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Major Activities 

1. Focus groups 

2. Interviews 

3. Full-day workshops 

4. Local action 

5. Statewide 
teleconference/webinars 

 

The North Carolina Relationships Initiative 

eople with developmental disabilities want to have healthy relationships with others – 

including romantic relationships.  Yet, this population faces a variety of barriers that 

keep them from experiencing social and emotional relationships.  As a result, many are 

lonely and lack opportunities to meet people and make friends to satisfy their need for 

intimacy.  The North Carolina Relationships Initiative (NCRI) was implemented to address this 

issue.  The purpose of this report is to summarize NCRI activities, our findings, and introduce 

our position statement and policy recommendations to address identified barriers.  What 

follows is: (a) a description of the project purpose and methods; (b) a summary of findings; (c) a 

position statement and policy recommendations that resulted, and (d) concluding discussion. 

For the purpose of this project, we use the term “relationships” broadly to address a wide 

range of connections with others in our communities – primarily with people other than family 

members and paid staff.  Consequently, when we refer to relationships, we mean connections 

with people with and without disabilities in communities where people live including 

recognition through association at places like a local coffee shop, grocery store, the bank, 

acquaintances, friendships, and emotionally intimate relationships including close friendships 

and love relationships, and sexually intimate relationships.  We refer to this wide range of 

connections with others as social and emotional relationships. 

Project Purpose and Methods 

The NCRI project was funded by the North Carolina Council on Developmental Disabilities 

and implemented by the Human Services Research Institute and specialty consultants with 

expertise in disability, sexuality education and policy development.  The purpose of this  

18-month project (July 1, 2010 – December 31, 2011) was: 

 To engage local self-advocates, family members, 

and service provider agency staff to identify 

barriers to healthy relationships; and 

 To develop policy recommendations to establish a 

safe and supportive environment in which self-

advocates can experience healthy social and 

emotional relationships.  

  

P 
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Number of focus group and 
interview participants by group 

 

13  
Family 

members 

15 
Agency staff 

91  
Self-advocates 

To achieve these objectives, we completed six major activities:  

1. We convened eight local focus group meetings to identify barriers. 

We conducted focus groups during October 2010 and March and April of 2011.  The focus 

groups were designed to gather information about self-advocates’ experiences with 

relationships, provider and family member perspectives, and barriers that get in the way of 

people with developmental disabilities experiencing a wide range of relationships in their local 

communities. 

In October 2010, the NCRI project team conducted focus groups in Salisbury, Fayetteville, 

and Asheville, meeting separately with self-advocates, and family members and staff.  We were 

accompanied by local rape crisis center staff to help us address disclosure of abuse and to 

provide information about where to go for help if abuse occurs.  We asked self-advocates about 

their experiences, fears, and hopes regarding 

friendships and romantic relationships, what they have 

learned and want to learn, messages about romantic 

relationships, and barriers and supports to 

experiencing healthy and safe friendships and 

relationships. 

Similarly, we asked family members and staff 

about their experiences, fears, and hopes regarding 

family members or people they support experiencing 

friendships and romantic relationships, barriers and 

supports to healthy and safe relationships, and what 

education is needed to address the issue.  

During this visit, we met with a total of 15 people across the three sites including seven self-

advocates, three parents, and five agency staff.  Though turnout at these meetings was lower 

than expected, we gained valuable insight into perceptions about people with disabilities 

experiencing romantic relationships.  Specifically, we learned that while self-advocates 

welcomed the opportunity to discuss loneliness, friendships and romantic relationships, family 

members and provider agency staff were typically hesitant to discuss this complex and sensitive 

issue.   

This experience helped us to improve our approach for conducting future interviews and 

focus group discussions.  For example, we softened language on our outreach materials (e.g., 

flyers, etc.) by replacing references to friendships and relationships as a part of sexuality to 

friendships and relationships as a natural part of life.  We also changed the way we talked about 
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the project to include a wide range of relationships described above.  These changes seemed to 

put people at ease, making them more receptive to discussing issues related to people with 

disabilities experiencing friendships and intimate relationships. 

In March and April 2011, we conducted five additional focus groups.  Given our altered 

strategy, turnout significantly improved.  Seventy-four self-advocates participated in these 

meetings where we asked the same series of focus group questions.   

These meetings occurred with members of existing self-advocacy groups in Asheville (12), 

Charlotte (25), Greensboro (19), Monroe (5), and Raleigh (13).  All but one group agreed to 

participate in ongoing monthly meetings, which are described below.  (The Greensboro group 

met four times to participate in the project.)  We also introduced the web-based social 

networking site, Facebook, as an additional way to participate in the project. 

Two Facebook groups were established to expand involvement in the project by inviting 

project participants and others with access to Facebook to the groups.  One group is for people 

with disabilities; the other is for parents, professionals and policy makers.  Both groups are 

“closed,” meaning that members must be approved or invited to participate.  Throughout the 

project, we monitored the groups and encouraged discussion by asking questions, posting links 

to websites, videos or documents on topics related to the project, inviting comments and 

opinions, and facilitating ongoing discussion.   

By the end of December, when the project ended, the Facebook group for people with 

disabilities totaled 50 members while the group of parents, professionals and policy makers 

totaled 84 members.  Despite more members in the latter group, participants with disabilities 

posted considerably more discussion. These groups will remain live; however, we will no longer 

monitor discussion. 

2. We conducted 30 interviews with self-advocates, parents, and staff.  

Using our focus group findings, we developed an interview protocol to help us gain a deeper 

understanding of the experiences of people with developmental disabilities in relationships, 

and the impact of these relationships on family members and provider agency staff.  The 

questions addressed experiences with friendships and relationships, issues that arose and how 

they were handled, what type of support or education they received or provided, and what 

support or education is needed to address the issue.  The interviews enabled us to learn more 

about specific barriers, and to find out what family members and provider agencies are doing to 

create opportunities despite challenges.   
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Number of training  
participants by group 

 

11  
Family 

members 

64 
Self-advocates 

88  
Agency staff 

We conducted interviews in Fall 2010.  During this time, we spoke to a total of 30 

individuals from around the state by phone or in person.  Interview participants include 10 self-

advocates, 10 family members and 10 agency staff.   

Taken together, interview and focus group data revealed multiple barriers that interfere 

with opportunities for people with developmental disabilities to experience a wide range of 

safe and healthy relationships in their local communities.  A discussion of barriers is included in 

the Findings section below. 

3. We facilitated three workshops on healthy relationships in Wilmington, 

Greensboro, and Sylva.  

During the last week of May 2011, we convened full-day educational workshops in 

Wilmington, Greensboro, and Sylva.  A total of 163 self-advocates, family members, and 

provider agency staff participated.   

The workshops, entitled Widening the circle: Supporting people with disabilities in 

relationships, were designed to: 

 Inform people about the effects of loneliness,  

 Provide targeted education regarding healthy 

relationships and relationship development,  

 Share useful practices to support people in 

healthy relationships,  

 Increase awareness of barriers identified 

through previous project activities, and 

 Generate a list of recommendations to increase 

opportunities for individuals with 

developmental disabilities to experience safe 

and healthy relationships in their lives.   

In addition, workshop participants were invited to participate in the Facebook groups.  

