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Introduction
Purpose of the Toolkit

Caregiving is both a profound responsibility and a rewarding experience,
but it often comes with challenges that can feel overwhelming without
the proper tools and support. This toolkit is designed to empower
caregivers by providing them with essential resources, practical tools,
and actionable knowledge tailored to the needs of individuals with
developmental disabilities.

By using this toolkit, caregivers will:
. Gain confidence in navigating their role and responsibilities.

« Understand how to implement person-centered planning to
support independence and enhance the quality of life for those in
their care.

« Learn how to remain compliant with the Home and Community-
Based Services (HCBS) Final Rule, ensuring high standards of care
and advocacy.

Whether you are new to caregiving or a seasoned provider, this toolkit is
a guide to help you thrive while supporting those who depend on you.




Overview of HCBS Final Rule

The HCBS Final Rule was established by the Centers for Medicare and
Medicaid Services (CMS) to ensure that individuals receiving Medicaid-
funded home and community-based services:

1. Have full access to the benefits of community living and
opportunities for integration.

2. Are treated with dignity and respect, with their rights to privacy
and choice upheld.

3. Direct their own care and decisions through person-centered
planning, ensuring their preferences and goals are prioritized.

Key highlights include:

. Community Integration: Services must be delivered in settings
that promote meaningful engagement in the community, avoiding
isolation.

« Person-Centered Planning: Each individual must have a care plan
tailored to their unique preferences, strengths, and goals. This
plan should reflect their chosen living arrangements, work
opportunities, and social activities.

« Rights and Independence: Care settings should uphold individual
rights to autonomy, privacy, and control over their daily schedules
and activities.

As a caregiver, understanding and adhering to the HCBS Final Rule
ensures not only compliance but also a commitment to supporting the
well-being, independence, and dignity of those in your care. This toolkit
will guide you through practical applications of these principles and help
you deliver care that is both person-centered and impactful.




Essential Resources

Overview of Caregiving Roles and Responsibilities

Caregivers play a critical role in supporting individuals with
developmental disabilities, helping them achieve independence, dignity,
and an enhanced quality of life. These responsibilities often include:

« Daily Living Support: Assisting with hygiene, nutrition, medication,
and mobility.

. Emotional Support: Building relationships, providing
encouragement, and fostering self-esteem.

« Advocacy: Ensuring the individual’s rights are upheld, accessing
services, and advocating for their preferences and goals.

. Administrative Duties: Managing schedules, tracking progress,
and maintaining compliance with care plans and legal
requirements.

. Community Integration: Supporting engagement in social,
educational, and recreational activities.

By understanding and fulfilling these roles, caregivers can make a
lasting positive impact while helping individuals live fulfilling and
integrated lives.




Contact List of Local and State Support Organizations
(California)

Regional Centers (California)
o Website: California Regional Centers

o Purpose: Regional Centers provide services and support for
individuals with developmental disabilities, including
assessments, case management, and referrals to community
resources.

Key Contacts:

o San Andreas Regional Center (Serving Santa Clara,
Monterey, Santa Cruz, San Benito Counties)
Phone: (408) 374-9960

o North Los Angeles County Regional Center
Phone: (818) 778-1900

o San Diego Regional Center
Phone: (858) 576-2996

Department of Developmental Services (DDS)

o Website: California DDS

o Purpose: Oversee and coordinate services provided by the
Regional Centers.

Family Resource Centers (FRCs)

o Website: Family Resource Centers Network of California

o Purpose: Provide support, training, and resources for
families of individuals with developmental disabilities.

In-Home Supportive Services (IHSS)

6



https://www.dds.ca.gov/
https://www.frcnca.org/

o Website: IHSS Program

o Purpose: Offers financial support for in-home caregiving to
eligible individuals.

National Support Organizations
The Arc of the United States

o Website: The Arc

o Purpose: Advocacy, education, and resources for individuals
with intellectual and developmental disabilities and their
families.

Easterseals

o Website: Easterseals

o Purpose: Services for individuals with disabilities, including
employment, therapy, and caregiver resources.

Family Voices

o Website: Family Voices

o Purpose: Advocacy and resources for families with children
requiring special healthcare needs.

Autism Society of America

o Website: Autism Society

o Purpose: Advocacy and support for individuals on the autism
spectrum and their caregivers.

National Alliance for Caregiving (NAC)



https://thearc.org/
https://www.easterseals.com/
https://familyvoices.org/
https://autismsociety.org/

o Website: Caregiving.org

o Purpose: Research, education, and advocacy for caregivers
across the nation.

Emergency Contact and Crisis Management Resources

California Crisis Hotlines

o National Suicide Prevention Lifeline: Dial 988 (Available
Nationwide)

o California Access and Crisis Line (San Diego County): 1-888-
724-7240

o Los Angeles County Department of Mental Health Crisis
Line: 1-800-854-7771

Emergency Services

o Call 911 for immediate threats to safety or medical
emergencies.

o Notify responders if the individual has specific needs related
to a developmental disability.

Disaster Preparedness for Developmentally Disabled Individuals
o Website: Ready.qov

o Resources: Information on creating emergency Kits,
evacuation plans, and accommodating specific needs during
disasters.

