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8   Caregiver Support Blueprint For Delaware 

The following recommendations are respectfully submitted to 

the Delaware Legislature for consideration and action:

Legislative Recommendations

1. Legislate standards (similar to the CARE ACT in other states) to  
 involve caregivers in the discharge of their loved one from the  
 hospital to home including:

 • Recording the name of the family caregiver when a loved 
  one is admitted 

 • Notifying the caregiver if a loved one is going to be discharged to 
  another facility or released to their home 

 • Providing in-person instruction about medical tasks that the 
  caregiver will need to provide at home, such as medication 
  management, injections, wound care and transfers 
  (for example, movement from bed to wheelchair)

2. Enact legislation that prohibits discrimination against 
 caregivers in the workplace

3. Establish tax credits for qualified caregiving expenses and/
 or making family caregivers eligible to receive payments for 
 some of their caregiving hours.

4. Move the state beyond the minimum requirements of 
 the Family and Medical Leave Act (FMLA), such as covering 
 workers in businesses with fewer than 50 employees, 
 expanding the definition of “family member” to include 
 in-laws and others, expanding the allowable uses of FMLA to  
 include employees taking family members to medical 
 appointments, decreasing the time an employee must work   
 before they become eligible, increasing the length of 
 allowable leave beyond 12 weeks, and including provisions 
 for paid leave. 

5. Amend the Nurse Practice Act to allow nurses to delegate 
 additional home care tasks (e.g., medication administration,   
 blood sugar testing, or wound care) to trained direct care 
 workers such as home health aides.

6. Enact, in whole or in part, the Uniform Power of Attorney Act,   
 which would include stronger provisions to prevent elder 
 financial abuse.

 

Budgetary Recommendations*

1. Provide funding for the development and implementation of 
 a marketing and communication strategy to raise awareness 
 and increase access to existing programs and services 
 for caregivers. 

2. Expand funding to ensure that direct care workers such as 
 home health aides are paid competitive wages and have 
 opportunities for career advancement.

3. Make funding available for innovative technologies that make
 it possible for people to live independently for longer periods 
 of time such as biometric monitoring, fall detection
 systems, sensor technology and GPS systems. 

4. Fund requests across departments which expand or improve
 the state’s transportation infrastructure. 

*Budgetary recommendations could be accomplished through the allocation of 
new funds or the repurposing of existing funds. 

Policy/Program Recommendations

1. Collaborate with business leaders, service providers, and
 consumers to explore new policies which support employed 
 caregivers, such as providing paid or unpaid leave, and 
 providing workplace assistance programs for caregivers.

2. Support the implementation of the Delaware Telehealth 
 Roundtable Strategic Action Plan

3. Extend and expand the authority of the Family Caregiving 
 Task Force to monitor implementation of the adopted 
 recommendations and provide ongoing analysis of best 
 practices in support of Delaware’s family caregivers. 

4. Review the design and delivery of caregiver services, with a 
 goal of promoting quality outcomes for caregivers, including:

 • Respite services across the lifespan and to persons of all 
  levels and types of disability 

 • Cultural competence (accessibility, language, dietary 
  preferences) that honors family choice and direction

 • Emergency and drop-in respite

Recommendations for Improving Family 
Caregiver Support in Delaware
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• Innovative approaches to decreasing caregiver stress and anxiety

• Skill-building educational opportunities for caregivers on direct 
 caregiving, coordinating multiple services among multiple 
 providers, difficult decision-making, and self-care

5. Create a comprehensive guide to caregiving for Delaware’s 
  caregivers similar to publications created in other states 
  (United Way Caregivers Coalition Pathways for Caregivers, 
  Northern New Jersey)

6. Keep Delaware’s Congressional Delegation informed about 
  the impact of federal funding cuts for durable medical 
  equipment on the state’s caregivers. 

Task Force 
Membership
The following organizations participated in 
preparing this report:

AARP Delaware

Alzheimer’s Association Delaware Valley Chapter

Brandywine Village Network of Jewish Family 

Services of Delaware

Center for Disabilities Studies of the University 

of Delaware

Delaware Aging Network

Delaware Association of Home and Community Care

Delaware Association of Rehabilitation Facilities

Delaware Division of Services for Aging and Adults 

with Physical Disabilities 

Delaware Healthcare Association

Delaware House of Representatives

Delaware State Chamber of Commerce

Delaware State Senate, Bethany Hall-Long

Developmental Disabilities Council

Easter Seals Delaware

State Council for Persons with Disabilities

United Way of Delaware

Community Members: Ana Figueras, Ken Bock, Yvonne 

Gordon, Nancy Kinsella and Lawondale Parker
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Chapter 5 
 

INFORMATIONAL BRIEFINGS AND DISCUSSION 
 
 

Between June and December 2015, the Legislative Family Caregivers Working Group 
conducted five informational briefings and one meeting to discuss possible recommendations.  
The informational briefings occurred on July 16, August 20, September 10, October 8, and 
November 10, 2015.  The discussion meeting occurred on December 15, 2015. 

 
(Notices of the informational briefings, notice of the discussion, and related documents 

are available at http://goo.gl/uGdVMu or http://capitol.hawaii.gov/ 
specialcommittee.aspx?comm=lfcwg&year=2015.) 

 
A summary of the topics covered and information presented at each Working Group 

meeting follows. 
 
 
A. July 1, 2015, Informational Briefing 
 

At the July 1, 2015, information briefing, a representative from the Hawaii Department of 
Health presented the report of the Family Caregivers Working Group that was prepared pursuant 
to HCR 78 (2014).178  The representative described the makeup of the working group, which 
consisted of stakeholders from government organizations, healthcare providers, health insurers, 
and non-profit organizations.  As noted in the presentation of the working group report, the 
working group made the following findings and recommendations: 

 
 Caregivers play a vital role in a patient's recovery;179 

 
 Caregivers rarely have a background in clinical training or other medical field 

experience;180 
 

 Public and private health insurance normally covers some of the costs of professional 
caregivers and medical resources;181 
 

 Caregivers need a better method for connecting with medical resources in the 
community;182 
 

                                                 
178 See supra note 1 and accompanying text. 
179 FCWG Report at 5. 
180 Id. 
181 Id. 
182 Id. 
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Primary care physicians play a significant and integral role in providing care to the 
patient upon discharge;183 
 

 State and private non-profit and public organizations may provide care 
coordinators;184 
 

 Neighbor island aging and disability resource centers require stable funding, 
especially if current Medicare funding were to cease;185 
 

 Federal, state, grant, or other funding is necessary to establish an Oahu aging and 
disability resource center;186 
 

 Private non-profit and public organizations offer caregiver training through 
organizations such as Kapiolani Community College Kupuna Education Center, 
AARP,187 and Queen's Foster Family Community Care Program;188 
 

 Hospitals currently follow discharge planning processes according to their own 
policies and procedures.  These procedures include identifying caregivers, involving 
the caregiver in the discharge plan and discharge instructions, and following up with 
patients to ensure compliance with care instructions;189 
 

 The federal Centers for Medicare and Medicaid Services' conditions for participation 
and the Joint Commission establish discharge planning standards that apply to most 
hospitals;190 
 

 Financial disincentives and incentives motivate hospitals to avoid inappropriate 
patient readmissions.  For example, Medicaid reduces payment amounts to hospitals 
that have an excess amount of readmissions within thirty days of a patient's discharge.  

                                                 
183 Id.  
184 Id. at 6. 
185 Id.  It appears that Medicare continues to fund the neighbor island aging and disability resource centers. 
186 Id. 
187 In 1999, the American Association of Retired Persons changed its name to AARP.  AARP Looks to Shift 
Perceptions of Its Brand and Show "Real Possibilities" for 50+ America With Its New Ad Campaign, AARP (Feb. 
26, 2013) http://www.aarp.org/about-aarp/press-center/info-02-2013/AARP-LOOKS-TO-SHIFT-PERCEPTIONS-
OF-ITS-BRAND-AND-SHOW-REAL-POSSIBILITIES.html ("Note for reporters:  AARP changed its name in 
1999 from the American Association of Retired Persons to just four letters: AARP") (emphasis in original). 
188 FCWG Report at 6. 
189 Id.  ("Hospitals begin the discharge planning processes at or prior to admission of the patient.  The processes are 
described in their respective policies and procedures (P&P)."). 
190 Id. at 7 ("All hospitals who participate in Medicare are required to adhere to state licensing requirements and to 
Medicare's conditions of participation (CoP) and certification requirements on discharge planning . . . Hospitals 
accredited by the Joint Commission (JC) follow JC's discharge planning standards.  All major hospitals in Hawaii 
and several smaller hospitals on the neighbor islands are accredited by the JC.").  See also Chapter 3, page 7. 
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Additionally, Hawaii Medical Service Association has implemented a pay-for-quality 
program to encourage hospitals to reduce readmissions through discharge planning;191 
 

 Hospitals currently provide instructions and information to caregivers so that the 
patient may continue to receive the necessary care after discharge;192 and 
 

 Mandating that hospitals train caregivers will likely expose those hospitals to legal 
liability.  The Working Group questioned whether the indemnity language contained 
in SB 2264 (2014) ("Nothing in this chapter shall be construed to give rise to a cause 
of action against a hospital or hospital employee") would prevent lawsuits against 
hospitals or hospital employees.  However, the Working Group also noted that it does 
not possess the legal expertise to make a definitive determination or finding on this 
issue.193 
 