Meanwhile, we continued to meet monthly with local self-advocacy groups to provide 

education and encourage local action to address one or more identified barriers. 
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4. We provided education and supported local action led by self-advocates to 

address identified barriers. 

Beginning in March 2011, project staff facilitated monthly meetings with a total of 58  

self-advocates in Asheville, Greensboro, Monroe, and Raleigh.  During these meetings, 

individuals received education and training related to safe and healthy relationships.  Activities 

were primarily based on two resources including the Sexuality Education for Adults with 

Developmental Disabilities curriculum1 and the Healthy Relationships and Safe Sex Handbook2.   

In addition to providing education, we supported each group to take local action in their 

own communities to address one or more barriers and increase opportunities to develop safe 

and healthy relationships.  We expected that each group would initiate separate community-

based actions.  After each group watched a video entitled A Credo for Support,3 however, 

participants decided to work together to write a similar statement about how they want to be 

supported to have relationships.  Subsequently, we worked with the local groups to facilitate 

this process.  The final document, written collectively by self-advocates across North Carolina, is 

called A Credo for Meaningful Relationships (see Appendix A).  Group members presented this 

statement to parent groups, educators, providers and others in their local communities.  

5. We hosted statewide teleconference/webinars to share what was learned 

and find out what others think  

We hosted three teleconference/webinar discussions in September and October 2011 to 

provide public discussion on three topics: (a) self-advocate perspectives on barriers to healthy 

relationships and how to address them, (b) balancing individual freedoms against guardianship 

and concerns for safety, and (c) a Charlotte provider’s successful approach to supporting 

individuals in ways that promote self-determination while also respecting needs and concerns 

for health and safety.  An average of 20 phone lines were dialed in to each call with either 

individuals or groups participating on each line.  The calls were facilitated by project staff and 

featured a panel of local self-advocates, family members and/or professionals and experts in 

the field.       

                                                           
1
  McLaughlin, K., Topper, K., & Lindert, J. (2010), Sexuality Education for Adults with Developmental Disabilities. 

Keene, NH: Planned Parenthood of Northern New England. 
2
  Meadours, J. & Wagle, R. (2006), Healthy Relationships and Safe Sex Handbook. Portland, OR: Human Services 

Research Institute. 
3
  Kunc, N. & Van de Klift, E. (1995), A Credo for Support. Found March 1, 2011: 

http://www.mtcdd.org/transition/Web trainings/Disability History/Credo_text_with_uTubeLinks.pdf. 



North Carolina Relationships Final Report, February 2012 

Human Services Research Institute   6 

Summary of Findings 

People with developmental disabilities in North Carolina experience multiple barriers to 

safe and healthy relationships.  Taken together, interview and focus group data reveal 11 major 

barriers that interfere with opportunities for people with developmental disabilities to 

experience a wide range of relationships with people other than family and paid staff.  These 

barriers are organized into three broad categories illustrated in the graphic below: underlying 

beliefs; (b) individual obstacles; and (c) institutionalized patterns that reinforce other barriers.   

Barriers to social and emotional relationships  
experienced by people with developmental disabilities 

 
 

Each category and its associated barriers are presented below with comments from 

participants. 

Underlying beliefs 

Significant barriers are evident in prevalent stereotypes and outdated ways of thinking 

about people with disabilities that affect the way community members, family members, staff, 

and the service system interact with and support people with developmental disabilities.  These 

underlying beliefs, while likely due to lack of education or intentions to protect individuals from 

harm, often function to restrict access to community life.   

1. Staff beliefs and values frequently interfere with an individual’s ability to develop 

and exercise his or her own beliefs, values, and preferences.  

Beliefs that people with disabilities should not have intimate relationships or that sexual 

relationships should not happen outside of marriage are prevalent.  Both provider agency staff 

and people receiving services report difficulty when staff and individual values and beliefs 

conflict regarding intimacy and sexuality.  When staff are allowed to promote their own beliefs 

and values, they infringe on an individual’s rights by interfering with his or her ability to develop 

and exercise his or her own beliefs, values, and preferences.   

Underlying beliefs 

• Staff beliefs 

• Stereotypes 

Individual obstacles 

• Harmful messages 

• Not having control 

• Concerns for safety 

• Lack of information 
and support 

Institutionalized 
patterns 

• Segregation 

• Guardianship 

• Widespread lack of 
education 

• The Marriage Penalty 

• Transportation 
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Harmful messages 

“You do not have feelings.” 

“You are not able.” 

“You can’t make decisions.” 

“You need protection.” 

“You are not credible.” 

“It’s not an option for you.” 

“You are not sexual.” 

“You are not complete.” 

“You are not a person.” 

“You’re not sexually active, 

right?” 

2. Stereotypes about people with disabilities are prevalent.  

Many people reported that families, providers and members of the broader community 

believe harmful stereotypes about people with disabilities.  For example: 

 People with disabilities do not belong in the community.  They should be in special 

places just for them. 

 People with disabilities want to be “with their own kind.” 

 People with disabilities are sexually deviant. 

 People with disabilities are not capable of having intimate relationships, falling in love 

and getting married, or being parents. 

Myths like those noted above perpetuate barriers that prevent people with disabilities from 

living a full community life. 

Individual obstacles 

Individual obstacles include harmful messages, overbearing concerns of others, lack of 

control over one’s own life and lack of information and support.  These obstacles vary from 

person to person according to a variety of individual factors like where a person lives or the 

values and beliefs of family members, staff and other 

people in their lives. 

3. Harmful messages about the potential of 

people with developmental disabilities damage 

self-esteem, and promote low expectations and 

vulnerability to abuse, neglect and 

exploitation.  

Throughout their lives, people with disabilities 

receive harmful messages from doctors, family 

members, teachers, provider agencies, staff and the 

broader community that they “cannot” do or be because 

they have disabilities.  For example, people with 

disabilities hear that they cannot experience love or 

romantic relationships for a variety of reasons.  These 

messages are destructive to self-esteem, which has a 

significant impact on quality of life.  

Other messages promote low expectations and vulnerability to exploitation and abuse by 

accepting inappropriate behaviors that we would not accept from persons without disabilities. 

For example, by teaching people with disabilities to ask for a hug from staff and strangers, we 

teach them inappropriate social behaviors.  By disallowing privacy in group homes, we teach 
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“Family and guardians run the 

show. When is it my turn to call the 

shots in my life?” 

“I just want my life to be mine.” 

people not to have personal boundaries with their bodies.  When we allow people with 

disabilities to act inappropriately in public, we are setting them up to fail in social situations.   

4. Other people’s concerns for safety prohibit the development of critical social 

skills and independence. 

Parents care deeply about their sons and daughters and want them to have choices, 

opportunities, and to live happy and productive lives.  Yet, they are concerned about safety and 

how their children will be treated in the community.  They also fear that their adult children will 

not be able to protect themselves from physical harm, abuse, and exploitation.  These fears and 

concerns frequently get in the way of opportunities for people with developmental disabilities 

to develop appropriate skills to keep themselves safe.  Many parents struggle to allow their 

sons and daughters independence while also keeping them safe and expressed the desire for 

support in this area.  Additionally, families are fearful that if their sons or daughters express 

sexual behaviors or the desire for intimate relationships, they will be denied services. 