Poison Control Center

o Phone: 1-800-222-1222



https://www.caregiving.org/
https://www.ready.gov/

o Website: Poison Control

APS (Adult Protective Services)
o California APS Reporting Line: 1-833-401-0832

o Purpose: Report abuse or neglect of vulnerable adults.



https://www.poison.org/

Training and Education

Basics of Person-Centered Planning (PCP)

Person-centered planning (PCP) is a foundational approach to
caregiving that focuses on the unique needs, goals, and preferences of
the individual receiving care. It empowers individuals to have an active

role in shaping their lives.
Key Principles of PCP:
Focus on the Individual:
o Treat each person as the expert in their own life.

o Prioritize their preferences, strengths, and dreams in all
decision-making processes.

Inclusive Collaboration:

o Engage the individual, their family, caregivers, and other
relevant stakeholders in planning and support.

o Promote open communication to ensure alignment on goals
and services.

Outcome-Oriented:

o Establish measurable, achievable goals that enhance the
individual's quality of life.

o Regularly review progress and adapt plans as needed.
Dignity and Respect:
o Recognize the individual’s rights, privacy, and autonomy.

o Foster an environment that builds self-esteem and
independence.

10




*Practical Tips*

Use person-centered language (e.g., "John enjoys painting"
instead of "John is in art therapy").

Listen actively during planning meetings.

Focus on what the person can do and how to build on those
strengths.

11




Compliance with Title 17 and Title 22 Requirements

In California, caregiving services must comply with specific legal and
regulatory frameworks outlined in Title 17 (Public Health) and Title 22
(Social Services). These ensure high-quality care and protect the rights
of individuals with developmental disabilities.

Title 17 Requirements:

o Governs services provided to individuals with developmental
disabilities under the California Department of
Developmental Services (DDS).

o Includes standards for service delivery, staffing ratios, and
documentation.

o Emphasizes individualized program plans (IPPs) and rights
protections for clients.

Key Areas for Compliance:

o Maintain up-to-date and accurate documentation for
services provided.

o Ensure services are tailored to meet the individual’s unique
needs as outlined in their IPP.

o Participate in required audits and assessments by the DDS or
Regional Centers.

Title 22 Requirements:

o Covers licensing and operation standards for care facilities
and programes.

o Focuses on health, safety, and welfare regulations for clients.

Key Areas for Compliance:
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o Staff training and qualifications (e.g., background checks,
first aid/CPR certifications).

o Facility safety standards, including fire safety and emergency
preparedness.

o Adherence to caregiver-to-client ratios and supervision
requirements.

13




How to Create Individual Service Plans (ISPs) for
Developmentally Disabled Adults

An Individual Service Plan (ISP) is a detailed document that outlines the
support, goals, and services provided to an individual. It ensures that
care aligns with person-centered planning principles and meets
compliance standards.

Steps to Create an Effective ISP:
Preparation:

o Gather Information: Collect medical history, developmental
assessments, and personal preferences.

o Engage Stakeholders: Involve the individual, family,
caregivers, and service providers in the planning process.

Assessment:
o Identify the individual’s strengths, needs, and challenges.

o Determine short-term and long-term goals (e.g., learning
new skills, improving independence).

Develop the Plan:

o @Goals: Clearly define specific, measurable, achievable,
relevant, and time-bound (SMART) goals.

o Support Strategies: Outline the steps, services, and resources
needed to achieve each goal.

o Roles: Assign responsibilities to caregivers, service providers,
and other stakeholders.

Example Goal:
Goal: Improve community engagement by attending social activities

14




twice a week.
Support Strategy:

o Caregiver assists with finding accessible local events.

o Transportation is arranged through a buddy system.
Implementation:

o Share the ISP with all stakeholders to ensure alignment.

o Begin providing services and support as outlined in the plan.
Monitoring and Updates:

o Track progress using daily care logs and regular check-ins.

o Revise the ISP as goals are achieved or circumstances
change.

Tools to Include in the Toolkit:
. ISP Template (editable document).
. Goal-setting worksheets for caregivers and clients.
« Progress-tracking forms.

« Checklists for compliance with Title 17 and Title 22.

15




Steps to Interpret an Individualized Service Plan (ISP)
Understand the Purpose of the ISP

« The ISP is a roadmap for supporting the individual's needs, goals,
and preferences.

. Familiarize yourself with the overall objective of the plan: to
enable the individual to live as independently and inclusively as
possible while ensuring safety and support.

Review Key Sections of the ISP
« Focus on the following critical components:

o Personal Information: Basic demographic data, diagnosis,
and contact details.

o Goals and Objectives: Short-term and long-term goals for
personal development, health, social skills, etc.

o Support Services: Specific services and interventions needed
(e.g., therapy, training, transportation).

o Responsibilities: Roles assigned to caregivers, service
providers, and family members.

o Monitoring and Evaluation: Methods for tracking progress
and adjusting the plan.

Understand Person-Centered Planning
« Focus on the individual’s:

o Preferences and Choices: Their likes, dislikes, and preferred
activities.

16




o Strengths: Skills and abilities that can be built upon.

o Needs: Areas requiring support, such as communication,
mobility, or daily living.

« Ensure the plan reflects their voice and choices, aligning with HCBS
Final Rule requirements.