The Department of Health representative to the 2014 Family Caregivers Working Group 
noted that they could not reach a unanimous agreement on a recommendation to take no action to 
mandate that hospitals provide caregiver training.194  However, members unanimously agreed on 
the following recommendations:195 

 
 Consider state funding for one or more definitive studies by an objective organization 

to assess gaps in caregiver training, a market study to determine the availability, 
utilization, and costs of existing community resources, and an assessment on the 
apparent lack of primary care provider availability and post-hospitalization 
involvement for at-risk populations, while taking into account the complexity of the 
health care industry and the many highly involved public and private stakeholders.196 

 
 Consider state funding options for county offices on aging and/or for aging and 

disability resource centers statewide to improve their abilities to work with hospitals 
and other professional and family caregivers to improve post-hospitalization care to 
patients who are discharged to home and to reduce inappropriate readmissions 
especially if or when federal funding ceases.  This includes finding ways to replicate 

                                                 
191 Id. at 7 ("Hospitals are provided financial disincentives and incentives to avoid inappropriate readmissions. 
Medicare imposes penalties based on readmission rates.  HMSA initiated a pay-for-quality reward program for 
hospitals where 20% of the program is weighted to discharge planning and readmission reduction.").  See also 
Chapter 4, page 29. 
192 FCWG Report at 7 ("Hospitals recognize the need to comply with Medicare's CoP and with the JC standards 
regarding discharge planning. As a result, hospitals provide instructions and information to caregivers to ensure the 
care needs of the patient after discharge are understood."). 
193 Id. at 9 ("Mandating the hospitals to be responsible for training family caregivers would likely open hospitals to 
lawsuits and significant legal fees.  Statutory language to indemnify hospitals from such liability is questionable as 
to whether that will prevent lawsuits and whether such language will hold up in courts.  The working group does not 
possess the legal expertise to make a definitive determination or finding on this issue."). 
194 Id. at 10 ("Recommendation number one (1) is recommended following a majority vote of the working group 
participants while unanimous consensus was reached on the remaining recommendations by all working group 
participants . . .  1.  Take no action at this time to mandate hospitals to provide caregiver training."). 
195 Id. 
196 Id. 



REPORT OF THE LEGISLATIVE FAMILY CAREGIVERS WORKING GROUP 

34 

on Oahu the successes of aging and disability resource centers on the neighbor 
islands.197 

 
 Consider improving state funding for at-risk populations to better cover the cost of 

physician office visits and hospital services to encourage more physicians to become 
primary care providers for this population.198 

 
(The 2014 Family Caregivers Working Group report is available at 

http://goo.gl/7PWGtg or http://health.hawaii.gov/opppd/files/2015/06/HCR-781.pdf.) 
 
 
B. August 20, 2015, Informational Briefing 
 

The August 20, 2015, informational briefing addressed resources available to caregivers.  
Representatives from the State Executive Office on Aging; City & County of Honolulu, 
Department of Community Services, Elderly Affairs Division; Hawaii County Office of Aging; 
and Maui County Office on Aging attended the briefing and made a combined presentation on 
the roles of their offices and the community resources and support services available for 
caregivers in their respective communities.199 

 
 
1. Aging and Disability Resource Centers and Area Agencies on Aging 
 
The State Executive Office on Aging explained the role of aging and disability resource 

centers and area agencies on aging.  Information on these organizations appears in Chapter 4.200 
 
 
2. Older Americans Act, Title III E, National Family Caregiving Support 

Program 
 
The State Executive Office on Aging; City & County of Honolulu, Department of 

Community Services, Elderly Affairs Division; Hawaii County Office of Aging; and Maui 
County Office on Aging presented information on the National Family Caregiving Support 
Program authorized by the Older Americans Act, Title III E.201  The National Family Caregiving 
Support Program authorizes grants to states to establish a system of support services to 
complement the care provided by caregivers.  Specifically, the authorized grants fund programs 
to provide free or subsidized: 

 

                                                 
197 Id. 
198 Id. at 11. 
199 State Executive Office on Aging; City & County of Honolulu, Department of Community Services, Elderly 
Affairs Division; Hawaii County Office of Aging; and Maui County Office on Aging combined presentation 
(hereafter "Executive Office on Aging presentation") at the August 20, 2015, informational briefing. 
200 See Chapter 4, page 21. 
201 42 U.S.C. sections 3030s to 3030s-2. 
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Chapter 7 
 

PROPOSED AMENDMENTS TO CENTERS FOR 
MEDICARE AND MEDICAID SERVICES STANDARDS 

FOR DISCHARGE PLANNING 
 
 
A. Background 
 

As discussed in Chapter 3 of this report, CMS is a federal agency within the United 
States Department of Health and Human Services that administers the Medicare and Medicaid 
programs.  CMS has enacted requirements for hospitals as a condition for participation in the 
Medicare and Medicaid programs, including 42 C.F.R. 482.43, which requires hospitals to 
include discharge planning in their processes for transitioning inpatients to post-acute care 
settings.245  The current version of 42 C.F.R. 482.43 (current rule) requires hospitals to carry out 
a discharge planning process for all patients.246  However, the current rule does not require that a 
caregiver be involved in the discharge process.  On November 3, 2015, CMS published a 
proposed amended version of 42 C.F.R. 482.43 (proposed rule). 247  The proposed rule would 
require the involvement of caregivers in the discharge process. 

 
(The citation to the document containing the proposed rule is 80 FR 68125 and is 

available to download at https://goo.gl/YzsnlO or https://federalregister.gov/a/2015-27840.) 
 
In its comments on the proposed rule, CMS notes: 

 
We propose to continue our efforts to reduce patient readmissions by improving 

the discharge planning process that would require hospitals to take into account the 
patient's goals and preferences in the development of their plans and to better prepare 
patients and their caregiver/support person(s) (or both) to be active participants in self-
care and by implementing requirements that would improve patient transitions from one 
care environment to another, while maintaining continuity in the patient's plan of care.248 

 
Specifically, the proposed rule would require: 
 

 The caregiver's involvement in the development of the discharge plan;249 
 

                                                 
245 42 C.F.R. pt 482.  See also Chapter 3, page 7. 
246 42 C.F.R. section 482.43 ("The hospital must have in effect a discharge planning process that applies to all 
patients."). 
247 Medicare and Medicaid Programs; Revisions to Requirements for Discharge Planning for Hospitals, Critical 
Access Hospitals, And Home Health Agencies; Proposed Rule, 80 Fed. Reg. 68125 (proposed Nov. 3, 2015) (to be 
codified at 42 C.F.R. pt. 482, 484, and 485) (hereafter "80 Fed. Reg." or "proposed 42 C.F.R. 482.43"). 
248 80 Fed. Reg. at 68130. 
249 Proposed 42 C.F.R. 482.43(c)(6) ("The patient and caregiver/support person(s) must be involved in the 
development of the discharge plan, and informed of the final plan to prepare them for post-hospital care."). 
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The hospital to consider the availability and capabilities of the caregiver as part of the 
discharge planning process;250 

 
 The hospital to provide instruction on post-hospital care to the caregiver;251 and 

 
 The hospital to provide the post-hospital care instructions in a written form.252 

 
 For reference, section 2 of SB 296 establishing hospital requirements regarding 
caregivers, proposes requiring hospitals to:  (1) provide a patient with the opportunity to 
designate a caregiver (§    -2); (2) notify the caregiver of a patient's discharge or transfer (§    -3); 
and (3) provide discharge instructions to the caregiver (§    -4). 
 
 
B. Comparison of Proposed Rule with SB 296 
 
 It appears that the proposed rule, if adopted, would overlap with several provisions 
contained in SB 296 that address the caregiver's involvement in the discharge process.  Most of 
these corresponding or overlapping provisions are found in section 2, §    -4, of SB 296 and are 
detailed in Table 7.1 later in this chapter. 
 

However, there are some differences between SB 296 and the proposed rule, which bear 
on this discussion.  Whereas SB 296 (section 2, §    -2) requires a hospital to provide a patient 
with the opportunity to designate a caregiver, the proposed rule does not specifically require a 
hospital to allow a patient to name a caregiver.  However, the proposed rule clearly appears to 
imply or presume that a patient can name a caregiver since the proposed rule requires the 
caregiver's participation in the discharge planning process.253 

 
Also in contrast to SB 296 (section 2, §    -3), the proposed rule does not specifically 

require a hospital to notify a caregiver of a patient's discharge or transfer to another facility.  
Again, however, this notification requirement would appear to be implied or presumed in the 

                                                 
250 Proposed 42 C.F.R. 482.43(c)(5) ("The hospital must consider caregiver/support person and community based 
care availability and the patient's or caregiver's/support person's capability to perform required care including self-
care, care from a support person(s), follow-up care from a community based provider, care from post-acute care 
practitioners and facilities, or, in the case of a patient admitted from a long term care facility or other residential 
facility, care in that setting, as part of the identification of discharge needs."). 
251 Proposed 42 C.F.R. 482.43(d)(2)(i) ("The discharge instructions must include . . .  the following: (i) Instruction 
on post-hospital care to be used by the patient or the caregiver/support person(s) in the patient's home, as identified 
in the discharge plan"). 
252 Proposed 42 C.F.R. 482.43(d)(2)(v) ("The discharge instructions must include . . . the following: . . . (v) Written 
instructions in paper and/or electronic format regarding the patient's follow-up care, appointments, pending and/or 
planned diagnostic tests, and pertinent contact information, including telephone numbers, for any practitioners 
involved in follow-up care or for any providers/suppliers to whom the patient has been referred for follow[-]up 
care."). 
253 See Proposed 42 C.F.R. 482.43(c)(5) ("The hospital must consider caregiver/support person . . .  availability and 
the patient's or caregiver's/support person's capability to perform required care") and 42 C.F.R. 482.43(c)(6) ("The 
patient and caregiver/support person(s) must be involved in the development of the discharge plan, and informed of 
the final plan to prepare them for post-hospital care.").  See also supra note 249 and accompanying text.  
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proposed rule, given that the hospital must provide discharge instructions to the caregiver at the 
time of discharge.254  Additionally, in contrast to the requirements of SB 296 (section 2, §    -4) 
that a hospital provide instructions to the caregiver prior to the patient's discharge, the proposed 
rule requires that hospitals provide care instructions to the patient and/or the caregiver at the time 
of discharge.255  However, the proposed rule requires the patient and caregiver involvement in 
the development of the discharge plan, which presumably would occur prior to actual 
discharge.256 