5. Many people with developmental disabilities lack control over their own lives. 

Many people with developmental disabilities who live with families or in residential settings 

like group homes and ICFs/MR do not have freedom and control to make decisions about their 

own lives including whom they spend time with and when, where they go in the community, 

and how much privacy they have.  For example, 

participants shared a list of “silly rules” they experience 

as residents of group homes, like not being allowed to 

be in the bathroom or their bedrooms with the door 

closed, not being able to have visitors or take phone 

calls, and having to wake up or go to bed at certain 

times.  

6. People with developmental disabilities do not have access to appropriate 

information and supports to develop safe and healthy relationships. 

Many parents and staff are reluctant or lack the knowledge and skills to provide information 

and discuss issues related to sexuality and relationships even though individuals are sexually 

active or want to be.  Likewise, provider agency staff report limited flexibility, and limited 

community and financial resources to provide education and creative supports that would help 

people develop and maintain safe and healthy friendships and relationships with people in the 

community.   

Moreover, many provider agencies have rules against sexual behavior and policies to treat 

expressions of sexuality as a behavior problem to be corrected.  As a result, many individuals 

who receive services do not have adequate social skills and support to keep themselves safe.  In 
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“The service system is isolating.” 

“There are a lot of fears about 

safety and liability” 

 “People in group homes, day 

centers and workshops live 

sheltered lives.” 

“Staff won’t let me go out by 

myself.” 

 “Staff take residents to disability-

only events rather than connecting 

people to events in the community.” 

“Everyone has 

guardianship.” 

“Group home staff act like 

my boss or something.” 

 “We need education about 

what my rights are and 

what staff rights are.” 

fact, self-advocates report receiving misinformation from peers, “the street,” or from 

experiences of abuse and exploitation. 

Institutionalized patterns 

Barriers in this category include outdated ideas, rules and behaviors that are deeply 

embedded in education and developmental disability services systems.  These patterns affect 

the availability of needed information and education and the implementation of policies and 

practices that guide approaches to supporting people with developmental disabilities.  These 

barriers have a profound impact on most people with 

developmental disabilities receiving services in North 

Carolina. 

7. Misuse of guardianship restricts one’s ability to 

make choices and decisions about his or her life.  

Many residential and other provider agencies have 

policies to consult with guardians or implement rules 

imposed by guardians that restrict an individual’s ability to 

make choices and decisions about their own lives.  These 

restrictive policies appear to be based on myths about the limits of guardianship, may violate 

individual rights, and may not be appropriate according to the type of guardianship an 

individual has.  Additionally, individuals who have guardians do not understand what decisions 

and activities they should have control of. 

8. Segregated residential and day services effectively isolate people with 

developmental disabilities from their communities. 

Many individuals with developmental disabilities 

receive residential and day services in congregate 

settings that are segregated from the rest of the 

community.  Agencies that provide these services 

operate within a system that prohibits a flexible and 

creative approach to supporting people in the 

community and promotes restrictive policies and 

practices.  These practices limit individual freedoms 

to move around in the community, connect with 

others without disabilities based on mutual 

interests, and develop safe and healthy friendships 

or romantic relationships with individuals they 

choose.   
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“Loneliness is a health issue. 

People need relationships to live 

healthy lives.” 

“We need to learn how to meet 

people, ask people out, be a better 

friend, afford being married, get 

out of relationships gently, do the 

right thing for ourselves and the 

other person, be safe, talk to 

parents and others about what we 

need, how to speak up for 

ourselves.” 

“We need help letting go.” 

“It’s hard to even 

see friends.” 

9. The Marriage Penalty forces individuals with developmental disabilities to 

choose between critical income and a loving marriage commitment. 

Many people with developmental disabilities rely on SSI/SSDI to pay for living expenses like 

rent, utilities, and to otherwise live their lives.  Unfortunately, the federal Social Security rules 

penalize SSI and SSDI recipients for getting married or “holding out” (living together) as married 

by reducing the amount of one or each person’s benefits.  This is called the Marriage Penalty.  

Thus, people who love each other are forced to decide between critical income and a loving 

marriage commitment to each other. 

10. Lack of transportation prevents individual access to people in the community 

including family and friends. 

Reliable and convenient transportation is not always available, 

especially during evenings and on weekends.  Additionally, accessible 

transportation requires advance notice and is unreliable.  This makes it 

difficult for people who rely on these types of transportation to access 

people and experiences in the community.    

11. Widespread lack of education across multiple groups perpetuates loneliness and 

isolation. 

Lack of education is a tremendous barrier across 

multiple groups of people including individuals with 

developmental disabilities, families, schools, 

provider agencies, and the broader community.   

For example: 

 Individuals with developmental disabilities 

lack appropriate social and safety skills and 

sexuality education to develop a wide range 

of safe and healthy relationships;  

 Families lack education about how to 

support the healthy development of self-

determination skills, independence, and a 

healthy sexuality;  

 Schools exclude students with disabilities 

from sexuality education;  

 Provider agencies lack education and resources about how to support adults to develop 

safe and healthy relationships in the community, including romantic and sexual 

relationships;  
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Policy Recommendations  

1. Align current practice with what 
people want 

2. Promote self-determination 

3. Utilize natural supports 

4. Use guardianship with caution 

5. Respect individual liberty and 
expression of healthy human 
sexuality with appropriate 
education and support and 
attention to health and safety 

 Provide comprehensive 
education and support 

 Assure health and safety 

 Provide opportunities for 
individuals to express 
healthy human sexuality 

 

 

 The broader community does not perceive people with disabilities as normal and 

productive members of society. 

As substantiated by these findings, people with developmental disabilities in North Carolina 

face multiple barriers to experiencing healthy social and emotional relationships that are 

essential to human health.  These relationships are typically accessible to others in the general 

population and include a wide range of connections to people.  Yet, these connections are 

largely unavailable to people with developmental disabilities.  Typically, friendships are the first 

step to intimate relationships, which can include emotional closeness, romance and marriage.  

Currently, many people with developmental disabilities experience loneliness and isolation due 

to multiple barriers noted above.  What follows is a description of our position statement and 

policy recommendations to address these barriers. 

Position Statement and Policy Recommendations 

Responding to our findings, we developed a position statement on social-emotional 

relationships.  The position statement was developed with input from self-advocates, family 

members, service providers and others.  The purpose of the statement is to increase awareness 

of loneliness and isolation experienced by people with developmental disabilities and to 

suggest what can be done to overcome barriers that 

contribute to this issue.  To develop the statement, we 

conducted separate teleconferences with self-

advocates and with a group of family members, 

provider agency staff and others to review an initial 

statement and gather feedback.  Utilizing this input, 

we finalized the statement and created a second one-

page version written in clear language for self-

advocates and others (Appendix B).  Later, we 

distributed a press release by email announcing both 

versions of the position statement to project 

participants.   