Align with Compliance Standards
. Verify that the ISP complies with Title 17 and Title 22 regulations.

. Check that the plan is designed to foster independence and
community integration.

Break Down Goals into Actionable Steps
« Review each goal in the plan and identify:

o Steps to Achieve the Goal: What specific tasks or supports
are required?

o Timeline: When should milestones be met?

o Assigned Responsibilities: Who is responsible for
implementation?

Interpret Support Services
. Look for specific details about the services provided:

o Frequency and Duration: How often will the individual
receive these services?

17




o Provider Information: Who delivers the service (e.g.,
therapist, caregiver)?

o Methods: How the service will be delivered (e.g., one-on-one
training, group activities).

Review Behavioral Support Plans (if applicable)
. Ifthe ISP includes a behavior plan, pay attention to:

o Triggers and Challenges: What behaviors are being
addressed?

o Strategies: Techniques for prevention, intervention, and
reinforcement.

o Safety Measures: Steps to ensure safety during behavioral
incidents.

Identify Training and Education Needs

. Look for areas where caregivers or family members may need
additional training to support the plan (e.g., medication
management, communication strategies).

« Ensure all team members understand their role in implementing
the ISP,

Cross-Check with Daily Routines

« Ensure the ISP integrates seamlessly into the individual’s daily
schedule:

o Are services scheduled at convenient times?

18




o Are goals realistic within their current lifestyle and abilities?

Monitor Progress and Adjust as Needed
« Regularly evaluate the individual’s progress toward their goals.

. Document successes and challenges and use these insights to
recommend updates or modifications to the ISP during review
meetings.

Communicate with the Team

. Discuss the ISP with all involved parties: the individual, family,
support staff, and service providers.

. Confirm that everyone understands their roles and responsibilities
and is aligned on expectations.

Use Templates for Tracking

. Utilize daily logs, progress charts, or checklists to track the
implementation of the ISP and ensure consistency.

19




Daily Care Strategies
Managing Medication Schedules and Medical Appointments

Medication Management:
o Create a Medication Schedule:

- Use a calendar or app to track doses, times, and special
instructions.

Incorporate reminders to avoid missed doses.
o Store Medications Safely:
Keep medications in a secure, designated location.

Use labeled pill organizers to separate doses by day
and time.

o Document Administration:

Record each dose in a log, noting the date, time, and
any side effects.

= Monitor for changes in health and report concerns to a
healthcare provider.

o Communicate with Healthcare Providers:

- Update prescriptions as needed and confirm
medication interactions.

Keep a list of all medications, including over-the-
counter supplements, to share during appointments.

Scheduling Medical Appointments:

o Prepare in Advance:

20




Gather all necessary documents, including insurance
cards, medical history, and questions for the doctor.

o Accommodate Needs:

- Ensure transportation and support are arranged,
especially for mobility-impaired individuals.

Notify the office of special accommodations (e.qg.,
wheelchair access or sensory-friendly spaces).

o Track Follow-Ups:

Keep records of appointments and next steps, such as
lab tests or referrals.

21




Best Practices for Hygiene, Nutrition, and Personal Care
Hygiene:
o Daily Routines:

Encourage consistency with bathing, brushing teeth,
and grooming.

Use visual aids or step-by-step instructions if needed.
o Skin Care:

Monitor for issues like dryness, irritation, or pressure
sores, especially for individuals with limited mobility.

Provide moisturizing and protective products as
recommended by a healthcare provider.

o Hair and Nail Care:

Regularly wash and style hair to maintain comfort and
self-esteem.

Keep nails trimmed to prevent discomfort or infections.
Nutrition:
o Balanced Diet:

- Offer meals with a variety of food groups, focusing on
fruits, vegetables, lean proteins, and whole grains.

Adjust meals to accommodate dietary restrictions or
medical conditions (e.qg., low-sodium or gluten-free).

o Hydration:
Encourage regular water intake and monitor for signs

of dehydration.
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Use adaptive tools like spill-proof cups if necessary.
o Meal Preparation:

Involve the individual in cooking or meal planning to
promote independence.

Use simple, visual recipes to make the process more
accessible.

Personal Care:
o Clothing:

Select comfortable, weather-appropriate clothing that
supports ease of movement.

Encourage participation in dressing to build confidence.
o Toileting:

Develop a schedule to prevent accidents and encourage
routine bathroom use.

Ensure bathrooms are equipped with supportive tools
like grab bars or raised toilet seats.
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Techniques for Supporting Independence and Skill-
Building
Encourage Choice:

o Offer opportunities to make decisions, such as choosing
clothing, meals, or activities.

o Provide limited options to avoid overwhelming the individual.
Teach New Skills:
o Break tasks into smaller, manageable steps (task analysis).

o Use visual aids, demonstrations, and hands-on practice to
reinforce learning.

o Celebrate progress, no matter how small, to build motivation
and self-esteem.

Adaptive Tools and Technology:

o Introduce assistive devices, such as utensils with grips,
reachers, or speech-generating devices.

o Use apps or alarms for reminders, like medication alerts or
activity timers.

Gradual Responsibility:

o Start by completing tasks together and gradually reduce
caregiver involvement.