 
Further, while SB 296 (section 2, §    -4(c)) requires that the caregiver instruction be 

documented in the patient's medical record, the proposed rule does not contain a directly 
corresponding provision.  However, CMS notes its intent that medical staff discuss the patient's 
care goals and treatment preferences with the patient or caregiver and that those goals and 
preferences be documented in the medical record.257 
 

While not in direct conflict with the proposed rule, the provision in SB 296 (section 2, 
§   -4) requiring a discharge plan to include the "contact information for a hospital employee who 
can respond to questions regarding the discharge plan following the instruction provided 
pursuant to this section"258 appears broader than the corresponding provision of the proposed 
rule, which requires the discharge instructions to include written information on warning signs 
and symptoms and who the caregiver should contact if the warning signs or symptoms present.259 

 
Finally, it should be noted that the remaining provisions of SB 296, in section 2, §§    -5, 

     -6, and    -7, do not directly deal with caregiving involvement in the discharge process and do 
not appear to correspond with any provisions in the proposed rule. 

 

                                                 
254 Proposed 42 C.F.R. 482.43(d)(1)(i) ("Discharge instructions must be provided at the time of discharge to: . . . The 
patient and/or the patient's caregiver/support person(s)"). 
255 Proposed 42 C.F.R. 482.43(d)(1) ("Discharge instructions must be provided at the time of discharge"). 
256 Proposed 42 C.F.R. 482.43(c)(5) ("The hospital must consider caregiver/support person . . .  availability and the 
patient's or caregiver's/support person's capability to perform required care")  and (6) ("The patient and 
caregiver/support person(s) must be involved in the development of the discharge plan, and informed of the final 
plan to prepare them for post-hospital care.").  See also 80 Fed. Reg. at 68132. 
257 80 Fed. Reg. at 68132 ("During the discharge planning process, we would expect that the appropriate medical 
staff would discuss the patient's post-acute care goals and treatment preferences with the patient, the patient's family 
or their caregiver/support persons (or both) and subsequently document these goals and preferences in the medical 
record.").  See also Table 7.1, page 53. 
258 SB 296, Section 2, §    -4(a)(3). 
259 Proposed 42 C.F.R. 482.43(d)(2)(ii) ("The discharge instructions must include . . . (v) Written information on 
warning signs and symptoms that may indicate the need to seek immediate medical attention. This must include 
written instructions on what the patient or the caregiver/support person(s) should do and who they should contact if 
these warning signs or symptoms present . . .").  See also 80 Fed. Reg. at 68134 ("The written information would 
include instructions on what the person should do if these warning signs and symptoms present.  Furthermore, the 
discharge instructions would include information about who to contact if these warning signs and symptoms present.  
This contact information may include practitioners such as the patient's primary care practitioner, the practitioner 
who was responsible for the patient's care while in the hospital or hospital emergency care departments, specialists, 
home health services, hospice services, or any other type of outpatient health care service."). 
. 
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Table 7.1, which follows, directly compares the text of SB 296, section 2, §    -4, in the 
order in which it appears in the bill (left column), with corresponding provisions of the proposed 
rule (right column). 

 
Table 7.1  Comparison of Hawaii Senate Bill No. 296, 
Section 2, §    -4 (2015) to the Proposed Federal Rule 

to be Codified as 42 C.F.R. section 482.43 
 

Text from S.B. 296, Section 2, §    -4 
Language in the Proposed Section 482.43 or 

Comments (conflicting language in bold) 
 (a)  As soon as possible and prior to a 
patient's discharge from a hospital,  

Discharge instructions must be provided at the time 
of discharge (482.43(d)(1)) 

the hospital shall consult with the patient's 
caregiver regarding the caregiver's capabilities and 
limitations 

The hospital must consider caregiver/support person 
and community based care availability and the 
patient's or caregiver's/support person's capability to 
perform required care . . . The patient and 
caregiver/support person(s) must be involved in the 
development of the discharge plan, and informed of 
the final plan to prepare them for post-hospital care.  
(482.43(c)(5) and (6)) 
 

In its comments on the proposed rule, CMS notes: 
 

During the discharge planning process, we would 
expect that the appropriate medical staff would 
discuss the patient's post-acute care goals and 
treatment preferences with the patient, the patient's 
family or their caregiver/support persons (or both) 
and subsequently document these goals and 
preferences in the medical record.  (80 Fed. Reg. at 
68132) 

and issue a discharge plan to the caregiver  Discharge instructions must be provided . . .  to: (1) 
the patient and/or the patient's caregiver/support 
person(s) (482.43(d)(1)(i)) 

that describes the patient's after-care needs, if any, 
at the patient's residence. 

The discharge instructions must include . . . (i) 
Instruction on post-hospital care to be used by the 
patient or the caregiver/support person(s) in the 
patient's home as identified in the discharge plan 
(482.43(d)(2)(i)) 

The consultation and issuance of a discharge plan 
shall occur on a schedule that takes into 
consideration the severity of the patient's 
condition, the setting in which care is to be 
delivered, and the urgency of the need for 
caregiver services. 

The hospital's discharge planning process must 
ensure that the discharge goals, preferences, and 
needs of each patient are identified and result in the 
development of a discharge plan for each patient 
(482.43(c)) 
 

and 
 

(i) The discharge plan must be included in the 
patient's medical record.  The results of the 
evaluation must be discussed with the patient or 
patient's representative.  (ii) All relevant patient 
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Text from S.B. 296, Section 2, §    -4 
Language in the Proposed Section 482.43 or 

Comments (conflicting language in bold) 
information must be incorporated into the discharge 
plan to facilitate its implementation and to avoid 
unnecessary delays in the patient's discharge or 
transfer.  (482.43(c)(9)(i) and (ii)) 

In the event the hospital is unable to contact the 
caregiver, the lack of contact shall not interfere 
with, delay, or affect the medical care provided to 
the patient or the discharge or transfer of the 
patient.  The hospital shall promptly document the 
attempt to contact the caregiver in the patient's 
medical record. 

No corresponding provision. 

The discharge plan shall include but not be limited 
to the following: 
 

(1) The name and contact information 
of the designated caregiver; 

No corresponding provision. 

(2) A description of all after-care 
necessary to maintain the patient's 
ability to reside at home, taking into 
account the capabilities and 
limitations of the caregiver; 

The discharge instructions must include. . .  (i) 
Instruction on post-hospital care to be used by the 
patient or the caregiver/ support person(s) in the 
patient's home as identified in the discharge plan 
(482.43(d)(2)(i)) 
 

and 
 

The hospital must consider . . . caregiver's/support 
person's capability to perform required care 
(482.43(c)(5)) 

(3) Contact information for any health 
care community resources, and 
long-term services and supports 
necessary to successfully carry out 
the patient's discharge plan; 

The discharge instructions must include . . . (v) 
Written instructions in paper and/or electronic 
format regarding . . . any practitioners involved in 
follow-up care or for any providers/suppliers to 
whom the patient has been referred for followup 
care.  (482.43(d)(2)(v)). 
 

In its comments on the proposed rule, CMS notes: 
 

We would expect hospitals to be well informed of the 
availability of community-based services and 
organizations that provide care for patients who are 
returning home or who want to avoid 
institutionalization, including ADRCs [(Aging and 
Disability Resource Centers)], AAAs [(Area 
Agencies on Aging)], and CILs [(Centers for 
Independent Living)], and provide information on 
these services and organizations when appropriate.  
(80 Fed. Reg. at 68131) 

and contact information for a hospital 
employee who can respond to questions 
regarding the discharge plan following the 
instruction provided pursuant to this 
section. 