Following release of the position statement, we 

worked with local Charlotte service providers, InReach, 

Developmental Disability Resources Inc. and Easter 

Seals/UCP, to develop policy recommendations to 

address identified barriers.  The policy 

recommendations address a range of topics related to 

supporting people with developmental disabilities to 
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safely and responsibly experience healthy social and emotional relationships.  These 

recommendations are detailed below and are available as a separate document.4   

The position statement and the Credo for Meaningful Relationships contributed to our 

policy recommendations.  Each seeks to increase awareness and describes the actions family 

members, service providers and others in North Carolina should take to reduce the impact of 

identified barriers on the lives of people with developmental disabilities.  Meanwhile, our policy 

recommendations provide details about how such actions can be taken.  As illustrated by the 

graphic below, we believe that if implemented, opportunities for people with developmental 

disabilities to live full community lives will increase, yielding improved outcomes.  Such 

outcomes may include increased community integration, reduced loneliness and isolation, and 

greater numbers of individuals living self-determined lives and experiencing healthy 

relationships they choose. 

 

Below, policy recommendations resulting from our efforts are organized according to five 

major themes: (a) align current practice with what people want; (b) promote self-

determination; (c) utilize natural supports; (d) use guardianship with caution; and (e) respect 

individual liberty to express sexuality with appropriate education, support and attention to 

health and safety.  Recommendations are detailed below according to each area. 

1. Align current practice with what people want 
Belief: As previously described, self-advocates themselves clearly articulate in the Credo 

what people with developmental disabilities want in regards to opportunities and support 

to experience healthy friendships and relationships.  People with disabilities should:  

 Be listened to and respected.  

 Be recognized and treated as adults regardless of the challenges they face.  

 Make their own decisions and learn from their mistakes.  

                                                           
4
 http://www.hsri.org/project/north-carolina-relationships-initiative/overview/ncri-materials 

Increase 
Awareness 

Position statement 

A Credo for 
Relationships  

Take Action 

Implement policy 
recommendations 

Increase 
opportunities 

Improve Outcomes 

Community integration 

Reduced loneliness 
and isolation 

Self-determination 

Healthy relationships 
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 Access people, places, and experiences in their own communities according to their 

interests and preferences.  

 Choose their friends and who they want to spend time with.  

 Experience safe and healthy friendships and intimate relationships with the people 

they choose, regardless of ability, gender, orientation, etc.  

 Experience privacy in their homes and rooms to be alone, or with friends or dates.  

 Receive comprehensive education about their bodies, sexuality, hygiene, 

appropriate public and private behavior, and how to protect themselves against 

abuse, unwanted pregnancy, and disease.  

 Have access to open, honest and supportive conversations about making friends, 

dating, sexual health and safety.  

 Be supported by staff and others who respect their right to live self-determined lives 

in every way possible.  

Recommendations:  

Self-advocates have spoken – policy makers and service providers must listen.  We urge 

state policy makers and local service providers to assess current practices and individual 

outcomes against the values laid out in the Credo.  Questions policy makers and providers 

might ask include: 

 Is the service system responsive to barriers that interfere with individuals achieving 

valued roles in the community such as neighbor, friend, employee, or spouse? 

 Do staff provide ample opportunities for community integration and socialization 

according to individual goals, interests, and preferences with appropriate education 

and support? 

 Are individuals satisfied with the number and depth of relationships they have with 

people other than family and paid staff? 

 Are individuals satisfied with their ability to see or communicate with friends or 

significant others when they want to?  

2. Promote self-determination 
Belief: Individuals with intellectual and developmental disabilities have the same human 
rights and dignity that all humans should expect.  All individuals have the right to live self-
determined lives according to the guiding principles of self-determination.   

Self-determination has been defined many ways.  According to self-advocates,  
“self-determination is a process that differs from person to person according to what each 
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individual determines is necessary and desirable to create a satisfying and personally 
meaningful life.”5  Ideally, this process is based on the principles of self-determination.  Five 
key principles are often used to guide self-determination policy and practice.6 

 Freedom – with freely chosen family, friends and others – to plan a life with 
necessary supports rather than purchase a program. 

 Authority to control a certain amount of dollars to purchase supports. 

 Autonomy. The arranging of resources and personnel - both formal and informal - 
that will assist an individual with disabilities to live a full life rich in community 
affiliations. 

 Responsibility. The acceptance of a valued role in an individual’s community through 
competitive employment, organizational affiliations, spiritual development, and 
general caring of others in the community, as well as accountability for spending 
public dollars in ways that are life-enhancing for persons with disabilities. 

 Confirmation. The obligation to play an important leadership role in improving 
system policy and practice by providing feedback on their experiences or acting as 
mentors to peers. 

Recommendations:  

 Staff should be trained to listen to and support each individual’s choices and 
preferences and offer appropriate choices and opportunities based on individual 
age, abilities, wants and needs, as well as concerns for health and safety.   

 Educate families, staff, and other supporters about the importance of self-
determination to address safety concerns and promote the independence of 
individuals receiving services. 

 Treat all people with dignity and respect.  Evidence of respectful treatment includes 
but is not limited to making eye contact, displaying social etiquette, including the 
person in conversations, showing common courtesy, acknowledging choice and 
preferences, allowing individuals to speak up for himself or herself, respecting an 
individual’s personal space and domain. 

 Use person-centered planning methods to help individuals develop meaningful 
goals, and utilize self-advocacy skills to ensure access to available services and 
resources.  Use this information to connect individuals with resources available in 
the community.  This frequently requires a creative approach and thinking “outside 
the box.” 

                                                           
5
  The Self-Advocacy Association of New York State (SANYS): http://www.sanys.org/determination/deter_3.htm. 

6
 The Center for Self-Determination is a working collaborative of individuals and organizations committed to the 

principles of self-determination. http://www.self-determination.com.  
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 Directly teach individuals choice-making, problem-solving, self-advocacy and 
leadership skills and provide opportunities to practice such skills in community 
settings in which they will be used. 

 Provide structured opportunities for access to the community based on the interests 
and values of the individual. 

 Provide ample opportunities for individuals to access the community independently 
and encourage direct interaction with other individuals in the community.  

 Support individuals to become regularly attending and contributing members of 
groups that are formed around areas of interest. 

3. Utilize natural supports 
Belief: Natural supports are friends, family members and community members and are an 
important facet of individuals’ lives.  Natural supports provide connections, relationships, 
and safety while diminishing loneliness and isolation. 

Recommendations: 

 Train people providing services to develop and maintain natural support networks 
and relationships by assessing the existence of natural supports and the desire to 
build or maintain a network of natural supports that is satisfactory to each 
individual.  Person-centered planning incorporates supports and resources closest to 
the individual such as family, friends, neighbors and co-workers who can offer 
assistance in natural ways, as well as other community resources (e.g., businesses, 
dance clubs, libraries, schools and colleges).      

 Develop standard tools to assess the existence of natural supports and intimate 
relationships in people’s lives and to ensure natural supports and intimate 
relationships exist at a satisfactory level. 

o Examples of these tools include the InReach Person Centered Plan 
Assessment and the Natural Support Analysis (available from InReach).7 

 Include information collected with these tools in goals in the Person Centered Plan 
and in personal activities. 

 Document progress toward achieving a satisfactory natural support network. 

4. Use guardianship with caution  
Belief: Effective guardianship involves the participation of the person to the highest degree 
possible when decisions are being made about the person’s life or well-being.   