24




Communication Tools
Exercises and Strategies for Helping Clients Express Feelings
For Verbal Clients:
o Feelings Charts:

- Use a visual chart with pictures or words to help clients
identify and express emotions.

Include common emotions like happy, sad, frustrated,
or excited, and add client-specific feelings if needed.

o Role-Playing:

Create scenarios where clients practice expressing their
feelings in various situations (e.qg., asking for help,
sharing concerns).

» Use supportive feedback to guide them toward clearer
communication.

o Active Listening:
Foster trust by listening without interruption.

Reflect back what you hear to validate their emotions
(e.g., "It sounds like you’re feeling frustrated
because...").

o Emotion Vocabulary Building:

Teach simple words and phrases for describing
emotions.

Pair emotions with physical sensations or situations to
make them relatable (e.g., “nervous” feels like
butterflies in the stomach).

25




For Nonverbal Clients:
o Augmentative and Alternative Communication (AAC):

Introduce tools like communication boards, apps, or
devices that include symbols or text-to-speech features.

Customize these tools with frequently used words,
phrases, or images to meet the client’s needs.

o Sign Language or Gestures:

Teach basic signs or gestures for key emotions and
needs (e.g., thumbs up for "happy," hands crossed for

"angry").

o Emotion Cards or Visual Cues:

« Provide laminated cards or pictures representing
emotions, allowing clients to point to the one that
reflects their feelings.

Incorporate tactile objects (e.g., soft items for "calm,"
rough items for "angry") to engage sensory learners.

o Behavioral Observation:

Identify nonverbal cues, such as changes in posture,
facial expressions, or behaviors, to interpret feelings.

» Document patterns and use them to anticipate and
address emotional needs proactively.

o Music or Art Therapy:

Use creative outlets like drawing or playing music to
provide a safe space for emotional expression.
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Offer prompts like, "Draw how you feel today," and
discuss the result to facilitate understanding.
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Daily Communication Log

Purpose: Track daily interactions and note significant
communication breakthroughs or challenges.

o

o

Date/Time:

Activity or Situation:

Behavior Observed:

Emotions Expressed (Verbal/Nonverbal):

Tools Used (e.g., AAC device, emotion cards):

Notes or Follow-Up Needed:

28




Behavior Change Observation Form

Purpose: Monitor and analyze changes in behavior over time to
identify triggers, patterns, or improvements.

o

o

Client Name:

Date/Time:

Behavior Observed:

Possible Triggers or Context (e.g., new environment,
unfamiliar person):

Client’s Response (Verbal/Nonverbal):

Support Provided:

Outcome:

Next Steps:

29




Weekly Progress Summary

« Purpose: Summarize a client’s communication progress and
challenges for caregivers and stakeholders.

o Week of:

Key Improvements:

(@)

Challenges:

o

o Tools or Strategies Used:

(@)

Goals for Next Week:

*Practical Tips for Caregivers*

Regularly review documentation to adapt communication
strategies.

Share logs and summaries with the care team to ensure consistent
support.

Celebrate milestones, such as a new word learned or improved use
of a communication device, to encourage continued progress.
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Transportation Assistance
Navigation Aids
Buddy Systems:

o Purpose: Ensure clients feel supported and safe while
traveling.

= Pair clients with caregivers, peers, or trained travel
companions who can guide them during commutes.

Rotate buddies to encourage socialization and build
trust with multiple people.

o How It Works:

Train buddies in communication, safety awareness, and
assisting with directions or boarding vehicles.

Use a structured schedule to ensure availability for
planned trips or activities.

o Benefits:

Reduces anxiety, especially for those unfamiliar with
routes.

Encourages independence while providing a safety net.

Public Transit Guides:
o Visual Transit Maps:

= Provide simplified, color-coded maps with key routes,
stops, and transfer points highlighted.
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Create personalized maps that focus on specific areas
or frequently visited destinations.

o Step-by-Step Travel Plans:

Break down trips into small, manageable steps:
1. Where to wait for the bus/train.

2. How to recognize the correct route number or
sign.

3. When to get off (e.g., use landmarks or
notifications on transit apps).

o Hands-On Training:

Arrange practice trips where clients learn how to
navigate routes with guidance.

Focus on skills like purchasing tickets, asking for help
from transit staff, and using apps for real-time updates.

o Assistive Technology:

Introduce GPS-enabled apps tailored for individuals
with developmental disabilities, such as apps that
provide alerts for when to board or disembark.

Provide pre-programmed devices with common
destinations saved for easy navigation.
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Safety Protocols for Travel and Community Access
Pre-Travel Preparation:
o Emergency Contact Information:

Ensure clients carry a card or device with essential
contact details (e.g., caregiver phone number, medical
conditions).

o Clothing and Essentials:

Encourage weather-appropriate attire and ensure they
have necessary items (e.g., water, snacks, cash).

» Use ID bracelets or tags for nonverbal clients or those
who may become disoriented.

During Travel:
o Awareness of Surroundings:

Teach clients to stay alert to their environment,
avoiding distractions like loud music or phone usage.

- Encourage awareness of landmarks and signage to
avoid getting lost.

o Safety on Public Transit:
» Sit near the driver or in clearly visible areas.