The discharge instructions must include . . . (ii) 
Written information on warning signs and symptoms 
that may indicate the need to seek immediate 
medical attention.  This must include written 
instructions on what the patient or the 
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Text from S.B. 296, Section 2, §    -4 
Language in the Proposed Section 482.43 or 

Comments (conflicting language in bold) 
caregiver/support person(s) should do and who they 
should contact if these warning signs or symptoms 
present (482.43(d)(2)(ii)) 
 
In its comments on the proposed rule, CMS notes: 
 

The written information would include instructions 
on what the person should do if these warning signs 
and symptoms present.  Furthermore, the discharge 
instructions would include information about who to 
contact if these warning signs and symptoms 
present.  This contact information may include 
practitioners such as the patient's primary care 
practitioner, the practitioner who was responsible 
for the patient's care while in the hospital or 
hospital emergency care departments, specialists, 
home health services, hospice services, or any other 
type of outpatient health care service.  (80 Fed. Reg. 
at 68134)  

(b)  The hospital issuing the discharge 
plan shall provide the caregiver with instruction in 
all after-care described in the discharge plan.  
Training and instructions for caregivers may be 
conducted in person or through video technology, 
at the discretion of the caregiver.  Any training or 
instructions provided to a caregiver shall be 
provided in non-technical language, to the extent 
possible.  Instruction shall include but not be 
limited to the following: 

 

(1) A live or recorded demonstration of 
the tasks, performed by an 
individual designated by the 
hospital who is authorized to 
perform the after-care task, 
provided in a culturally competent 
manner and in accordance with the 
hospital's requirements to provide 
language access services under state 
and federal law; 

(2) An opportunity for the caregiver to 
ask questions regarding caregiver 
instructions and receive answers in 
a culturally competent manner, in 
accordance with the hospital's 
requirements to provide language 
access services under state and 
federal law; and 

The hospital must consider the following in 
evaluating a patient's discharge needs . . . 
(iii) Anticipated ongoing care needs post-discharge; 
. . . (vi) Communication needs, including language 
barriers, diminished eyesight and hearing, and self-
reported literacy of the patient, patient's 
representative or caregiver/support person(s), as 
applicable (482.43(c)(5)(iii) and (vi)) 
 

In its comments on the proposed rule, CMS notes: 
 

Discharge instructions can be provided to patients 
and their caregivers/support person(s) in different 
ways, including in paper and electronic formats, 
depending on the needs, preferences, and 
capabilities of the patients and caregivers.  We 
would expect that discharge instructions would be 
carefully designed to be easily understood by the 
patient or the patient's caregiver/support person (or 
both) . . . as a best practice, hospitals should 
confirm patient or the patient's caregiver/support 
person's (or both) understanding of the discharge 
instructions.  We recommend that hospitals consider 
the use of ''teach-back'' during discharge planning 
and upon providing discharge instructions to the 
patient. ''Teach-back'' is a way to confirm that a 
practitioner has explained to the patient what he or 
she needs to know in a manner that the patient 
understands.  Training on the use of ''teach-back'' to 
ensure patient understanding of transition of care 
planning and appropriate medication use is readily 
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Text from S.B. 296, Section 2, §    -4 
Language in the Proposed Section 482.43 or 

Comments (conflicting language in bold) 
available and we refer readers to the following 
resource for information on the use of ''teach-back'': 
http://www.teachbacktraining.org. (80 Fed. Reg. at 
68133). 

(3) A written summary and 
description of the instructions 
provided. 

The discharge instructions must include . . . (v) 
Written instructions in paper and/or electronic 
format regarding the patient's follow-up care 
(482.43(d)(2)(v)) 
 

In its comments on the proposed rule, CMS notes: 
 

The major elements of any follow-up care would be 
required to be written so that the patient, 
caregiver/support person can refer to them post-
hospitalization.  (80 Fed. Reg. at 68135) 

(c)  Any caregiver instruction required 
under this chapter shall be documented in the 
patient's medical record.  At a minimum, the 
patient's medical record shall reflect the date, time, 
and content of the instruction. 

No corresponding provision. 
 

However, its comments on the proposed rule, CMS 
notes: 
 

During the discharge planning process, we would 
expect that the appropriate medical staff would 
discuss the patient's post-acute care goals and 
treatment preferences with the patient, the patient's 
family or their caregiver/support persons (or both) 
and subsequently document these goals and 
preferences in the medical record.  (80 Fed. Reg. at 
68132) 

 (d)  The department of health may adopt 
rules pursuant to chapter 91 to carry out the 
purpose of this chapter, including rules to further 
define the content and scope of any instruction 
provided to caregivers under this chapter. 

No corresponding provision. 

 
 
C. Timeline for Publication of the Proposed Rule 
 
 At this time, it is not clear when CMS expects to adopt the proposed rule and publish the 
final version of 42 C.F.R. 482.43 (final rule).  Although the notice and comment period ends 
January 4, 2016,260 publication of the final rule may take up to three years.261  However, 
publication is likely to take place much sooner.  For example, CMS adopted the most recent 
amendments to 42 C.F.R. 482.43 within ninety days of the publication of the proposed 

                                                 
260 80 Fed. Reg. 68125. 
261 42 U.S.C. section 1395hh(a)(3)(B) ("Such timeline may vary among different regulations based on differences in 
the complexity of the regulation, the number and scope of comments received, and other relevant factors, but shall 
not be longer than 3 years except under exceptional circumstances."). 
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amendments.262  It is not clear at this time whether the publication of the final rule on discharge 
planning will occur during the 2016 Regular Session. 

                                                 
262 The previous amendment to 42 C.F.R. 482.43 took eighty-six days from publication of the proposed rule to 
publication of the final rule.  CMS published those proposed rules on May 18, 2004, with a comment cutoff period 
of July 12, 2004.  (69 Fed. Reg. 28196 (May 18, 2004)).  On August 11, 2004, CMS published the final rule.  (69 
Fed. Reg. 48916 (Aug. 11, 2004).) 
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Chapter 8 
 

LEGISLATIVE FAMILY CAREGIVERS 
WORKING GROUP COMMENTS AND OBSERVATIONS 

 
 

Based on the information presented to the Legislative Family Caregivers Working Group 
over the course of its meetings and deliberations, the Working Group recognized that, due in part 
to the requirements established by the Centers for Medicare and Medicaid Services and the Joint 
Commission, most hospitals in the State appear to already substantially involve caregivers in the 
patient discharge process.  This includes effectively allowing patients to name a caregiver, 
involving caregivers in the discharge planning process, and providing instruction to caregivers 
on post-discharge care.  However, the Working Group acknowledged that variations in the 
discharge process may exist among hospitals, depending upon the hospital and the patient's 
health insurance provider and health insurance plan. 
 

At the December 15, 2015, meeting of the Working Group, each member had an 
opportunity to offer comments and observations. 
 
 
A. Points of General Consensus 
 

Based on the Working Group members' comments and observations, there was consensus 
among the members for the following general ideas: 
 

 Hospitals should provide patients the opportunity to designate a caregiver. 
 

 Hospitals should notify a patient's caregiver when the patient is discharged from the 
hospital. 
 

 The proposed federal Centers for Medicare and Medicaid Services rules relating to 
discharge planning, likely to be finalized later this year, will provide for greater 
caregiver involvement in patient post-discharge care and generally encompass most 
of the substantive provisions proposed by SB 296. 
 

 Caregivers should be provided a consistent level of instruction and support regardless 
of the patient's hospital, health insurance provider, and level of health insurance 
coverage. 
 

 Instruction to caregivers needs to be sufficient so that (1) hospitals can accurately 
assess a caregiver's capabilities to provide the needed care and (2) the patient and 
caregiver have a realistic expectation of their capabilities.  The discharge planning 
process should take the patient's and caregiver's capabilities into account and include 
in the discharge plan appropriate provisions for community-based resources and 
support services available in the community. 
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 Hospitals should follow-up with patients and caregivers in a timely manner after the 

patient's discharge home. 
 

 Increase the availability of community-based resources and support services for post-
discharge care, including more funding to ensure that all patients and caregivers have 
access to sufficient community-based services in all communities throughout the 
State.  It was particularly noted that Oahu's ADRC was in need of additional funding 
support. 

 
In view of the foregoing, the Working Group supports funding a comprehensive range of 

services and programs for kupuna and caregivers.  These include services and programs such as 
the Aging and Disability Resource Centers in each of the four counties, fall prevention services, 
and programs addressing Alzheimer's disease and related dementia.   

 
The Working Group also supports serious consideration of legislation to require hospitals 

to offer patients the opportunity to identify a caregiver; involve patients and caregivers in the 
patient discharge planning process; and prepare caregivers for post-discharge aftercare. 
 
 
B. Additional Remarks 

 
In addition, individual members of the Working Group made the following observations 

on caregiver-related issues: 
 

1. Caregiver Instruction Provided by the Hospital 
 

 Ensure that all hospitals follow a baseline standard with respect to the level and scope 
of post-discharge care instructions provided to patients and caregivers. 

 
 Patient post-discharge care instructions provided to the caregiver by the hospital 

should include hands-on instruction to allow for adequate assessment of whether the 
caregiver is capable of performing the necessary tasks. 
 

 After providing post-discharge instructions, but before the patient's discharge, 
hospitals should offer the caregiver the option to receive additional instruction, either 
provided by the hospital staff or an organization contracted by the hospital to provide 
these services. 

 
 Recognizing that the level of instruction and involvement of caregivers in the 

discharge process, and in turn the caregivers' own understanding and abilities, varies 
depending upon the hospital, health insurance provider, and health insurance plan, 
consider how to ensure that the cost of caregiver instruction and support be covered 
by either the hospital or through health insurance plans. 
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2. Expanded Community Resources 
 

 The State should increase funding for "long-term services and supports"263 in the 
community.  In particular, the State should fully fund Kupuna Care, a state program 
within the Department of Health Executive Office on Aging that provides affordable 
and quality home- and community-based services as part of the state system on long-
term care.264 

 
 
3. Workforce Development and Training 

 
 Support efforts to increase the number of community health workers available 

through education, training, and workforce development opportunities for current and 
prospective community health workers. 

 
 The University of Hawaii community college system should offer family caregiver 

training at all campuses, such as non-credit community enrichment classes, and the 
State should support these programs with additional funding as necessary. 

 
 
4. Wellness and Prevention 
 
 The State should fund prevention programs focused on medical conditions that 

require hospitalization, particularly among seniors.  In particular, the State should 
fund fall prevention services for the elderly and support programs that emphasize the 
importance of early detection and diagnosis of Alzheimer's disease and related 
dementia. 

