services.  
Call Trina to discuss your needs.    

 

In-Home Counseling & Respite Service 
 

Family and Children’s Service 

Jessica Gosa (273-7495) 
  

 A caregiver counselor will visit family 
caregivers and help them work through 

complex caregiving issues or for 
emotional support.  This  program also 
offers grant-funded home health aide 
respite service to give caregivers a 

needed break. 

Adult Day Program 
 

Longview Adult Day Community 
Tuesdays, Wednesdays, Thursdays,  9 am-3 pm 
Marilyn Strassberg (375-6320) 
       Adult day programs offer older adults 
companionship along with planned social and 
recreational activities.  It often provides a break from 
caregiving and time for other matters. Includes lunch 
and snacks.   Possible partial scholarship for low-
income applicants. 

 

 

Discharge Planning and the 

Caregiver:  What is my role?  

 

hat is “discharge planning?”  Medicare 
says discharge planning is “a process used 

to decide what a patient needs for a smooth move 
from one level of care to another.”  Only a doctor 
can authorize a patient’s release from the 
hospital, but the actual process of discharge 
planning can be completed by a social worker, 
nurse, case manager or other person.  Ideally, and 
especially for the most complicated medical 
conditions, discharge planning is done using a 
team approach. 
 
The caregiver plays a major role in the discharge 
planning process.  The discharge staff may not be 
familiar 
with all 
aspects of 
your 
relative’s situation.  As caregiver, you are the 
“expert” in your loved one’s history.  While you 
may not be a medical expert, if you’ve been a 
caregiver for a long time, you certainly know a 
lot about the patient and about your own abilities 
to provide care safely at home. 
 
While in the hospital it is important to start 
planning for discharge as soon as possible.  The 
United Hospital Fund has a web site that provides 
family caregivers with comprehensive information 
and advice to help plan transitions for patients 
from hospital to home or rehabilitation.   
 
To obtain more information about discharge 
planning, or to get other help suggestions for 
making care transitions go smoothly, go to 
www.nextstepincare.org.    
 
(Reprinted from the Cortland County AAA’s 

newsletter, “The Caregivers SUPPORT NET.”)    

 

W 
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Alzheimer’s Page 

 

Uneasy about Support Group 
 

George was diagnosed with Alzheimer’s five 

years ago.  I just found a support group in 

our area, and I look forward to talking with 

others in my same position.  However, I do feel 

uneasy about discussing George’s behaviors with a 

group of strangers (like a betrayal)... 

 
  Let me start by telling you why support 
groups are a wonderful resource—often a 

lifesaver, in effect.  Besides serving as a source of 
helpful tips on care strategies and services, support 
groups also offer a safe place to unload some of the 
intense emotions brought on by caregiving.  By 
venting feelings such as frustration, anger or grief, 
caregivers typically gain a renewed sense of hope 
and calmness—and this helps them offer the 
kindness, compassion and patience that loved ones 
need. 
 
     But I hear what you are saying about “betrayal.”  
It is not uncommon to initially feel awkward about 
sharing your story.  Rest assured that the sessions 
are confidential and that the other  participants and 
the group’s facilitator 
are there to support 
you without 
judgment. 
 
    It’s okay to ease 
into the process.  
You can take your 
time in sharing your 
personal story until 
you feel more 
comfortable with the environment.  There is no 
need to feel pressured to participate, although it 
might be more helpful to do more than just listen… 
 

(Reprinted from the Spring/Summer, 2009 issue of 

care ADvantage.   To read more about support 

groups, see the fall 2005 issue, archived at 

www.afacareadvantage.org.) 

 

Comfort Zone 

 
The Alzheimer’s Association has a new Web-based 
GPS location management service that can help 
families stay active.  Comfort Zone uses the 
Internet and a device 
to track the location 
of a person with 
Alzheimer’s or a 
related dementia.  
You can set up 
“safety zones’ and 
receive an alert if your loved one goes outside the 
safety zone.  You can learn more (and view a 
Demo) about the new system at 
www.alz.org/comfortzone. 
 

Resources for Alzheimer’s Caregivers 
 

Caring for a Person with Alzheimer’s Disease, 

National Institute on Aging, May 2009.   An easy-
to-use 136-page guidebook to help you understand 
and cope with the many 
challenges of caring for 
someone with AD.     You 
can pick up a copy at the 
Office for the Aging or 
order your free copy 
directly from the NIA by 
calling 1-800-438-4380. 
You can also view the 
entire guidebook online at 
http://www.nia.nih.gov/Alzheimers/Publications/Ca
ringAD/ 
    

The Alzheimer’s Store—a web-based store that 
offers unique products for someone with 
Alzheimer’s disease.     You can order a catalog or 
view it online.   The catalog is organized to show 
products appropriate for early stage, middle stage 
and later stage dementia.   You can view it online at 
www.alzstore.com or order a catalog by calling 1-
800-752-3238.    You can also pick up a catalog at 
the Office for the Aging. 

Q. 

A. 
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The Caregivers’ Resource Center  
 and Alzheimer’s Support Unit 

 
 

Please call or visit us at the Tompkins County Office for the Aging in the County Courthouse basement, 
320 North Tioga St., Ithaca.  Open weekdays, 8:30 AM - 4:30 PM.  

 

David Stoyell, CRC Coordinator and Newsletter Editor 

     Telephone:  (607) 274-5492 

     E-mail:  dstoyell@tompkins-co.org   

   

Katrina Schickel, Project CARE Coordinator  

     Telephone: (607) 274-5491 

     E-mail:  kschickel@tompkins-co.org 

 

Marilyn Roberts Chase, RN, Powerful Tools Coordinator 

     Telephone: (607) 274-5488 

     E-mail: mroberts@tompkins-co.org 

   

 

 

Websites of Interest to Family Caregivers: 
 

  Tompkins County Office for the Aging:  www.tompkins-co.org/cofa 
   (Click on “Gateway to Senior Seniors” at the top of the home page to access our resource guides  

   and back issues of “In Support of Caregivers.”) 

 

    Family Caregiver Coalition:   www.caregiver.org 

 

    H.E.L.P (legal and financial issues, California-based):    http://www.help4srs.org     
     
    National Alzheimer’s Association:   www.alz.org 

 

 

Note that articles marked “reprinted with permission” may not be further reproduced, except for private 

use, without permission of the original publisher.   Other material in this newsletter may be freely copied with 
proper credit given to its original source. 

 

 
This newsletter is made possible in part by a grant from the NYS Office for the Aging.   

 
 
  

 

 