Avoid engaging with strangers beyond polite
interaction.

Keep belongings secure and within reach.

o Dealing with Emergencies:
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Train clients to recognize unsafe situations and how to
respond (e.g., contacting a buddy or transit staff).

» Teach the use of emergency buttons or alarms on public
transportation if available.

Community Access:
o Safe Street Crossing:

Practice using crosswalks and pedestrian signals during
quiet times before moving to busier locations.

» Reinforce the importance of looking both ways and
staying within marked areas.

o Familiarization with Locations:

- Introduce frequently visited locations (e.g., grocery
stores, community centers) through guided visits.

Teach how to identify helpful staff or safe spaces to
seek assistance.

o Behavioral Safety:

Provide clear instructions on handling interactions with
strangers or unfamiliar situations.

Encourage clients to seek help from known, trusted
individuals if they feel unsafe.
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Building Independence with Transportation:

« Gradually reduce caregiver involvement, allowing clients to
navigate short, familiar routes on their own.

. Celebrate progress, such as taking their first solo bus ride, to build
confidence.

« Reinforce positive behaviors and safe practices with reqular
feedback and encouragement.
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Emotional Well-being
Self-Care Tips for Caregivers to Avoid Burnout
Prioritize Personal Time:
o Schedule Breaks:

- Build regular breaks into your daily routine to recharge.
Even short breaks can reduce stress and improve focus.

Use these breaks to step outside, engage in a relaxing
activity, or take a nap.

Set boundaries and delegate care responsibilities when
possible.

o Engage in Hobbies or Interests:

Reconnect with activities you enjoy (e.g., reading,
gardening, crafting) to relieve stress and stimulate
positive emotions.

Schedule time weekly for these activities to ensure a
balanced life outside of caregiving.

o Mindfulness and Meditation:

Practice mindfulness exercises to stay grounded. Simple
breathing techniques can help alleviate anxiety and
foster a sense of calm.

» Guided meditation apps or yoga routines can help
center your thoughts and reduce tension.

o Physical Activity:
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Regular exercise boosts mood by releasing endorphins.
Choose activities that you enjoy, like walking,
swimming, or dancing.

Even gentle stretching can release built-up tension in
the body.

o Sleep Hygiene:

Ensure that you're getting enough rest, as lack of sleep
can exacerbate stress.

Develop a calming bedtime routine and aim for
consistent sleep hours each night.

Set Realistic Expectations:

o Recognize Your Limits:

o

Acknowledge that caregiving can be overwhelming at
times, and it’s okay to ask for help or take time for
yourself.

Avoid overcommitting to additional responsibilities if
they will lead to burnout.

Celebrate Small Wins:

Acknowledge your efforts, even if progress feels slow.
Celebrate the small victories to maintain motivation
and positivity.

o Be Kind to Yourself:
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Practicing self-compassion is essential. Recognize that
you are doing your best in difficult circumstances, and
be gentle with yourself when things don’t go perfectly.

Seek Professional Support:
o Counseling or Therapy:

- Caregiver stress can take an emotional toll. Speaking
with a professional therapist can help process
emotions, develop coping mechanisms, and address
feelings of isolation.

Many therapists offer online services, making it easier
to access support.

o Stress Management Programs:

Participate in local or online stress relief programs or
workshops. These often offer relaxation techniques,
mindfulness practices, and emotional support tailored
to caregivers.

Support Systems and Peer Networks for Caregivers
Peer Support Groups:
o In-Person Support Groups:

Many communities offer caregiver support groups.
These groups provide opportunities to connect with
others facing similar challenges and share coping
strategies.
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o

Some groups are specific to caregiving for individuals
with developmental disabilities or other specific
conditions.

Online Communities:

Social media platforms (Facebook, Reddit, etc.) host
caregiver groups where members can share resources,
advice, and offer encouragement.

Some sites specialize in caregiver support, like
Caregiver Action Network or AARP Caregiving, where
caregivers can connect with others and access helpful
materials.

o Faith-Based Support:

Churches, synagogues, or other religious organizations
often have caregiver ministries or support groups.
These can offer both emotional support and practical
advice grounded in faith.

Professional Caregiver Networks:

o Connect with Other Caregivers through Agencies:

o

If you work with an agency that provides caregiving
services, they may offer a network for caregivers to
share experiences and receive ongoing support.

Many professional caregiving organizations hold
webinars, provide resources, and host events to foster
peer connections.

Utilize Online Resource Centers:
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Caregiver.org offers webinars, tip sheets, and
information on local and national programs for
caregivers.

Family Caregiver Alliance (FCA): Offers national
programs, legal advice, and information on caregiver
benefits.

Building a Local Support System:
o Family and Friends:

Lean on trusted family members or friends who can
offer support or respite care.

« Set up a regular rotation of help to ensure you're not
always bearing the load alone.

o Respite Care Services:

= Respite care provides temporary relief by having
someone else care for the individual for a set period.

Look into local services that provide respite care, or
consider personal care aides to give you a break.

Navigating Government and Nonprofit Resources:
o Regional Centers:

In California, Regional Centers offer assistance and
resources for caregivers. They can help connect you to
local programs, services, and financial assistance for
caregiving.