Most of us (including people with and without disabilities) do not make big decisions 
without first consulting someone we trust.  Guardianship should never be taken lightly and 
should only be accessed after alternatives have been explored and it is clear that a person 
cannot make safe, responsible decisions with support from people close to him or her.  

                                                           
7
 http://www.inreachnc.org 
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Recommendations: 

 Explore alternatives to guardianship including Power of Attorney, Living Wills, etc. 

Disability Rights North Carolina8 is an excellent resource for this information. 

 When necessary, support people to secure competent and responsive guardians to 
help them make informed decisions if this becomes necessary to ensure the health 
and safety of the individual.  For example, if a guardian refuses to give consent for 
the individual to take a relationship and/or sex education class, the agency will 
advocate for the individual.  The agency may also refer the individual for advocacy 
and/or legal services. 

 Agency staff must understand North Carolina Guardianship laws regarding different 
types of guardianship and alternatives to guardianship.  Disability Rights North 
Carolina is an excellent resource for this information. 

 Note: North Carolina Guardianship Standards9 do not specifically give the guardian 
authority of the individual’s personal associations.  These standards state that “to 
the maximum extent of his capabilities, an incompetent person should be permitted 
to participate as fully as possible in all decisions that will affect him.” 

5.  Respect individual liberty and expression of healthy human sexuality 

with appropriate education and support and attention to health and 

safety. 
Belief: Supporting people with developmental disabilities to safely experience the 

relationships they seek is a rewarding experience, yet can be a complex and challenging 

undertaking.  While some people may feel satisfied with multiple friendships; others may 

choose to have a limited number of close friendships and intimate relationships – including 

sexual relationships.   

Recommendations: 

Sexual relationships present a variety of risks and concerns for health and safety that 

must be addressed proactively.  As a result, many of the following policy recommendations 

are focused on this topic.  Our intention is not to promote sexual relationships.  Rather, it is 

to promote individual rights to experience healthy expressions of human sexuality by: (a) 

providing appropriate and comprehensive education and support; (b) assuring health and 

safety; and (c) providing opportunities to express healthy human sexuality.   The following 

recommendations are presented below according to these three categories. 

                                                           
8
 Disability Rights North Carolina is an independent, private not for profit organization designated by the Governor 

to ensure the rights of all state citizens with disabilities through individual advocacy and system change. Disability 
Rights NC (formerly Carolina Legal Assistance) is part of a national system of federally mandated independent 
disability agencies. http://www.disabilityrightsnc.org. 
9
 North Carolina Guardianship Standards 35A-1201(5). 

http://www.ncids.org/Other%20Manuals/Guardianship%20Manual/Text.htm. 
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5a. Provide comprehensive education and support 

Comprehensive education and support would benefit people receiving and providing 

services, family members, agency staff and the broader community.  Recommendations for 

comprehensive education and support cover eight topics including: (a) relationships and 

sexuality; (b) consent; (c) sexual advocacy; (d) sexual contact and intercourse; (e) pregnancy 

prevention; (f) pregnancy; (g) sexual orientation; and (h) sexually transmitted infections.  

Each topic is described below. 

1. Comprehensive relationships and sexuality education 

Belief: Pursuing relationships of choice is a basic human right.  All persons have the 
need to develop and maintain personal relationships that are meaningful to them.  
They also have the right to obtain accurate, current and factual education regarding 
relationships and sexuality. The denial of sexual education to people with 
intellectual disabilities has contributed to exploitation, abuse and misinterpretation 
of behavior.   

Recommendations:  

 Provide comprehensive sexuality education to all individuals served and their 
families, staff and other supporters.  Access additional resources and services 
when necessary.   

o This education should include but not be limited to interpersonal skills; 
communication, decision-making, assertiveness, sexual self-advocacy and 
refusal skills; sexual health and hygiene; and information related to 
sexuality and specific disabilities; education to help decrease the risk of 
victimization and abuse and reduce the risk of unwanted pregnancy and 

Provide comprehensive 
education and support  

• Comprehensive 
Relationships and 
Sexuality Education 

• Consent 

• Sexual Advocacy 

• Sexual Contact and 
Intercourse 

• Pregnancy Prevention 

• Pregnancy  

• Sexual Orientation 

• Sexually Transmitted 
Infections 

Assure health and safety 

• Reproductive health 

• Designated Safe Staff 

• Abuse, Harrassment and 
Exploitation 

• Staff-Individual Contact 
and Boundaries 

Provide opportunities to 
express healthy human 

sexuality 

• Privacy 

• Cohabitation, Marriage 
and Unions 

• Masterbation and  
Self-Stimulation 

• Erotica 
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disease; and actions that can be misinterpreted as behavior with a 
criminal intent.  

o There are many curriculums available to choose from.  Provider agencies 
should select a curriculum that best suits their needs or develop their 
own.  The Safe Sex Handbook and the Sexuality Education for Adults with 
Developmental Disabilities curriculum were utilized during this project. 

o Individuals may need other resources and services to develop and 
maintain healthy relationships.  Agencies should access available 
community and other resources to address these needs.  This requires 
agencies to maintain current knowledge of community resources.  

o Other resources and services may include counseling, family planning, 
medical treatment, legal services, etc. as determined appropriate by 
designated staff according to individual circumstance. 

 Provide education directly to people receiving and providing services and 
direct support for safe, legal and consensual relationships.  Access additional 
resources and services when necessary. 

 Provide support to individuals as they establish personal relationships with 
the people they choose.  

o This support may include creating partnerships, developing relationships, 
building bridges with other community organizations or individuals to 
create social opportunities in the community according to an individual’s 
interests and preferences. 

 Teach responsible behavior consistent with the norms of the communities in 
which individuals live. 

 Develop procedures to gather information about current or potential 
personal and/or sexual relationships directly and respectfully from the 
individual to determine whether health and safety issues are present and 
what education, support, or additional resources (e.g., counseling, family 
planning, etc.) the individual needs to develop and maintain a healthy 
relationship. For example: 

o Privately discuss the relationship with the individual to determine the 
nature of the relationship including how they met; how the relationship 
has developed to date; where the individuals sees the relationship going; 
and how roommates or family members feel about the relationship. 

o Meet the friend if the relationship is more than casual to assess safety. 

o Determine education or service needs to support healthy relationship 
development or other assistance as needed. 

 Develop procedures for intervening respectfully when there are concerns for 
the safety of the person receiving services.  
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2. Consent  

Belief: Any relationship, including a sexual relationship, must be consensual; that is, 
it must involve the willing participation of those in the relationship.  A person’s 
ability to understand the nature of sexual activity and the implications or 
consequences of that activity is a key component of consent.  Due to the varying 
levels of cognitive ability, as well as the fact that people with intellectual disabilities 
have been denied sex education and have had few typical opportunities for a range 
of social and sexual activities, questions may arise concerning ability to give 
informed consent in social or sexual situations. 

Recommendation: 

 Address the issue of consent through education to both people receiving and 
providing services, families and other supporters.  Ensure that this education 
is tailored to the person receiving services receives and that he or she 
understands this education to the best of his or her abilities.  Provide 
supports as needed. 

3. Sexual Advocacy 

Belief: Everyone has the right to advocate for themselves in areas that impact their 
lives. Relationships and intimacy are two critical areas in which people have the right 
to speak for themselves to get their needs met. 