 
 
5. Other Considerations and Related Concerns 
 

 Consideration should be given to expanding the present state family leave law to 
ensure that paid family leave is available to all employees.265 

 
 The State should work to increase the Medicaid reimbursement rate for medical 

services to increase access to health care among low-income patients. 

                                                 
263 See supra note 133 and accompanying text regarding the term "long-term services and supports." 
264 See section 349-3.1, HRS.  Kupuna Care offers an alternative to traditional long-term care options for families 
and individuals by providing a variety of caregiving and support services, such as adult day care, personal care, and 
transportation assistance to "enable Hawaii's seniors to lead independent, meaningful, and dignified lives in their 
own homes and communities."  Act 188, Session Laws of Hawaii 2015 (appropriating $3,000,000 to the Kupuna 
Care program for the 2015-2016 fiscal year). 
265 Currently, sections 398-1 and 398-3, HRS, entitle an employee, who works for six consecutive months for an 
employer who employs one hundred or more employees, to four weeks of family leave each calendar year.  Section 
398-4, HRS, allows for that family leave to be unpaid, paid, or a combination of both.  Further, section 398-4, HRS, 
requires an employer to allow an employee to use accrued sick leave, up to ten days per year, for family leave. 
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 The University of Hawaii Center on Aging should be fully staffed so that it has the 
resources necessary to develop a statewide training curriculum for health 
professionals. 
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Systems 
Change 

Community 
Awareness 

and 
Engagement 

Family 
Caregiver 
Supports 

Network of Support for Unpaid Caregivers 

• the State Healthcare Innovation Plan (SHIP) and how caregivers can be integrated in 
the development of medical/health neighborhoods 

• the Idaho Commission on Aging’s No Wrong Door (NWD) Initiative’s intent to 
streamline access to long-term care and the important role caregivers assume in 
accessibility to long term care 

• caregiver challenges expressed at two regional summits attended by more than 200 
caregivers 

• care coordination within insurance plans  
• policy issues impacting caregiving at the national level as well as in other states.  

 
By examining current policy initiatives and available 
information and research, members grouped their 
concerns into categories for more in-depth work, 
listed in Attachment C.  That work resulted in the 
following recommendations. These 
recommendations reflect initial steps in the 
development of a network of support and 
assistance for caregivers in Idaho.  
 
RECOMMENDATIONS: 
 
A. FAMILY CAREGIVERS SUPPORTS:  

Supports for Family Caregivers – Family 
caregivers require assistance to navigate the complex systems and information 
essential to providing quality care. They also need training on fundamental caregiving 
responsibilities, such as dispensing medications and managing complex medical and 
psychological conditions, providing personal care, financial management, and 
coordinating transportation. Receiving this support and training translates into better 
caregiving and cost savings to our health and social service systems.   

Priority #1 – Equip and expand a network of individuals who assist family 
caregivers to understand, access, and arrange complex services.   

 Action Steps:  
a. Create a system of individuals with expertise in caregiver needs and 

assistance to serve caregivers across the lifespan.  This should be linked to 
the new initiatives of the SHIP and NWD. 

b. Identify an assessment tool and process that can be used to determine 
caregiver needs and competencies to assume and maintain caregiving 
responsibilities. 
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c. Develop the scope for a collaboratively funded, standards-based statewide 
Respite Registry, providing caregivers with information to make decisions 
about care providers. 

d. Equip the Idaho 2-1-1 Careline and the No Wrong Door systems with a 
caregiver portal designed to provide access to person-centered information 
and resources. 

e. Develop an individualized package of information, local caregiving 
resources, and strategies that can be provided to caregivers and others at 
critical points. 

 
Priority #2 – Provide access to training for caregivers on fundamental care 
responsibilities and self-care strategies. 
    Action Steps: 

a. Expand the Powerful Tools for Caregivers training program throughout the 
state. 

b. Identify other best-practice training, such as REST (Respite Education and 
Support Tools training) that could be accessed or made available to Idaho 
family caregivers. 

c. Include a track for training caregivers at the annual Human Partnerships 
conference and other events/venues as appropriate. 
 

B. COMMUNITY AWARENESS AND ENGAGEMENT:   
 
Information, Education and Public Awareness – Family caregivers are more likely to 
seek help such as respite, information, and training when they recognize they are in a 
caregiving role.  This self “identification” removes a major hurdle to seeking assistance 
with stress, isolation, and other caregiving challenges.  A public campaign is needed to 
increase the number of individuals who recognize they are caregivers, to increase 
awareness about the value of caregivers, and to connect family caregivers with support, 
information and training so they can continue providing care.   

Priority #1 – Increase public awareness about caregiving including helping 
people identify as caregivers. 

     Action Steps: 
a. Utilize social media and other strategies to build awareness of caregiving 

and help caregivers self-identify. 
b. Inform and build support for family caregivers using a variety of venues 

(workshops, presentations, conferences, networking, the written word, 
public service announcements, etc.). 

c. Continue to expand community engagement through the coordination of 
regional and statewide alliance meetings. 
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“How much easier our caregiving journey 
would have been if more of the medical 
providers around us had understood what 
we needed to win our battle. Often we have 
felt like victims of a paternalistic system 
dispensed by people who either didn’t 
realize what we were going through, or 
who didn’t care.” 

Pamela T. 
Caregiver of adult son with disabilities 

 

d. Promote November as National Family Caregiver Month with a Governor’s 
Proclamation and other means. 

e. Develop liaison with other like-minded organizations and coalitions to 
advance similar agendas (e.g. Justice Alliance for Vulnerable Adults, JAVA). 

 
C. SYSTEMS CHANGE:  

 
Integration of Family Caregivers into Health Systems Transformations – 
Caregivers are a critical but often 
unrecognized member of the health care 
team. Integrating family caregivers into a 
team-based approach helps caregivers be 
effective in providing the specialized care 
their family member needs, and is critical 
to reducing unnecessary medical care use 
(e.g. emergency room visits or 
hospitalizations). Integration means 
family caregivers are included 
appropriately in decisions about their 
family member’s health and medical care, including access to the person’s medical 
records, training regarding specialized procedures or medication administration, or 
being provided information about caregiving resources and support. The current 
transformation and streamlining of the primary care and long-term service systems to 
becoming more patient- and family-focused provide opportunities for caregivers to be 
integrated as a team member.    

Priority #1 - Influence health care providers to recognize family caregivers as 
integral members of the health care team. 

 Action Steps: 
a. Work with partners and the SHIP initiative to include a caregiver module in 

training programs for community health emergency medical services 
(CHEMS) and community health workers (CHWs). 

b. Through the seven SHIP Regional Health Collaboratives, work to bring an 
understanding of caregiver roles and needs to medical practices 
transforming to patient-centered medical homes.  

 
Priority #2 – Build community resources with the medical-health neighborhood 
to support those in a family caregiver role through the seven 

  State Health Innovation Plan (SHIP) Regional Health Collaboratives. 
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Action Steps: 
a. Identify local family caregivers to serve as liaisons to the each of the seven 

Regional Health Collaboratives.  
b. Ensure that family caregiver needs and roles are included in health system 

transformation through the Idaho Caregiver Alliance serving as a 
foundational advisory group to the SHIP, the Idaho Healthcare Coalition, 
and the seven Regional Health Collaboratives. 
 

 Priority #3 – Integrate the needs and contributions of unpaid family 
 caregivers in other system transformation efforts. 

 Action Steps: 
a. Collaborate with the No Wrong Door (NWD) Initiative to include and 

strengthen the role of and information for caregivers in the development of 
Person-Centered Planning training. 

b. Connect family caregivers serving at the state and regional level in the 
Behavioral Health Care system to the Idaho Caregiver Alliance. 

 
GOING FORWARD  
 
Unfinished business.  Members of the Idaho Caregiver Alliance and the Task Force wish to 
underscore the urgency to enact these recommendations.  Not only are there significant 
and growing unmet needs within Idaho’s caregiver population, but as we look to the future, 
the importance of the caregiver in delaying or reducing the need for institutional care will 
grow exponentially.  In Idaho, Medicaid, the primary public payer for these services, spent 
approximately $2.4 billion in 2012 on costs for institutional care.9 Imagine if families did 
not provide home-based care. The costs would be unsustainable.  Investing in supports for 
family caregivers makes sense in both a fiscal and human terms. 
 
We ask that you: 
 Learn more about the issues facing unpaid family caregivers in Idaho 
 Identify the caregivers in your life 
 Partner with the Idaho Caregiver Alliance to identify resources for family caregivers 
 Endorse the collaboration between the Idaho SHIP and the Caregiver Alliance 
 Support the development of a plan to implement the recommendations identified in 

this report 
 Become a caregiver champion! 

                                                        
9 Medicaid Expenditures for Long-Term Services and Supports in FFY 2012, CMS, April 28, 2014. 
http://www.medicaid.gov/medicaid-chip-program-information/by-topics/long-term-servoces-and-
supports/downloads/ltss-expenditures-2012.pdf 
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Moves to Enhance Telemedicine Services 
 

Three recently enacted laws were designed to remove unnecessary impediments to the 
appropriate use of telemedicine. 
 

Chapter(s) 579 and 580 of 2012 required insurers, non-profit health service plans, and 
health maintenance organizations (HMOs) to cover and reimburse for appropriately delivered 
telemedicine services, with carriers having discretion over utilization review, including 
preauthorization. Chapter(s) 141 and 526 of 2014 clarify that coverage and reimbursement of 
the medical services apply to Medicaid, to the extent authorized by federal law or regulation, 
subject to State budget limitations. Also clarified, is that DHMH may authorize and reimburse 
for two particular telemedicine modalities:  store and forward technology, and  remote patient 
monitoring for Medicaid recipients. 
 