40




Contact your regional center to inquire about caregiver
training, financial aid, or respite care programs.

o State and Federal Resources:

- Explore state-specific programs for caregiving, such as
California’s Caregiver Resource Centers or National
Family Caregiver Support Program (NFCSP).

Some states offer direct financial support or tax credits
for caregivers, so it’s important to research available
options in your area.

*Caregiver Support Checklist*
Identify personal and professional support systems you can rely on.
Schedule regular "me time" and prioritize self-care.
Seek professional counseling or therapy for stress management.

Build a local and online network of fellow caregivers for emotional
support.

Explore available government programs for financial and
caregiving assistance.
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Legal and Financial Resources
Guardianship, $SI, and Other Benefit Navigation

Guardianship:
o Understanding Guardianship:

Guardianship is a legal process by which a court grants
an individual the authority to make decisions on behalf
of another person who is unable to make those
decisions for themselves due to developmental
disabilities or incapacity.

In California, conservatorship is the term used for
guardianship when the person is over 18 years old.

Guardianships and conservatorships can be limited
(covering only specific decisions, such as medical or
financial matters) or general (giving broad authority).

o Process of Establishing Guardianship:

Step 1: Petition the court for guardianship or
conservatorship. The court will need to evaluate
whether the individual is incapable of making decisions
and who is suitable to act as a guardian.

- Step 2: Provide medical documentation, evaluations,
and other evidence to demonstrate the need for
guardianship.

Step 3: Attend a court hearing where the judge will
make a determination.
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Step 4: Once granted, the guardian has legal authority
to make decisions for the individual, with certain
ongoing responsibilities and oversight.

o Financial Considerations:

Guardianships can come with significant financial costs
(court fees, attorney fees, and ongoing reporting
requirements), so understanding the financial
responsibilities is important.

Supplemental Security Income (5SI):
o Eligibility for SSI:

» SSI provides financial assistance to low-income
individuals who are blind, disabled, or elderly. In the
case of developmental disabilities, individuals may be
eligible for SSI benefits if they meet certain income and
disability criteria.

Income Requirements: The individual must have
limited income and resources, and the amount of SSI
received is based on income and living situation.

o Applying for SSI:

» Step 1: Gather necessary documentation, including
proof of income, disability status, and identification.

Step 2: Apply online through the Social Security
Administration (SSA) website or at a local SSA office.
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Step 3: After applying, the SSA will review the
application and may require additional documentation
or medical evaluations.

Step 4: Once approved, the individual will receive a
monthly SSI check to assist with basic living expenses.

Renewal: SSI benefits may need to be renewed
periodically, and medical conditions may be reassessed
to confirm eligibility.

o Additional Benefits:

Medi-Cal: SS| recipients are typically eligible for Medi-
Cal, California’s Medicaid program, which provides
health insurance and medical services.

California’s Cash Assistance Program for Immigrants
(CAPI): For those who may not qualify for SSI but need
additional financial support, California offers the CAPI
program to assist low-income seniors and individuals
with disabilities.

Other Financial Benefits and Support Programs:
o In-Home Supportive Services (IHSS):

IHSS is a California program that helps eligible
individuals with disabilities or elderly individuals
remain safely in their homes by providing personal care
and domestic services.

Eligibility is based on need, and services can include
assistance with bathing, meal preparation, cleaning,
and personal care.
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o California State Disability Insurance (SDI):

o

Caregivers who are temporarily unable to work due to
injury, illness, or the need to care for a family member
may qualify for SDI, which provides temporary financial
assistance.

Tax Benefits:

Tax Deductions for Caregivers:

Caregivers may qualify for tax deductions, such as
claiming a Dependent Care Credit or Medical Expense
Deductions related to caregiving responsibilities.

Caregiver Tax Credit: Some states offer caregiver-
specific credits or exemptions that reduce taxable
income, depending on the type of care provided.
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Sample Budgets and Expense-Tracking Templates

Creating a Caregiver Budget:
o Step 1: Identify Income Sources:

List all income streams such as SSI, IHSS, and any other
benefits or personal income.

Include any reimbursement or compensation received
for caregiving services (if applicable).

o Step 2: Track Monthly Expenses:
Include all caregiving-related expenses:

Medical costs (medications, appointments,
medical supplies)

Personal care (hygiene products, toiletries)
Transportation (gas, public transit)
Household costs (utilities, food)
» Respite care or hired caregiving assistance
Legal or administrative fees (guardianship costs)
o Step 3: Emergency Fund:

Set aside a portion of the budget for unexpected
expenses such as medical emergencies or car repairs.

o Step 4: Review and Adjust:

Track your spending regularly to identify areas where
costs can be reduced and reassess if additional income
sources are needed.
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Expense-Tracking Template

Category

Income

SSI

IHSS

Other (e.g., personal)
Caregiving Expenses

Medical (medications,
etc.)

