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Learning Objectives

Katie Campbell, MA, 2026 

1.
Identify key decision-making support options, including supported-decision making for 
individuals who are approaching 18 years old

2.

Be equipped with knowledge and strategies to assess decision-making skills and educate 
families of ALL decision-making support options so they can make informed decisions on the 
least-restrictive option(s) to pursue 

3. 
Understand clinician involvement in implementing and documenting decision-making support 
options – saving clinical time and improving clinician-patient communication down the road

Disclosures: Nothing to disclose. 



Think about your life for a moment…

• What decisions do you make independently everyday? 

• Are there decisions in your life you need help with? Who helps you make them?
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Turning 18 Defined

• Age of Majority (or Legal Adult) – “The age at which a person is granted by law the rights and 
responsibilities of an adult” (Merriam-Webster, n.d.).

• Transfer of Rights – “The transfer of rights under the IDEA refers to the process by which the rights granted 
to parents under the IDEA will transfer to the student upon reaching the age of majority” (Massachusetts 
Department of Elementary and Secondary Education, n.d.)
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(Massachusetts Department of Elementary and Secondary Education, n.d., p. 8).



Turning 18 does not lead to an 
overnight increase in decision-making 
capacity, but overnight you become 
legally responsible for all your decisions.
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Vulnerable Time for Youth with Neurodevelopmental Conditions

• Many parents/caregivers are highly involved in care/support throughout childhood 

• When an individual turns age 18, parents/caregivers often lose access to information and are removed from 
the line of communication

• This happens simultaneous to childhood services abruptly ending and complex application processes for adult 
services beginning

• Societal expectations of becoming an adult may not match individual readiness to do so. An individual may 
need support completing applications, communicating their needs, and making decisions 

• An individual may continue to need decision-making supports
throughout adulthood

• There can be a sense of urgency to put decision-making supports in 
place, without considering ALL options, including the least-restrictive 
decision-making support option 
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(Turchi et al., 2024)

Figure 1. Continuum of decision-making for youth with IDD to guide alternative decision-making options 
(Turchi et al., 2024, p. 5).

Continuum ranging from fully 
autonomous to fully substituted 
decision-making

Least restrictive decision-making 
environment

Balance autonomy with safety and 
support
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Decision-Making Continuum



Importance of Self-Determination 

“Research has found          
reduced self-determination

can lead to diminished quality 
of life outcomes and reduced 
community integration and 

participation” (National Council 
on Disability et al., 2019, p. 33). 

APA Dictionary of Psychology (n.d.) defines self-determination as “the process or result of engaging in behaviors without interference 
or undue influence from other people or external demands. Self-determination refers particularly to behaviors that improve one’s
circumstances, including decision making, problem solving, self-management, self-instruction, and self-advocacy.”

Is given meaningful choices 

Practices problem-solving 

Learns from real-life experiences

Expresses their preferences

Receives feedback and guidance 

Self-determination grows when someone: 

When someone can make decisions, they are actively practicing self-determination 
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What Do We Know About Decision-Making Skills? 

1. Decision-making capacity is not “all-or-nothing” 

2. Decision-making skills develop over time 

3. Supports can enhance decision making skills 
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What is Decision-Making Capacity? 

1. Choice 2. Understanding

3. Appreciation 4. Reasoning

NOTE: Capacity is not 
based on an 

individual diagnosis

Capacity is decision specific 
e.g., you can have the 

capacity to make some 
medical decisions but not 

others

Capacity is time specific       
i.e., it can improve or decline 

over time 

Capacity – The ability to make a specific decision at a specific time. 
It is commonly used in a clinical setting.  
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Appelbaum & Grisso (1988) Four Abilities Model: 



It is best practice to offer support before determining incapacity. 

Examples of supports can include visuals, Augmentative and Alternative 

Communication (AAC) devices, trusted supporters, and extra time.  

A person who can make decisions with support, has capacity to make the decision. 

• What decisions can the individual make independently? 

• What decisions can an individual make with some support?