Because the  telemedicine services which DHMH actually covers for Medicaid recipients 
is much less expensive than the range of services allowed under federal law and State law, the 
General Assembly passed additional legislation on Medicaid telemedicine services in the 2016 
Session (Chapter 366). The 2016 law repeals a DHMH regulation which had denied 
reimbursement to primary care physicians for telemedicine services to Medicaid recipients. 
 

The 2016 law also requires DHMH in consultation with the Maryland Health Care 
Commission to submit a report by October 1, 2016 to the Senate Finance Committee and to 
the House Health and Government Operations Committee. The report must assess “the 
telehealth policies of select Medicaid programs in other states, including reimbursement for 
telehealth services provided in a home setting” and  must also detail “planned enhancements 
to the Maryland Medicaid telehealth program.” 
 
Recommendations 

1. That DHMH include in its October 2016 Report, its plan for the expansion of Medicaid 
coverage for telemedicine services to all regions of Maryland, and not just to rural areas. 

 
2. A reconsideration of the current “spoke and wheel” paradigm as the only delivery system 

for Medicaid telemedicine services; and 
 
3. Requirements for strict reporting of all telemedicine encounters to a patient’s “medical 

home,” so that all visits, prescriptions, lab work, and follow ups are carefully coordinated. 
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Maryland Medicaid Community-Based Waivers 
 

A presenter from the Maryland chapter of the National Academy of Elder Law Attorneys  
made a strong case for significantly more HCBOW slots in Maryland and for a decrease in the 
number of nursing home beds. DHMH has had insufficient resources for management of its 
multi-year registry of over 30,000 elderly and/or disabled Marylanders seeking a waiver slot in 
order to avoid long term nursing home care. Prompted partially by testimony offered before the 
task force, DHMH indicated that it would consider whether compensation for Support Planning 
Agencies  can be increased to $75 per hour to better serve the information needs of waiver 
slot seekers who want clarity regarding long term care service and support options available to 
them, given their individual medical and financial circumstances. 
 

Subsequently, in December 2015, DHMH began the first real “scrubbing” of its multi-
year registry of waiver slot seekers. So long as there is such a registry, there will be a need to 
periodically evaluate: 

1. Which names on the waitlist should be struck due to the placement of persons with 
declining health and reduced functionality into nursing homes; 

 
2. Elderly and/or disabled persons who no longer reside in Maryland; and 
 
3. A systematic match of names with Maryland issued death certificates (revealing that the 

persons are deceased). 

According to DHMH, efforts to update the waiver registry have begun, but are not yet 
completed. The first wave of letters to screen people on the registry went out the week of July 
18, 2016. There will be several waves of mailings and DHMH expects the full process of 
contacting each person on the registry to take  six months. DHMH has removed individuals 
who are deceased and are in the process of referring those who are in nursing facilities to the 
Maryland Access Point  sites for options counseling; removal of names does not happen until 
options counseling has been received. While these efforts will take several more months to 
complete, the registry was reduced from nearly 33,000 to just under 27,000 individuals through 
this year’s efforts. 

As the termination date of the task force approaches, the members appeal to the 
Governor, the General Assembly and State agencies with any jurisdiction over issues covered 
in this report to take the bold steps necessary to insure that Maryland family caregivers have 
24 hour real-time access to relevant information and a comprehensive array of State- offered 
or State-vetted services such as: respite care, assistive technology, emergency responses 
systems, adult day care, telehealth, meal delivery services, and medical transportation within 
reasonable reach of family care recipients in every county. 
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Transportation Needs of Disabled Family Care Recipients 
 

There is spotty and inadequate government-sponsored transportation available for 
many elderly and/or disabled Marylanders. Some, but not all counties provide County Ride, or 
Maryland Transit Administration (MTA) Mobility service for which eligible community-based 
care recipients can apply. 
 

In counties where MTA operates paratransit service, the pickup and drop off locations 
are fixed, with no deviations available even for applicants who must use wheelchairs or other 
durable medical equipment to reach the nearest fixed pickup/drop off points, an impossibility 
for many who would have to navigate busy highways or narrow country roads with no 
sidewalks to reach these points. 
 

Additional MTA-imposed barriers impact disabled care recipients because of MTA’s 
inconvenient, intrusive, and cost-prohibitive requirement that already medically-certified family 
care recipients with disabilities must visit MTA offices where MTA-employed physical and/or 
occupational therapists make duplicative assessments of disabilities already attested to by 
health care providers licensed in Maryland.  
 

The MTA’s 20-page application1 requires a disabled applicant for transportation 
services to tell the MTA whether the applicant can read or write, has panic attacks, 
hallucinations, delusions, paranoia, short term memory loss, bipolar disorder or schizophrenia 
(all conditions which ought not to be provided to a government-sponsored transportation 
service with no legitimate need for such personal and intrusive information). The Baltimore Sun 
paper’s January 2015 article2 describes the rationale offered by MTA riders with disabilities for 
suing the Maryland Transit Administration. Also, see the April 2016 Federal Transit 
Administration’s Baltimore Paratransit Compliance Review Report and the response from MTA 
Mobility3.  
 
Recommendations 
 
1. That the State of Maryland collaborate with county area agencies on aging, with the 
Department of Disabilities, and DHR, to design and specify the budget required for door-to-
door paratransit service with deviation as necessary, for all low and moderate income disabled 
Marylanders, including such essential services as medical transportation. 
 
2. That MTA Mobility and the other government-sponsored paratransit services be required to 
accept signed, attestations by an applicant or user’s licensed medical provider(s) regarding 
their functional eligibility for paratransit service, without invading the privacy of such applicants 
or users. 
 
3. That the State conserve limited financial resources by eliminating the slots of MTA Mobility’s 
physical and occupational therapy unit. 
                                                           
1 https://mta.maryland.gov/sites/default/files/mta-mobility-application.pdf 
2 http://www.baltimoresun.com/news/maryland/bs-md-mta-mobility-lawsuit-20150121-story.html 
3 https://www.transit.dot.gov/sites/fta.dot.gov/files/docs/MTA%20Final%20ADA%20Report.pdf#page=9 
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4. That MTA Mobility and other government-sponsored paratransit services include deviated 
fixed routes, with deviations no greater than 2 miles from any existing deviated fixed route, 
except for good cause. 
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Support Mental Health Caregivers 
 

Mental health caregivers give significant time and financial support to help millions of 
Americans living with mental illness but need help knowing what services are available, how to 
get them and how to be included in care. Mental health caregivers also need education and 
support on caring for themselves and loved ones. Further, NAMI Maryland recognizes that the 
proportion of older adults with mental illnesses will increase as the proportion of older adults in 
the overall population disproportionately increases. Older age presents added challenges for 
persons with mental illnesses, especially serious mental illnesses. Treatment must be 
monitored and adjusted with respect to the metabolic changes that come with aging. 
Treatment and support need to take into consideration limiting physical, social, economic and 
other conditions associated with aging. Certain circumstances of aging, such as loss of family, 
social isolation and infirmity can be triggers for the onset of mental illnesses, including 
alcoholism and serious depression, among older people. Older persons with mental illnesses 
also face the loss of family and other caregivers as well as an insufficient number of geriatric 
health practitioners, including mental health practitioners (NAMI Public Policy Platform. 
Revised Eleventh Edition, December 2015). 
 

It is essential to provide effective basic training to health care staff and other providers 
regarding why to engage family caregivers; and how to effectively engage, educate and 
include family caregivers in treatment planning as well as discharge planning. At least 4 to 8 
hours of training should be provided to behavioral health staff and other community service 
providers who provide supports and services to individuals with mental illness. In addition, 
hospitals and emergency room department staff must be provided training to improve the 
experience of individuals with behavioral health issues and family caregivers, so that they are 
treated with compassion, dignity and respect. Such staff should be familiar with and able to 
provide referrals to community-based services and supports for individuals with behavioral 
health issues, their community providers and family caregivers. All trainings should include 
information about the stigma associated with mental illness and activities that increase 
empathy and sensitivity skills for both the individual and the family caregiver. Providers should 
also receive information and education about HIPPA and the type of information a provider can 
share about an individual with a family caregiver. Family caregivers and affected individuals 
should assist in training of health care staff and providers.4 
 
Recommendations 
 
1. The State should implement and fund training programs for family members that include 

caregivers of a loved one with a mental illness. Training should include education, support 
and skills for peer mentorship. Once trained, they should be paired with other family care-
givers with less experience.  Trained peer caregivers can be found through nonprofit 
organizations, such as NAMI Maryland, with a track record of effective and successful 
models for peer-to-peer and family support and education. 

 
                                                           
4 NAMI Maryland provides such programs as Ambassadors and In Our Own Voice: Living with Mental Illness, 
through which intensively trained affected individuals and family caregivers deliver effective workshops for 
providers. 
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2. State Mental Health Family Caregiver Programs that make grants to family organizations 
with expertise in working with family caregivers of adults with mental illness should provide: 

a. Information about mental health services, supports and coverage; 
b. Assistance to accessing services and supports and navigating the mental health 

system; and 
c. Education for family caregivers on mental health conditions, effective treatment 

options, medications and side effects, communication and problem-solving skills, 
coping skills and, where available, peer-led family caregiver support groups (NAMI 
Caregiver Fact Sheet, March 2016). 