Personal Care (hygiene)
Transportation

Respite Care
Household Expenses
Rent/Mortgage
Utilities

Food and Groceries
Miscellaneous

Emergency Fund

Projected Monthly Actual Monthly

Cost Cost

SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
SXXXX SXXXX
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Sample Monthly Caregiver Budget (Simple Breakdown)

Total Income:
o SSI: 51,200
o IHSS: S800
o Total: 52,000
Total Expenses:
o Medical: 300
o Personal Care: 5150
o Respite Care: 5400
o Transportation: S100
o Rent/Mortgage: 5800
o Food: S200
o Utilities: $100
o Emergency Fund: $50
o Total Expenses: 52,100
Net Balance:

o $2,000 Income - 52,100 Expenses = -5100 (Negative balance,
so adjustments to expenses or additional income sources are
needed).
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Financial Planning Tools

o Use apps or software like Mint, YNAB (You Need a Budget),
or GoodBudget to help caregivers manage their finances and
track expenses in real time.
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Daily Care Logs

Date: .,
Caregiver's Name:

Morning
Activities:

- Assisted with

Client's Name:

breakfast?
(Y/N) —

- Took morning

medications?

(Y/N) —

- Personal care
(bathing,

dressing, etc.)
completed?

(Y/N)

- Mobility
assistance

(e.g., walking,
transfers)?

(Y/N)

Midday
Activities:

- Lunch

provided?

(Y/N) —
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Date: ., Client's Name:
Caregiver's Name:

- Took midday
medications?

(Y/N) —

- Assisted with
toileting?

(Y/N) _

Afternoon
Activities:

- Took
afternoon
medications?

(Y/N)

- Assisted with
any therapy or
skill-building
activities?

(Y/N)

- Any changes
in mood or
behavior
observed?

(Y/N)

Evening
Activities:
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Date:

Caregiver's Name:

- Dinner

Client's Name:

provided?

(Y/N)

- Took evening

medications?

(Y/N)

- Personal care
completed

before bed?
(Y/N)

- Mobility

assistance?

(Y/N)

Notes/Comme

nts:
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Incident Reporting Forms

Date of Incident: Time of Incident: Location of Incident:

Caregiver's Name: Client's Name: Incident Type (check all
that apply):

[ ] Injury [ ] Medication error [ ] Behavioral issue

| Description of Incident: (Describe what occurred, the actions taken,
and any observed effects on the client.)

| Immediate Actions Taken:

| Follow-Up Actions/Recommendations:

| Witnesses (if any):

. Name: | Contact:

| Caregiver's Signature: /
Supervisor's Signature:
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HCBS Compliance Checklists

Notes/Actions

Compliance Area Yes No
p Needed
Person-Centered Planning

- Are individualized service plans (ISPs)
created with the client?

[1[]

- Does the client have input in their care plan? [] []

- Is the care plan updated regularly to reflect

changes in needs? g
Community Integration
- Does the individual have opportunities to
) ) o [] []

engage in community activities?
- Are transportation services available to (1]
support community access?
Privacy and Dignity
- Are privacy and dignity respected in all care

.y [] []
activities?
- Are personal preferences considered in daily (1]

care routines?

Health and Safety
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Notes/Actions

Compliance Area Yes No
8 Needed
- Is there a process for medication
) [] []
management and tracking?
- Are there safequards in place for health and
safety (e.q., fall prevention, medication [] []
errors)?
Choice and Control
- Does the individual have a choice in their (1]
daily routines (e.g., food, activities)?
- Is there a process for expressing grievances
. [] []
or complaints?
Staff Qualifications and Training
- Are staff properly trained on HCBS
. [] []
regulations?
- Is ongoing training provided to ensure (107
compliance with HCBS rules?
Compliance Auditing
- Are reqular audits performed to ensure (1]
compliance with HCBS requirements?
- Are corrective actions implemented for any (1]

non-compliance issues?
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Medication Management Log

Caregiver'
., s Name:
Date: Client's Name:
Time
L Administe
Medication Name:
Dosage: red:

Route (e.g., oral, injection): Special Instructions (if any):

Side Effects Noted (if any):  Medication Effectiveness:

Comments/Follow-up:
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Appointment Scheduling and Tracking

Client's Name:

Date: Time:
Appointment Type: Location: Provider's Name:
Reason for .
. Follow-Up Actions:
Appointment: Follow-Up Needed?
(Y/N):
Caregiver's Notes: Next Appointment

Date (if applicable):
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Behavioral Tracking Form

Client's Name: Caregiver's Name:
Date:
Behavior Observed: Trigger (if known):
Time of Behavior: gger (if )
Intensity of Behavior Action Taken: Outcome of Action:
(Mild, Moderate,
Severe): _ _

Any Noted Changes or
Duration of Behavior: Patterns?

Further
Actions/Follow-up:
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Family Communication Log

. , Caregiver's
Family Member's Name:
Date: Name:
Action
Method of Communication .
o . Summary of Conversation: Needed
(phone, email, in-person): (Y/N):

Next Family

Follow-up Actions/Notes:
p / Meeting/Check-in Date:
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Crisis Management Plan

Caregiver's
Name:
Date Created: Client's Name:
Medical Professional
Emergency Contact(s):
Contact(s):
Primary Emergency (e.qg., seizure, fall, aggressive
Situation(s): behavior)

Step-by-Step Actions:

1.
2.