• What decisions, if any, can they not safely make at this time?
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Tools for Assessing Decision-Making Skills 



Tools for Assessing Decision-Making Skills 
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(Boston Medical Center’s Autism Program, n.d.-b)

(Boston Medical Center, n.d.-a, p. 5)



1. Start discussing transition to adulthood well before age 18 

2. Include adolescents in the conversations  

3. Start with goals and values, then lead with strengths 

4. Present ALL options and emphasize the least restrictive option

5. Encourage ongoing decision-making skill development  
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Discussing Decision-Making Supports with Families
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Patient 1: Jeremy Patient 2: Sabrina

Case Studies: Introduction

• 18 yo Hispanic female with ASD & ADHD

• Lives with parents and 3x younger siblings

• Interests: Painting, helping others and dancing

• Challenges with executive functioning skills, maintaining friendships 
and receptive communication

• Strengths: Motivated to build independence, kind and helpful, 
creative and hard working 

• Graduated high school and started community college

• Needs help with understanding medical information and making 
appointments, managing her bank account and budget, navigating 
friendships and finding a job

• 22 yo autistic male with ID

• Lives with mom and older brother

• Interests: basketball, listening to music, walking dog, and cleaning

• Minimally verbal and communicates with an augmentative and 
alternative communication (AAC) device. Challenges with multi-part 
tasks, safety awareness, and unfamiliar routines

• Strengths: Friendly and joyful to be around, good at following 
directions, takes great care of his dog

• Attends a Community-Based Day Supports (CBDS) day program. 
Mom and brother became his guardians, with limited guardianship

• Needs help with some activities of daily living (ADLs), navigating 
the community safely, and independent living skills at home 

Katie Campbell, MA, 2026 The case studies are fictional. Any resemblance to real people is coincidental. 



Supported Decision-Making 



Supported Decision-Making 

• Supported decision-making (SDM) involves an individual identifying a support network of 
people to assist them in making life decisions 

• The individual receives support and is empowered to make their own decisions
• The individual keeps their decision-making rights

This is different to Shared Decision-
Making, which is a collaborative process, 

where patients and healthcare 
professionals work together to make 

informed decisions about the patient’s 
medical care by combining medical 
expertise with patient values and 

preferences
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Massachusetts SDM Bills:
• H.4852 (Prior draft: H.261) 
• S.155

Supported Decision-Making: In the USA

Advocates 

MA Families Organizing for Change

Multicultural Community Services

Nonotuck Resource Associates, Inc

Northeast Arc 

Center for Public Representation 
partnered with 5 MA organizations 

to implement a SDM pilot

“At least 23 States and the District of Columbia have passed 
comprehensive legislation related to SDM Agreements. 
These statutes create a legal framework for formal 
recognition of SDM and include various safeguards and 
protections” (Center for Public Representation, 2025).

Katie Campbell, MA, 2026 

(Center for Public Representation, 2025)



(Center for Public Representation, 2024).

Supported Decision-Making: Implementation 

WHO

WHAT  

WHEN  

HOW  
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Supported Decision-Making: Case Study - Sabrina 

Katie Campbell, MA, 2026 (Center for Public Representation, 2024).



Decision Making Supports in Healthcare 



A Health Care Proxy (HCP) is a legal document that allows an individual to name another individual 
they know and trust to make health care decisions for them if they become unable to make or 

communicate health care decisions.

(Massachusetts Medical Society, n.d.-a)

The Massachusetts Medical Society lists 9 discussion questions for 
individuals who are signing an HCP to discuss with their health care 
agent (HCA) about their healthcare. For example:  

1. “What, if any, religious or personal beliefs do you have about 
sickness, health care decision-making, or dying?” 