 
3. Amend the current COMAR definition of “functional disability” to include an individual with a 

“serious mental illness”. Currently, the definition states “an individual with a severe, chronic 
disability that: (1) is attributable to a mental or physical impairment or a combination of 
mental and physical impairments, including a head injury;” (§ 7-202 of the Human Services 
Article).  
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Respite Care 
 

Respite care in its most basic definition is a break for the family caregiver from providing 
an array of supports and care for their family member (adult or child), friend, neighbor or other 
person in their life. Respite care service in its holistic/best practice approach, meets the need 
of the family caregiver to have a time of renewal, while also considering the needs of the care 
recipient – ensuring that they are being supported with an opportunity to design how they will 
spend their time while their family member is utilizing respite. 
 

Often articles on respite care state that respite care  is one of the primary supports that 
family caregivers indicate they need but often do not have access. A survey done by MCSCC 
of 1,800 family caregivers in Maryland from November 2014 through January 2015, indicated 
that 52% of survey participants identified the need for free time (or a break) as their number 
one concern as a family caregiver; 48% reported that they have no access to any form of 
respite care. 
 

Maryland has provided funding for respite care  for over 35 years within the DHR’s  
Respite Care Services Program. Current funding is $1.4 million annually, the program provided 
17,710 hours of respite care in fiscal 2015 to families caring for an adult or child living with a 
developmental disability, or to families of an adult living with a functional disability. Additional 
funding for respite care is also provided through the National Family Caregiver Support 
Program which is administered by MDoA. The National Family Caregiver Support Program 
provides limited respite service for family members caring for an older adult or for 
grandparents who are caring for children or adults with disabilities. In fiscal 2015, the program 
spent $1 million and served 1,455 caregivers who support adults as well as spending $8,000 to 
support 491 caregivers who are grandparents. 
 

DHMH, through the Developmental Disabilities Administration, administers the Low 
Intensity Support Services Program and offers individuals and families the opportunity to 
access funding for requests that includes respite care services. 
 

Currently, DHMH operates seven Medicaid 1915(c) waivers. Three waivers provide 
services only to children, three provide services only to adults, and one provides services to 
eligible individuals regardless of age. Targeted populations include those with: autism, special 
health care needs, intellectual and developmental disabilities, traumatic brain injury, behavioral 
health needs, and physical disabilities. In addition, Medicaid offers state-funded options which 
are: the Community First Choice program, the Community Personal Assistance Services 
program, and State Plan amendments offering respite for children in the behavioral health 
system. 
 

Maryland’s respite care services appear to be similar to many offerings in other states. 
There is no scorecard ranking the states on their respite care services, but New York, Utah, 
and Wyoming all increased their funding of respite care in 2015 by more than 10%. 
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Recommendations 
 
1. Given that respondents to the 2015 Maryland Respite Caregiver Survey advised that 48% of 
these family caregivers currently have no access to respite care (a situation which likely 
increases stress and morbidity among a significant proportion of caregivers and care 
recipients), Maryland should develop a state plan for building needed capacity in this area. 
 
DHR  applied in June 2016 for the federal Lifespan Respite Grant. This grant would support 
family caregivers, fund training for respite care providers, expand public awareness of respite 
care services in Maryland, develop training and socialization opportunities for family caregivers 
and care recipients, as well as establish a Respite Care Training Consortium in Maryland.  
Maryland should be notified by mid-September 2016, as to whether it is selected as a grant 
recipient. Even if Maryland does not win the 3-year grant, the MCSCC should use the grant 
application as a likely road map for more robust and better advertised respite services in 
Maryland. 
 
2. That at least an additional $1.4 million be budgeted annually for respite services available 
through the DHR; and 
 
3. That the three Maryland agencies offering some respite services to family caregivers (i.e. 
DHR, MDoA, and DHMH) develop a joint advertising program targeted to senior centers, the 
faith community, area offices on aging, non-profits serving senior and/or disabled populations, 
as well as to widely distributed senior newspapers such as The Beacon. 
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Adult Medical Daycare 
 

Adult medical daycare services are an absolute necessity for many of the thousands of 
Maryland’s elderly, disabled, and/or functionally impaired family care recipients whose 
caregivers must report regularly to their paid employment outside the home. Without adult 
medical daycare, many of Maryland’s family care recipients would suffer from 8 to 10 hours per 
day of social isolation, inadequate nutrition and hydration, greater potential for falling, inability 
to follow even a carefully laid-out medication management plan, lack of prescribed exercise or 
rehabilitation, a decline in cognitive functioning, an increased probability of depression and/or 
other behavioral health problems, and poor hygiene. 
 

According to testimony provided by the President of the Maryland Association of Adult 
Daycare Services, almost all of the 120 centers serve care recipients with Alzheimer’s disease, 
while 94% serve care recipients who are incontinent, and 85% of the Maryland centers have 
staff nurses who dispense medications. The majority of centers with nurses on staff also 
provide monitoring of vital hygiene, meals and snacks, personal care, wound and respite care 
services, while 38% provide rehabilitation services. All centers provide door-to-door 
transportation.  
 

The average cost of adult day care ($74.50 per day) pales beside the cost of feasible 
alternatives, including $6,235 per month for a semi-private nursing home unit, $3,293 per 
month for a bedroom in an assisted living facility, and $21 per hour for a home health aide. 
Adult day care centers serve persons whose care is paid for in various ways, including Veteran 
benefits, private pay, and by Medicaid (for care recipients whose monthly income is no greater 
than $2,199 and assets less than $2,000). When Medicaid pays the cost of adult daycare for 
low-income medically-eligible individuals, significant tax dollars which would otherwise be used 
to pay for much higher costs delivered in less ideal out-of-home settings such as nursing 
homes, are saved. 
 

Maryland’s adult medical daycare centers are struggling with increasing labor costs, 
while reimbursement rates remain inadequate. While federal and State regulations do not 
presently accommodate several of the rate reforms recommended by spokespersons for adult 
daycare centers, the task force, after consulting with DHMH, does strongly recommend the 
following two changes at this time. 
 
Recommendations 
 
1. That for days when a participant attends an adult day care facility for less than four hours 
due to inclement weather, a facility needs to provide return transportation before travel 
conditions become too treacherous. That DHMH seek a waiver amendment subject to 
approval by the federal centers for Medicare and Medicaid to reimburse adult daycare facilities 
for services received by a care recipient for less than four hours; and 
 
2. That DHMH reimburse a daycare facility which serves a care recipient on a given day for 
less than four hours because of the care recipient’s illness, or medical emergency – including 
circumstances requiring a hospital visit. 
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Critical Support Needed for Assistive Devices 
 

Many relatively low or moderate income caregivers struggle not only with trying to lift, 
turn, bathe, dress, and feed care recipients, but also with the development and maintenance of 
substitute arrangements that work when the caregivers have to leave recipients alone in order 
to shop, go to work, or handle necessary business. 
 

Both caregivers and care recipients who are cogent, are stressed about the safety and 
reliability of substitute care systems designed by caregivers for the provision of nutrition, 
hydration, hygiene, medication management, and even wound care while caregivers are away 
because of employment outside of the home. 
 
Recommendations 
 
1. Caregivers need State-vetted information regarding available assistive devices (including 
response and monitoring systems available online). Such information should be widely 
available in simple and intuitive online platforms, as well as print formats, available at senior 
centers, libraries, congregate eating programs, faith-based institutions, hospital emergency 
rooms, urgent care centers, area offices on aging, DHR, and at County health departments.  
 
2. The Governor and the General Assembly should agree on a plan of sales tax relief for low 
and moderate income family care recipients or their family caregivers who purchase assistive 
devices and/or related online services, including meal delivery services, online monitoring of 
vital signs, “nanny cams,” electronic pillboxes, emergency response systems, and PDAs that 
permit nonverbal care recipients to communicate by touchscreens, etc.  
 
3. DHMH should explore with its federal partner, the need to cover a more comprehensive list 
of assistive devices, durable medical equipment, as well as specified online services that 
promote cognitive stimulation and reduce social isolation and depression of family care 
recipients when caregivers are away because of outside employment or other specified 
necessities. 
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Enhancement of the Maryland Caregivers Support Coordinating Council 

The MCSCC was established in 2001,  MCSCC works to identify the needs and 
challenges faced by informal family caregivers for those across the lifespan, advocating for 
and empowering through policies that support them, and making recommendations for the 
coordination of services. MCSCC consists of 17 members appointed by the Governor, 
representing State agencies, family caregivers, service providers, and advocacy groups. 
MCSCC’s statute requires five family caregiver members. DHR provides staff to lMCSCC. 
 
Recommendations 
 
1. Extend and expand the authority of MCSCC to monitor implementation of the adopted 
recommendations and provide ongoing analysis of best practices in support of Maryland family 
caregivers. 
 
2. Review the design and delivery of caregiver services, with a goal of promoting quality 
outcomes for caregivers, including: respite services across the lifespan and to persons of all 
levels and types of care. 
 
3. Monitor implementation of the adopted recommendations. 
 
4. Implement immediately the statutory requirement (Chapter 401, 2001) that MCSCC have a 
full-time Executive Director and staff by June 30, 2017. 
 
5. Expand representation to include a member of the Maryland Senate Maryland House of 
Delegates. 
 
6. Change name of Maryland Caregivers Support Coordinating Council to Maryland Caregivers 
Commission. 
 
  



  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

  

  

Mississippi 
Mississippi Caregivers Task Force 



How Could Mississippi Increase Support for Family Caregivers in the Next Five Years? 

