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What Patients Need in Transitions

 Knowing who is in charge of the transition

 Being part of the plan

 Understanding the plan and what it means

 Understanding follow-up instructions

 Knowing whom to call with questions



What Patients Need in Transitions
Patients most at risk in transitions 

 Older and sicker
 More chronic conditions
 Cognitive impairments
 Multiple medications
 Language or literacy problems
These patients are not able to “self-manage”
They need someone to provide or manage their care, advocate 

on their behalf
That person is usually a family caregiver 



Who is a Family Caregiver?
 Someone who provides or manages the care of a family 

member, friend, partner, or other person who has a 
disability or chronic and serious illness.

 Who Counts as Family?
 “Family” should be interpreted broadly.

 Spouses and adult children most likely relatives to take on 
care but others may be involved.

 Family members may not be related by blood or marriage 
but are “fictive kin” or “families of choice.”



Why family caregivers matter
 Family caregivers—over 34 million Americans of all ages, 

including children--provide most of the care to elderly, 
disabled, and chronically ill individuals

 They provide care over years…and years…and years

 They are (largely) unpaid

 If paid at a modest rate, their labor would add an additional 
$375 billion every year to the health care system’s costs 
(AARP estimate)

 And people wonder why family caregivers don’t leap to 
identify themselves as caregivers!



What do family caregivers do? 

 Medication management, 
including pain medications

 Symptom control

 Operation of medical 
equipment

 Record keeping

 Personal care

 Emotional support 

 Financial and legal 
management

 Nutrition
 Mobility and transportation
 Communication with health 

care professionals
 Household management
 Companionship

And Care Coordination of medical, social, and all other services
Not to mention jobs, children, other responsibilities….

All or some of the following:



Transitions in Care: 
A Critical Need for Coordination 

 Chronically ill patients move frequently from one setting to 
another

 Rush to discharge → gaps in communication → medication and 
other errors

 Unnecessary hospitalizations and rehospitalizations → increased 
costs and poor outcomes

 Little information, involvement, and training for family caregivers
 Culture Shock

 Each profession and setting has  its own language, norms, and 
unspoken rules, all confusing to family caregivers.

 In each setting, family roles are different and are seldom 
explained.



Transitions in Care: 
Why Coordination is so Complicated

 Crossing sectors made up of silos made up of subsilos, 
made up of individuals with rigidly defined roles

 Professionals have difficulty making connections with 
other professionals

 Not enough advance notice to plan carefully
 Not enough information to plan carefully
 Not enough resources and options 
 Many unknowns and some unknowables



Transitions in Care Settings:
The Case of Mrs. Jones

This is Mrs. Jones.  
She is an 81-year-old widow. 
She lives alone and manages 
quite independently. 

This is her daughter Louise.  
She lives nearby and helps her
mother manage her medications 
and financial affairs.  

One day on her daily walk  
Mrs. Jones falls and breaks her hip.



Mrs. Jones’ Transitions in Care



What (Many) Family Caregivers Don’t 
Understand and Should: A Short List 

 That they are family caregivers, not just spouses, 
daughters, or sons 

 How the health care “system” works, particularly home 
care and rehab

 What policy and insurance terms mean 
 Who makes reimbursement decisions and on what basis
 The difference between Medicare and Medicaid
 How to appeal a hospital or rehab unit discharge 
 The beneficiary’s rights to be offered a choice of home 

care agency or nursing home 
 How to find the services that they are supposed to 

coordinate
 How best to coordinate the services they do find



Professional Care Managers and 
Family Caregivers

 Professional CMs not routinely available
 Not many CMs know the whole spectrum of patient 

need or community resources
 Most don’t focus on family caregiver needs
 Facility–based CMs focus on discharge
 Insurance-based CMs have to balance patient needs 

with resource allocation
 Deal with most difficult cases (homeless, no family, 

complex medical or behavioral situation)
 Privately paid CMs - an option for some but not 

majority



Focus: 
 Seriously and chronically ill patients whose family 

caregivers are significantly involved in their care
 Admissions and discharges in hospitals, nursing homes, 

and Certified Home Health Care Agencies

Goals: 
 Change provider practice so that family caregivers are 

routinely included in transition care planning, 
implementation, and follow-up 

 Provide information and tools to family caregivers to 
enable them to manage transitions in cooperation with 
professionals



Next Step in Care Values:  7Cs
Changes in practice should be grounded in values that 
guide all interactions with family caregivers and patients.  
Organizations that sign on to campaign will agree that these 
values are consistent with their mission:

  Communication
  Cultural competence
  Consideration
  Courtesy
  Collaboration
  Coordination
  Continuity



Next Step In Care Guides and Checklists

 Different materials reflect the specific transition 
experience to and from each setting (hospital, rehab, and 
home care) 

 Accurate, simple, readable, task-oriented, and realistic

 Introduces caregivers to their roles and responsibilities

 Assists staff in facilitating a realistic and sustainable plan of 
care 

 All guides and checklists are free and downloadable on 
www.nextstepincare.org

 Family caregiver guides in English and Spanish



www.nextstepincare.org



Next Step In Care Guides and Checklists
Partial List

Admission

 HIPAA: Questions and Answers 
for Family Caregivers

 Your Family Member’s Personal 
Health Record

 Medication Management Form
 A Family Caregiver’s Guide to 

Advance Directives

Planning for Discharge

 The Next Step in Care: What Do 
I Need as a Family Caregiver?  

 Hospital-to-Home Discharge 
Guide  

Discharge

 Family Caregivers’ Guide to 
Medication Management

 Going Home: What You Need 
to Know

Next Steps

 A Guide to the ER
 When the Next Step Is Home 

Care: A Family Caregiver’s 
Guide  

 When the Next Step Is Rehab: 
A Family Caregiver’s Guide











Provider Guides

 Guide to HIPAA

 Guide to Caregiver Needs 
Assessment

 Medication Management 
Guide



Implementation Steps
Collaboratives
 Teams from hospitals, nursing homes, home care 

agencies working together (New York City area)
 Selected problems
 Data collection and evaluation

Community agency outreach
Conferences
Webinars
Dissemination of results 



Thank you!

www.nextstepincare.org

Carol Levine

clevine@uhfnyc.org
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