Recommendations: 

 Provide education directly to individuals with developmental disabilities 
regarding self-advocacy and sexual self-advocacy.  This education is best 
provided by peers. 

 Provide agency-wide support for an individual’s right and need to speak for 
themselves concerning these subjects in any situation.   

 Train direct service staff to support self-advocacy and sexual self-advocacy.  
Access additional resources and services when necessary.   

4. Sexual Contact and Intercourse 

Belief: Sexual contact and intercourse – defined as any physical contact between 
people that involves genital contact, or contact with breasts or buttocks, including 
oral, anal and vaginal sex – is a right of consenting adults regardless of sexual 
orientation, creed, color or disability.  A sexually intimate relationship is recognized 
as an exciting and fulfilling time, and a significant developmental and lifestyle 
marker.  With this experience comes the obligation to make responsible decisions.  

Individuals should be fully informed and able to consent before they begin a sexual 
relationship.  Unwanted pregnancy, disease and abuse are all legitimate concerns 
related to sexual contact. However, these risks should not automatically preclude 
individuals from experiencing sexual contact. Providing education and experience 
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regarding sexuality and relationships will help those who have historically been 
denied access to both to undertake responsible decisions. 

Recommendations: 

 Provide education to people receiving and providing services, families, and 
other supporters regarding how the agency supports individuals to make 
choices regarding sexual contact. 

 Provide education, support and “Designated Safe Staff” (see below) to 
support healthy, consensual sexual contact.  Access additional resources and 
services when necessary. 

5. Pregnancy Prevention 

Belief: For those who choose to engage in heterosexual behavior, pregnancy 
prevention is a critical issue.  Everyone has a right to choose birth control options to 
prevent pregnancy.    

Recommendation: 

 Provide education regarding the importance of pregnancy prevention, and 
support the birth control method of choice for individuals through accessing 
medical and/or family planning services.  

6. Pregnancy 

Belief: The decision to become a parent and raise a child must be made with an 
understanding of the financial, emotional, and time commitments involved.  The 
parent(s) should also be aware of the risks involved if these commitments are not 
met.  However, having an intellectual disability does preclude people with 
developmental disabilities from being a responsible parent.  

Recommendations: 

 Provide education, counseling and support surrounding the decision of an 
individual woman with regard to pregnancy.  Access additional resources and 
services when necessary. 

 Provide similar information to any partner of the pregnant woman with 
regard to his or her role and responsibilities.  

 Determine whether the agency is licensed to provide support to individuals 
under the age of 18 and communicate the agency’s position on supporting 
individuals to raise their children. 

7. Sexual Orientation     

Belief: People have the right to be in consensual relationships of choice with those 
of the same or opposite gender.  Although sexual orientation is often subject to 
divergent attitudes, all individuals need to discover and express who they are free 
from external pressures, prejudices and discrimination.  Regardless of orientation or 
gender, everyone has a right to intimacy within a consensual relationship.   
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Recommendation: 

 Provide education and training to both people receiving and providing 
services, families and other supporters.  Access additional resources and 
services when necessary. 

8. Sexually Transmitted Infections  

Belief: All those who are sexually active are at risk for Sexually Transmitted 
Infections or STIs (known diseases that can be transmitted through sexual contact 
and/or exchange of bodily fluids).   

Recommendations: 

 Support the use of condoms and dental dams as safe-sex practices.  

 Provide education to prevent STIs.  Access additional resources and services 
when necessary such as those offered through community health 
practitioners or Planned Parenthood. 

 Train staff to treat people with STIs and/or HIV without discrimination.  

5b. Assure health and safety 

Recommendations related to assuring the health and safety of people receiving services 

address four areas: (a) reproductive health; (b) designated safe staff; (c) abuse, harassment 

and exploitation; and (d) staff-individual contact and boundaries.  Each of these 

recommendations is presented below.  

9. Reproductive Health 

Belief: Everyone experiences some level of risk for disease or other health issues 

related to reproductive organs whether sexually active or not.  Everyone has the 

right to education, information and resources to protect themselves, prevent 

disease and support a healthy life.  

Recommendations: 

 Provide age and gender-appropriate education and support to men and 
women with disabilities of all ages to prevent disease and health issues, 
recognize symptoms of problems, take care of one’s own health (e.g., 
conduct breast exams) and access medical care when necessary. 

 Support individuals to seek regular, medical check-ups including annual 
breast and pelvic exams for adult women, annual mammograms for women 
ages 40 and older, annual prostate exams men ages 50 and older, and 
assessment of risk for certain cancers (e.g., breast, prostate, etc.) and other 
life-threatening illnesses. 
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10. Designated Safe Staff 

Belief: Everyone should have someone to communicate with who is trusted, safe, 

informed and concerned; and who is compelled to provide effective problem-solving 

support.  This is especially important for people with disabilities who often do not 

have natural supports to fill this role.  

Recommendations: 

 Train a team of Designated Safe Staff to provide accurate information and 
support related to general areas of relationship and sexuality.  Access to 
Designated Safe Staff will also reduce the risk of sharing private and personal 
information with people with whom they are unfamiliar.  

 Provide education to people receiving and providing services, family 
members and other supporters regarding the roles and responsibilities of 
Safe Staff, who an individual’s Safe Staff is, and how and when to access 
them. 

 Safe Staff will provide support limited to their scope of knowledge and will 
provide access to additional resources and services as needed.  

11. Abuse, Harassment and Exploitation 

Belief: Everyone has a right to be free from abuse, coercion, exploitation and 
harassment. People with intellectual disabilities are recognized as one of the most 
victimized groups in society, with those providing care the primary abusers.  People 
with disabilities must be made aware of their rights to a safe place to live and to be 
supported by safe, respectful staff.  They must also learn how to understand and 
report abuse.   

Recommendation: 

 Provide education and support to people receiving and providing services, 
Designated Safe Staff, families and other supporters to address potential 
abuse, harassment and exploitation.  Access additional resources and 
services when necessary.  

12. Staff-Individual Contact and Boundaries 

Belief: Touch and informal conversation may be easily misinterpreted by the people 
directly involved and/or observers.  Understanding physical and emotional 
boundaries helps to ensure that people will develop and maintain effective 
relationships.  This understanding also helps people recognize potentially unsafe 
contact and to avoid behavior that may be misinterpreted. 

Recommendations: 

 People providing services will model socially acceptable touch and speech in 
every situation.  
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 Sexual contact between those providing and those receiving services is 
prohibited at all times.  

 Provide education and support to staff providing services related to ethics 
regarding service relationships.  Access additional resources and services 
when necessary.  

o For example, new staff should not provide assistance in the bathroom 
before the individual indicates this level of comfort with a direct 
support staff. 

o Develop a routine procedure for bathing and supporting an individual 
to use the bathroom.  Educate people receiving and providing 
services regarding this standard to safeguard privacy and prevent 
inappropriate touch. 

5c. Provide opportunities to express healthy human sexuality 

Recommendations in this area are based on the assumption that sexuality is a natural 

part of human life and that all humans – including individuals with intellectual and other 

developmental disabilities – have the right to express sexuality with dignity, responsibility, 

and in ways that are healthy and respectful of the rights of others.  Again, our intention is 

not to promote sexual relationships.  Rather, it is to promote individual rights to experience 

healthy expressions of human sexuality.  Topics in this area include: (a) privacy; (b) 

cohabitation, marriage and unions; (c) masturbation and self-stimulation; and (d) erotica.  