The following recommendations are respectfully submitted to the Mississippi Legislature 

for consideration: 
 

1. We recommend the establishment of a caregiver act similar to those recently passed in other 

states.  
 

2. It is recommended that state, county, and local community level leaders review potential 

increases in resources or repurpose existing funds for targeted family caregiver services. 

Targeted funding meets outcome objectives for improving skills, decreasing stress and 

promote choice in respite options based on evidence-based and models programs that 

include: 

• Universal caregiver assessment and action plans to target limited resources to 

those most at risk and to establish outcomes for services;  

• Short term groups to decrease caregiver stress and anxiety using vetted models; 

• Skill-building classes for caregivers in direct care, decision making and 

management of difficult behaviors using vetted models;  

• Providing respite services across the lifespan and to all varieties of disability 

states that honors family choice and direction 
 

3. It is recommended that the state initiate a plan for excellence in supporting family caregivers, 

similar to efforts in other states that have created state plans. Family caregivers are made up 

of individuals across all chronic care conditions and would benefit substantially by having an 

integrated approach to support caregivers across state departments and services. 
 

4. We recommend the state create, with the support of community funders, a Blue Ribbon panel 

of leaders from business, services, researchers and consumers to examine the challenges and 

best practices to support employed caregivers and make recommendations for actions that 

would enable family caregivers to remain in the workforce. 
 

5. We support going beyond the minimum requirements of the Family and Medical Leave Act 

(FMLA) through actions such as: Covering workers in businesses with fewer than 50 

employees, expand the definition of family member, expand the use of FMLA by allowing 

employees to take family members to medical appointments, decrease time an employee 

must work before they become eligible, and increase the length of leave allowed. 
 

6. We encourage the inclusion of family caregivers in all planning efforts and responses to 

federal, state and private initiatives in long-term services and supports by the state in a 

formalized process within the service design. 
 

7. We recommend clarification of nursing regulations which allows nurses to delegate home 

care tasks to health aides, relieving family caregivers from those duties. 
 

8. We further recommend the continuation of this Ad-Hoc Caregivers Task Force to address the 

study of caregiving across the lifespan in order to further explore the problems and solutions 

that will care for those that provide care. 



  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

  

 

New Mexico 
Family Caregiver Task Force 
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Goals and Strategies 

 

To address the challenges facing New Mexico’s family caregivers, the following 
goals are recommended, along with strategies for accomplishing described goals.  
 
These strategies should be implemented so as to effectively respect and incorporate 
ethnic and cultural traditions, and address the rural and frontier nature of the state, 
as well as its high rate of poverty.  
 
Realization of these goals will require the coordinated efforts of the manifold public 
agencies and private organizations that touch family caregivers, and of family 
caregivers themselves.  
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Goal One: Ensure that family caregivers access the resources they need 
 

1. Create the Caregiver Resource Center within the Aging and Disability Resource 
Center. The Caregiver Resource Center will connect family caregivers with 
resources, training, support, respite, and planning tools. In service of this function, 
the Caregiver Resource Center will feature an easily-searchable website, 
organized around family caregiver needs, which houses or connects family 
caregivers to relevant online resources, training, support, and planning tools. 
 

2. Have ALTSD assume responsibility for overseeing plan implementation. The 
Department should continue convening partners to: 

a. Identify current resources and enhance communication and 
collaboration between these resources in a manner which maximizes 
efforts toward achievement of the goals of The New Mexico State Plan 
for Family Caregivers;  

b. Establish a timeline for implementation of strategies to further goals, as 
well as appropriate metrics to measure success of strategies; and 

c. At least annually, review progress toward achieving the goals of the 
State Plan.  
 

3. Increase referrals by all likely points of contact to appropriate resources by 
utilizing existing entities to create a no-wrong-door system, increasing inter-
programmatic access and referral through all available mediums family 
caregivers are likely to access, including websites, helplines, and face-to-face 
contacts. Particularly, medical personnel and those who support them must be 
adept at referring family caregivers to appropriate resources. 
 

4. Conduct public awareness campaigns to: 
a. Help family caregivers to self-identify; 
b. Make family caregivers aware of available resources, particularly those 
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adept at leading family caregivers to other resources to meet caregivers’ 
individual needs; and 

c. Alleviate family caregivers’ psychological barriers, such as guilt and the 
desire to be the only person providing direct care, that impede caregiver 
self-care and access to resources, training, support, and respite. 

 
5. Assess family caregiver needs using online and printed self- and family-

assessment tools. Connect family caregivers with points of contact for appropriate 
resources based on such assessments.  
 

6. Use current available research to determine the types of information most 
requested by family caregivers and how this is best received and used by family 
caregivers. 
 

7. Develop and/or disseminate presentations and materials needed to connect 
family caregivers with appropriate resources. 
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Goal Two: Ensure that family caregivers are properly trained 
 

1. Inventory and support training programs for family caregivers, particularly those 
that are evidence-based or have been tested and demonstrated to be effective. 
Ensure that information, including schedules, for such programs is aggregated 
and made easily accessible to family caregivers. 
 

2. Ensure that training is available and easily accessible both in person and online to 
meet the variety of family caregiver training needs, including, but not limited to: 

a. Caregiver basics 
b. Managing care of others 
c. Financial caregiving 
d. Legal issues 
e. Medical/mental health support 
f. Communication with family members, care recipients, and medical 

professionals 
g. Physical tasks of caregiving 
h. Caregiver self-care  
i. End-of-life issues 

 

3. Broaden availability of training for family caregivers using culturally relevant 
train-the-trainer training for community trainers, including Community Health 
Workers. 
 

4. Support deployment of programs for youth who are caregivers for parents or 
grandparents.  

 

5. Explore delivery of in-person training in settings which allow multiple family 
caregiver needs, such as support, respite, and resource connection, to be met 
concurrently. 

 

6. Broaden the points of referral for connecting family caregivers with training, 
including Community Health Workers and state-funded home and community 
based services as feasible. 
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Goal Three: Limit future caregiver burden 
 

1. Increase elder independence and reduce caregiver burden through support of 
healthy aging initiatives and related community resources. 
 

2. Increase advanced financial, legal, and medical planning by the public at large to 
reduce caregiver burden.  
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Goal Four: Ensure that family caregivers are supported 

1. Equip family caregivers to develop communities of support, with online, printed, 
and in-person instruction. Examples of such communities of support include:  

a. Telephone trees 
b. On-line support/chat 
c. Church groups  
d. Warm lines for telephone support 
e. Traditional support groups 

 

2. Foster development of in-person and online support groups for caregivers of 
older family members who are declining not due to a single, specific disease.  
 

3. Create additional opportunities for family caregiver peer support. Examples 
include: 

a. Training events, which also encourage family caregivers to share their 
stories; and 

b. Outings which encourage both family caregiver and care recipient to 
participate together. 

 

4. Target public awareness to increase participation in caregiving beyond the 
primary caregiver and to enhance understanding of family caregiving issues by 
the public at large. To this end, family caregivers should be encouraged and 
empowered to publicly share their stories.  

 

5. Advocate as appropriate on behalf of family caregivers with relevant public 
agencies and private organizations.  
 

6. Disseminate information in person, online and through printed materials to assist 
family caregivers in preparing for the end of caregiving, including final 
arrangements and grief support.  
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Goal Five: Make family caregiving easier through coordination of care 

1. Create a matrix of current care coordination systems to determine locations, 
eligibilities, costs, duplications, and identification of barriers and gaps. Develop 
strategies to link these systems. 
 

2. Support the development of an umbrella care coordination system for family 
caregivers, in which the Caregiver Resource Center is a central point of referral.  
 

3. Encourage and promote the use and development of care coordination programs 
that are evidence-based or have been tested and demonstrated to be effective. 
These programs should be adapted as appropriate to meet the rural and cultural 
needs of New Mexico caregivers. 
 

4. Encourage and promote coordinated training, credentialing, and continuing 
educational events for current care coordination staff. 
 

5. Promote and encourage care transitions planning and support from hospital to 
home, rehab, and hospice. 
 

6. Promote the use of caregiver assessments in care coordination systems. 
 

7. Encourage inclusion of curriculum that will increase knowledge of family 
caregiver needs and available resources in appropriate courses of study in New 
Mexico community colleges, universities, and the Community Health Worker 
certification program. 
 

8. Encourage hospitals to identify a family caregiver to receive appropriate training 
before discharge to home. 
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9. Promote and encourage the implementation of programs and systems to better 
meet the needs of family caregivers. 
 

10. Examine means of supporting financial relief for family caregivers. 
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Goal Six: Ensure support for family caregivers who work 

1. Educate employers about the special needs of caregivers and the importance of 
retaining employees who are engaged in family caregiving. 
 

2. Develop an annual award to provide recognition to the most "family friendly" 
employer(s) that focuses on eldercare responsibilities. 
 

3. Educate caregivers and employers about family caregiving responsibility, 
discrimination, and strategies for reducing the risk of legal action.  
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Goal Seven: Ensure that family caregivers access respite 

1. Create a directory of local respite care, available to family caregivers. This 
directory should be easily navigated and available online, in print, or via phone. 
 

2. Assist family caregivers in organizing the care of their loved ones. This assistance 
should be available online and in person, and should include a system for 
identifying necessary caregiving tasks and enlisting the assistance of people 
beyond the primary caregiver in completing these tasks.  
 

3. Explore strategies to increase respite options for family caregivers, including 
enlisting students and volunteers in providing respite to family caregivers. 
 

4. Increase family caregiver awareness regarding available respite options and the 
benefits of respite.   