3.

| Medical Equipment Available: (e.q., first aid kit, AED) |
| | Communication Protocols: (e.g.,
who to call, how to notify others) | /
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Client Progress Report

This progress report helps caregivers track the client’s improvements,
challenges, and goals over time. It is especially useful for reviewing the
client’s needs during team meetings and ensuring person-centered

planning is effective.
Client Progress Report Template:

Date: Client's Name:

Goals/Outcome
s: (List client
goals, such as

Caregiver's Name:

improving
mobility or
communication
skills)

Progress Made

(Y/N): Specific Achievements:

Challenges/Barr

iers:

Next

Steps/Goals:
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Service Provider Evaluation Form

Provider's Name: Client's Name:
Date:
Provider's
Type of Service Provided: ) ) ) ) )
Service Delivery Rating (1- Professionalis
5): m Rating (1-5):
Did the
Excellent [ | Good [ ] Fair [ provider meet
Effectiveness of Service: L] L] L] [P .,
] Poor the client’s
needs? (Y/N)
) Follow-up
Caregiver Reauired?
Comments/Concerns: 9 ]

(YN):
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Appendix

1. Frequently Asked Questions (FAQs)
Q1: What is the HCBS Final Rule?

The HCBS Final Rule is a set of federal regulations designed to enhance
the quality of services provided in home and community-based settings
for individuals with disabilities. It ensures that individuals have access to
services that promote independence, integration, and choice, while also
establishing specific criteria for service settings to comply with.

Q2: What is the role of a caregiver under the HCBS Final Rule?

Under the HCBS Final Rule, caregivers play a vital role in supporting
individuals in maintaining their independence and living in the
community. Caregivers are responsible for providing assistance in
activities of daily living (ADLs), while also supporting person-centered
planning to ensure that services are tailored to the individual's goals
and preferences.

Q3: What is Person-Centered Planning?

Person-centered planning is an approach that places the individual at
the center of the planning process, ensuring that services and supports
are designed around their specific needs, desires, and preferences. It
involves a collaborative process, typically including the individual, their
family, caregivers, and service providers.

Q4: How do | comply with Title 17 and Title 22?

Title 17 and Title 22 are the California regulations that govern services
for individuals with developmental disabilities. Title 17 focuses on the
administration of regional centers and the planning of services for
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individuals with developmental disabilities, while Title 22 covers the
operation of facilities and healthcare services. To comply with these
regulations, caregivers must stay informed on specific care guidelines,
service provision standards, and documentation requirements.

Q5: How do I develop an Individual Service Plan (ISP)?

To develop an Individual Service Plan (ISP), caregivers should work with
the individual, their family, and other support staff to identify needs,
goals, and the appropriate services and supports. An ISP must reflect
the individual’s preferences and must be updated regularly to ensure it
remains relevant to the individual’s evolving needs.

Q6: What is a Crisis Management Plan, and why is it important?

A Crisis Management Plan outlines the steps caregivers should take
during emergencies, whether medical, behavioral, or environmental.
This ensures caregivers are prepared and know exactly what to do to
keep the individual safe and address any urgent situations effectively.

Q7: How can | avoid caregiver burnout?

To avoid caregiver burnout, it’s important to prioritize self-care.
Caregivers should regularly rest, seek emotional support from peers or
professional networks, delegate responsibilities when possible, and
create time for activities that help reduce stress. Using the Emotional
Well-being section of this toolkit can guide caregivers on how to
manage their own health while taking care of others.
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Glossary of Terms

HCBS (Home and Community-Based Services) Final Rule: A set of
federal regulations aimed at ensuring that individuals with disabilities
receive services in settings that promote their independence and
integration into the community. It emphasizes person-centered services
and the right of individuals to make choices in their care.

ISP (Individual Service Plan): A comprehensive plan created for
individuals with developmental disabilities that outlines their needs,
goals, and the services required to achieve these goals. The ISP is
designed around the individual’s preferences and is regularly reviewed
and updated.

Title 17: California’s set of requlations that govern the administration of
services provided to individuals with developmental disabilities. Title 17
includes guidelines for regional centers, service providers, and
compliance with state standards for care.

Title 22: California’s set of regulations that govern the operation of
healthcare facilities and services. Title 22 addresses quality standards
for healthcare providers, including safety, sanitation, and patient rights.

Person-Centered Planning: An approach to care that focuses on the
individual’s preferences, strengths, and goals. It involves the individual
in decision-making and ensures that services are tailored to meet their
unique needs.

Guardianship: A legal arrangement where an individual or entity is
appointed by the court to make decisions for another person who is
unable to make those decisions themselves. Guardianship is often used
for individuals with significant cognitive or developmental disabilities.
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SSI (Supplemental Security Income): A federal program that provides
financial assistance to individuals with disabilities, including those with
developmental disabilities, who have limited income and resources.

Behavioral Support: Services or strategies designed to help manage and
improve challenging behaviors through positive reinforcement,
interventions, and individualized planning. Behavioral support aims to
teach new skills and promote positive behaviors.

Crisis Management Plan: A plan developed by caregivers and
professionals outlining how to respond to emergencies or behavioral
crises. It includes steps to ensure the safety of the individual and others
and to manage medical, behavioral, or environmental issues as they
arise.

Self-Determination Program: A California-based program that allows
individuals with developmental disabilities to have more control over
their services and supports by providing them with a budget and the
ability to hire their own providers and staff.
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