13. Privacy  

Belief: Everyone is entitled to privacy regarding his or her body and personal space.  
This is critical to their mental and emotional well-being, and for understanding and 
maintaining a safe and healthy distance from others.   

Recommendations: 

 Provide education and direct staff support to ensure privacy.  This includes 
ongoing evaluation of how staff balance human dignity with privacy and 
support in intimate areas (e.g., assisting an individual in the bathroom). 

 Eliminate rules that restrict an individual’s privacy to use the bathroom or be 
alone or with a friend or date in his or her own room or home. 

14. Cohabitation, Marriage and Unions 

Belief: Everyone has the right to opportunities for consensual live-in partnership 
with the person of his or her choice.  This is a significant developmental and lifestyle 
marker and one of the most important decisions a person can make. 
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Recommendations: 

 Provide education to people receiving and providing services, families and 
other supporters regarding sexuality and relationships to help people 
undertake safe and healthy decisions regarding long-term partnerships.  

 Provide education about the federal marriage penalty and how marriage can 
affect benefits.  Access additional resources and services when necessary.  

15. Masturbation and Self-Stimulation 

Belief: Masturbation is a natural sexual exploration of one’s own body that is 
acceptable when done in a safe, private place.  An understanding of privacy, 
appropriateness, and gentleness is essential.  Although people with intellectual 
disabilities are often misinformed about masturbation, and have been punished for 
practicing this form of sexual expression, everyone is entitled to an atmosphere of 
comfort and calm regarding this private sexual expression. 

Recommendations: 

 Support safe and private opportunities for masturbation.  Access additional 
resources and services when necessary. 

 Provide education to people receiving and providing services about safe and 
private places where this form of sexual expression is appropriate and not 
appropriate. 

16. Erotica 

Belief: A broad range of sexually explicit material is available.  Therefore, adults 
may need assistance in accessing material that is enjoyable, respectful to human 
dignity and does not present sexual violence, illegal activity, or violate state or 
federal laws.  

Recommendation: 

 Provide support to an adult requesting access to use and own any legal erotic 
materials if they are used responsibly and privately, and without the 
potential for criminal behavior.  For example, provide staff support to a 
person receiving services to access adult materials online or at a local adult 
shop. 
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Discussion 

Across the country, people with developmental disabilities frequently experience loneliness 

and isolation.  This issue is also evident in North Carolina where multiple barriers described 

above prevent people with developmental disabilities from experiencing the healthy social and 

emotional relationships they seek.   

We commend the North Carolina Council on Developmental Disabilities for addressing this 

complex and sensitive issue by funding the North Carolina Relationships Initiative.  As a result of 

this project, North Carolina is poised to take intentional action to address this issue and 

produce better outcomes for people receiving developmental disability services.  Outputs from 

our efforts include increased public discussion about this issue, a powerful Credo for 

Meaningful Relationships written by self-advocates, a position statement that describes actions 

stakeholders can take, and specific policy recommendations, which challenge disability service 

providers and others to change current practice.   

We believe that future efforts taken by self-advocates, family members, service providers, 

policy makers and others will contribute to better outcomes including reduced loneliness and 

isolation, increased community integration, self-determination and reliance on natural 

supports, and increased opportunities for people with developmental disabilities to have 

people they care about in their lives.  This initiative is just at its beginning.  We urge the Council 

to continue addressing this issue and indentified barriers with additional funding and/or 

partnerships with other organizations that have expressed interest in this project including 

InReach, Disability Rights North Carolina, the North Carolina Coalition Against Sexual Assault 

and others.  Such initiatives or partnerships could include efforts to: 

 Implement policy recommendations.  This can be done by developing a community of 
practice that functions to create one or more pilot projects and supports each other to 
change service practices that act as barriers. 

 Create a network of educators – including self-advocates as trained co-facilitators – to 
provide widespread and targeted education to people receiving services, people 
providing services, and family members around the state.   

 Enlist local self-advocacy groups to present the position statement and Credo for 
Meaningful Relationships to press for systems change. 

Given the increased awareness and momentum this initiative has generated, we believe 

many are prepared to take action to reduce identified barriers that lead to loneliness and 

isolation.  Self-advocates, family members, provider agency staff and others who contributed to 

this project expect nothing less. 
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A Credo for Meaningful Relationships 
Written by self-advocates throughout North Carolina 

People with disabilities are people just like YOU, but we are often disregarded in terms of our 
choices to live lives that are full and meaningful.  Too many other people make our choices for us out 
of a desire to overprotect us, make their lives easier, keep us segregated, etc. Life without choices, 
love and friendship is not much of a life at all.  We are lonely, sometimes on the outside looking in at 
your full lives.  Treat us with dignity and respect and we will respond the same. Support us, care 
about us, even if on a professional level, the way you would want to be.  As self-advocates who 
matter as people first, we want to have meaningful connections with other people with and without 
disabilities, who share our beliefs, genders and orientations, or even have different ones because 
being different is what makes us all the same.  In terms of love, friendship and a full social way of life 
in the community: 

1. We want to learn about safe and healthy relationships – including friendships and romantic 
relationships with people of all abilities, genders, values, preferences and orientations that we 
choose. 

2. We want support and education about our bodies, how things work in a healthy way, how to 
stay healthy; how to choose intimate partners right for us, and how to protect ourselves 
against abuse, cancer, sexually-transmitted diseases and other health risks. 

3. We want to learn valuable safety tips for safer dating, connecting with new friends and 
maintaining contact with family – whether in person or online. 

4. We want the marriage penalties that cut benefits off if we choose to get married to be 
adjusted. 

5. We want parents and loved ones to talk openly with us when we ask about making friends, 
dating, sexual health and safety.  If they can’t talk to us, help us find someone who can talk in 
terms we understand. 

6. We want to be recognized as adults, regardless of the challenges we face or others presume 
we deal with. 

7. We want privacy to be alone with our thoughts in our homes and rooms, and with friends and 
dates.  Teach us how to ask staff and family to give us our space once we’ve learned safe and 
healthy habits. 

8. We want to choose our own friends instead of paid staff becoming the only friends we have, 
and we want to choose who we don’t want to be with anymore, too. 

9. We want to become ‘regulars’ at community spots such as the local coffee shop, church, the 
laundromat, school, the library and other places in the community, so that we can learn how 
to meet people.  Maybe, people will begin miss us and ask about our well-being if we don’t 
show up on our regular day or time. 
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10. We want the community to notice us by who we are first.  We aren’t solely defined by our 
disability labels and the staff supporting us doesn’t define us either. 

11. We want you to befriend us and be sensitive to us, so we have more people to share our likes 
and dislikes with.  That way, we’ll have more people to tell if something is wrong or we need 
help. 

12. We want better, accessible transportation to get to our friends and out in the community. 

13. We want to go to funerals, weddings, family and community functions that are important to 
us, regardless of inconvenience to staff that seem to have time to take us to the doctor, the 
store and other service provider appointments.  We are part of important family and social 
circles, too. 