2. “Is there anyone you specifically would NOT want involved in 
helping to make health care decisions on your behalf?” 
(Massachusetts Medical Society, n.d.-a).
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Health Care Proxy
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Health Care Proxy

KEY INFORMATION 

A health care proxy (HCP) can’t be used to communicate 
with the patient’s health care agent (HCA)  about the 
patient’s medical information unless the HCP is invoked

The HCP is invoked when a clinician determines the 
individual can no longer communicate/make medical 
decisions and this is documented in the medical chart 

The patient can revoke the HCP at any time

(©Massachusetts Medical Society, n.d.-b)
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Release of Information

• A medical release of information (ROI) allows another 
person to see information in an individual's medical 
records and communicate with clinicians about their 
health care

• A medical ROI does not allow the person who 
information is released to, to make any medical 
decisions

(Massachusetts Department of Public Health, n.d.)
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Guardianship

• Guardianship is a legal process in which a guardian is 
granted permission to take care of and make decisions for 
another adult

• If an adult is appointed a guardian, the individual’s 
decision-making rights legally transfer from the 
individual to the guardian

TYPES OF GUARDIANSHIP

Full Guardianship

Limited Guardianship

Temporary Guardianship

Rogers Guardianship 

(Massachusetts Trial Court, Probate and Family Court, 2019, p. 4)

x

x
x

x

: Case Study - Jeremy



Guardianship: Application Process

Clinical Team Report (CTR) 
3 Signatures:

• Registered physician 
• Licensed social worker 
• Licensed psychologist 

Medical Certificate (MC)
1 signature:   

• Registered physician OR 
• Licensed psychologist OR
• Certified psychiatric nurse 

clinical specialist 

180 DAYS

30 DAYS

Clinician's Affidavit as to 
Competency and Treatment

1 signature:  
• Registered physician OR 
• Psychiatrist OR
• Certified psychiatric nurse clinical 

specialist 

Katie Campbell, MA, 2026 (Commonwealth of Massachusetts, The Trial Court, Probate and Family Court, n.d.-b,c,d)



Guardianship: Application Process

Katie Campbell, MA, 2026 (Commonwealth of Massachusetts, The Trial Court, Probate and Family Court, n.d.-a,e)



Guardianship: Application Process

Complete 60-day care plan AND annual report 

Receive order of guardianship

Attend a court hearing 

Complete service 

File documents at local Probate and Family court

Complete legal paperwork

Complete medical paperwork 

Determine if guardianship is necessary

Katie Campbell, MA, 2026 



Decision Making Supports Beyond 
Healthcare 



Educational Decision-Making Supports 
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IMPORTANT:
If a student disagrees with the 

adult appointed to support with 
educational decision-making on 

an educational decision, the 
student’s decision will stand  

(Massachusetts Department of Elementary and Secondary Education, n.d., p. 9).



Financial Decision-Making Supports 
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Durable Power of Attorney

Representative Payee 

Joint Bank Account 

Special Needs Trust  

ABLE Account 
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Additional Decision-Making Support Areas: Case Study - Jeremy
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Self-determination is linked to better quality of life 

Capacity is not “all-or-nothing” – it is decision and time specific 

Decision-making skills develop overtime  

Supports can enhance decision-making skills 

Decision-making supports should be the LEAST restrictive option whilst balancing safety and autonomy

Supported decision-making allows an individual to keep their decision-making rights and can be combined with other supports 

Start introducing decision-making support options into conversations early 

Katie Campbell, MA, 2026 

Takeaways



Provide families information on ALL decision-making support options and encourage 
exploration of the least restrictive options such as supported decision-making 

Routinely discuss decision-making skills with families (e.g., offer autonomy questionnaires) 
to encourage and measure decision-making skill development 

Ensure collection and documentation of guardianship, supported decision-making, health 
care proxy and release of information paperwork

Katie Campbell, MA, 2026 

Action Steps

1

2

3

18 isn’t the magic number—it's just the opening act...
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Neurodivergent Urban Youth 
(NUY) Clinic Website

• Presenter Email: 
Katie.Campbell@bmc.org

• NUY Clinic Email: 
NUYinfo@bmc.org

Contact Information

mailto:Katie.Campbell@bmc.org
mailto:Katie.Campbell@bmc.org
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