14. We want to be able to make our own choices, as well as mistakes, and learn from them 
without being judged or having our mistakes thrown back at us every time we try to move 
forward. 

15. We want to be heard and know our feelings and opinions matter. 

16. We want you to share your good or bad news with us.  Don’t assume we won’t understand or 
it will be too upsetting. We are allowed to have our feelings and express them the best we 
know how. We can handle it! 

17. We want safe, affordable, accessible places to live where both we and our friends can have 
fun without worries of danger. 

We are people first, adults, with wants and needs just like you.  Remember that as you care for, 
support, advocate with, live among and work with us.  We have feelings, desires, dreams and wishes 
for a life with love, friendship and respect.  Put yourself in our place before you make decisions about 
our social and emotional experiences.  Think about how you would feel if opportunities to connect 
with others on a deeper level were taken from you, or your need for companionship denied.  That 
wouldn't be all right with you, would it?  It’s not all right with us. We know what we are missing.  We 
know we deserve these experiences in our lives like others do.  Support us, teach us, guide us and 
help us to be a bigger part of yours and other people’s lives and encourage others to be part of our 
lives.  We have more to offer than you assume. 

----------------------------------------------------------------------- 

Copyright © 2011 Citizens with Disabilities Across North Carolina in collaboration with the N.C. Relationships 
Initiative & Monica J. Foster of http://www.butterflywheel.com. The N.C. Relationships Initiative has been 
funded by N.C. Council on Developmental Disabilities & implemented by Human Services Research Institute. All 
Rights Reserved, http://www.hsri.org/project/north-carolina-relationships-initiative/overview/  

You may reprint and use this Credo for Meaningful Relationships for your personal use, to share with others 
with disabilities, families, service providers in your state, and as inspiration for your own work supporting 
people with disabilities and self-advocates having safe, healthy, social and emotional relationships of their 
choice.



The North Carolina Relationships Initiative (NCRI) 
Social and Emotional Relationships Position Statement 

1 

People with intellectual and developmental disabilities (IDD) want to have 
healthy social and emotional relationships with others – including romantic 
relationships.  Yet many people with IDD regularly feel lonely and isolated – more 
than people without disabilities.  These conditions increase the risk of 
experiencing disease, abuse, and neglect.   

Results from the 2008 North Carolina National Core Indicators Survey show 
that about half of people with IDD are lonely at least some of the time.  
Additionally, about 1 in 4 said they have no one to talk to about personal matters.   

Further, in interviews and focus groups across North Carolina, people with IDD, 
family members, provider agency staff, and others report many barriers that 
prevent people from having the healthy relationships they want.  For example: 

 Individuals with IDD do not have control over their own lives,  

 Many people do not believe people with disabilities are capable of handling 
relationships, and 

 There is an overwhelming lack of education and support for individuals, 
families, and staff that would address a variety of individual, community, 
and system-level barriers that prevent people with IDD from experiencing 
healthy relationships.   

People with disabilities should be supported to develop a wide range of 
healthy relationships with others based on individual interests, preferences, and 
desires to participate in community life.   

Individuals with disabilities, families, provider agencies, and paid staff should 
have access to education and support that includes but is not limited to: 

 Self-determination, social skills, relationships, personal and financial safety, 
and sexuality and disability. 

 Future planning, guardianship, alternatives to guardianship, and how these 
supports can prevent or increase access to a rich community life. 

 Person-centered approaches to supporting individuals to live independent 
lives with the supports they need to be successful. 

 Policies and practices that increase opportunities for people to experience 
healthy social and emotional relationships.
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WHEREAS 
People with intellectual and developmental disabilities (IDD) want to have healthy social 

and emotional relationships with others, including romantic relationships.  Yet, too often, we 
find that people with IDD regularly experience loneliness and isolation more than people 
without disabilities.  These conditions increase the risk of experiencing disease, abuse, and 
neglect.  Results from the 2008 National Core Indicators Survey show that about half of people 
with IDD in North Carolina surveyed are lonely at least some of the time.  Additionally, about 1 
in 4 said they have no one to talk to about personal matters.   

Further, in focus groups and interviews conducted across North Carolina, people with IDD, 
family members, provider agency staff, and others report an absence of individual control over 
one’s own life, and lack of support necessary for individuals with IDD to experience the healthy 
social and emotional relationships they seek. 

People with IDD face a variety of barriers that prohibit them from experiencing healthy 
social and emotional relationships.  Four primary barriers include: 

 Genuine and sometimes overstated concerns for the health and well-being of people 
with IDD.  Many are concerned about the health and well-being of people with IDD.  
Yet, such concerns are often taken too far.  Guardians, family members, and staff – 
though well-intentioned – can easily over-reach individual choice and preferences to 
limit opportunities for relationship development. 

 A system bias in policy and practice that discourages people with IDD from developing 
healthy relationships. Such biases are embedded within rules, regulations, and daily 
practice that minimize opportunities for individuals to experience a wide range of 
relationships with others in the community – including people without disabilities. 

 Enduring and outdated beliefs about people with IDD that suggest they are incapable 
of experiencing healthy relationships.  For example, family members, staff, and others 
mistakenly believe that people with IDD are asexual or are not capable of handling an 
intimate relationship. 

 Insufficient effort from policy makers, service providers, family members, and people 
with IDD to overcome these barriers.  Many witness the barriers people with IDD face; 
yet seem content to allow the effects of these barriers to continue.  This is 
unacceptable.  We can do more. 

WE BELIEVE ALL  

People with intellectual and developmental disabilities (IDD) should be supported to pursue 
opportunities to develop a wide range of healthy social and emotional relationships with others 
based on individual interests, preferences, and desires to participate in community life.  
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NOW, THEREFORE, WE CALL ON  

The North Carolina Department of Health and Human services and its divisions; 

The North Carolina Council on Developmental Disabilities and its constituents; 

North Carolina service providers and their trade associations; 

Family members and their family advocacy associations; 

Individuals with IDD, their local self-advocacy groups, and The Association of Self-Advocates of 
North Carolina 

TO TAKE THE ACTION THAT EACH CAN TAKE 

To overcome the barriers that keep people with IDD from experiencing healthy social and 
emotional relationships; and to assure that people with IDD receive the support they need to pursue 
opportunities they prefer to develop the relationships they seek. 

EXAMPLES OF THESE ACTIONS INCLUDE 

 Increase access to the community and opportunities for people with IDD to develop a wide 
range of relationships with others with and without disabilities living in their communities.   

 Inspect and revise policies and practices that encourage and permit overstated and over use 
of guardianship.   

 Clarify and reassert the rights of people with IDD to control their own lives, including the 
relationships they have with family members and guardians. 

 Discover and eliminate unwarranted and silly rules created by well-intentioned staff and 
others that hinder the ability of people with IDD to experience healthy relationships.  

 Provide appropriate education to providers, paid staff, family members, people with IDD, and 
others to recognize the capabilities of people with IDD to develop relationships and live a rich 
community life.  Such education should include opportunities for people to learn from peers 
and practice what they have learned.   

 Make a concerted effort to increase opportunities for people with IDD to interact with each 
other and others in the community with the support they need – including transportation. 

 


